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What is Cystic Fibrosis... for the uninitiated
Cystic Fibrosis is a genetic life-threatening disease that causes severe
damage to the lungs and digestive system. An inherited disease, CF
affects the lives of approximately 30,000 Americans, 4,000 Canadians
and nearly 70,000 people worldwide. Those with CF have a defective
gene that causes the body to produce unusually thick and sticky mucus,
which clogs the lungs causing chronic infection and blocks digestive
enzymes from leaving the pancreas. Some common symptoms are a
persistent cough that produces phlegm, repeated lung infections, poor
weight gain and growth, salty-tasting skin, greasy stools, and shortness
of breath. As the illness progresses with age, new complications beyond

the lungs and digestive system occur including but not limited to, Cystic
Fibrosis related diabetes, pulmonary hypertension, chronic sinusitis, and
kidney function.
The prognosis for those with CF has changed dramatically in the past 30
years. In the 1950’s children diagnosed with CF were not expected to
live past childhood. In the 1980’s the CF gene was discovered and the
life expectancy increased to the early 20’s. Thanks to advancements in
medical treatments, early diagnosis, and better access to healthcare the
median age of survival is now in the late 40’s.
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From a 2005 article* in the Journal of the Royal Society of Medicine
titled “How a clinical psychologist manages the problems of adults with
cystic fibrosis”, it is recognized that there has been a dramatic increase
in the median age. In fact, in Canada as of 2012, nearly 60% of all CF
patients are adults. One of the goals of this book - besides raising overall
awareness of CF and organ donation - was to address concerns and
begin a dialogue among adults living with CF.

patients that were sitting for the book. Issues such as anxiety problems,
depression, self esteem, anger, sleep problems, relationship problems,
substance abuse... the list goes on. But now it’s about time these issues
are brought out into the open and discussed - as adults. And there really
is no better way to learn about how adults are living with CF than reading
about it in their own words.

Immediately after beginning this project, it was apparent that many of the
issues outlined in the article were very prevalent among all the adullt CF

* http://www.ncbi.nlm.nih.gov/pmc/articles/PMC1308807/

I was diagnosed with CF at 5 months old, and became an insulin-dependent diabetic at 23. From small chest infections to life-threatening
pneumonia, I was no stranger to the hospital. By the time I required a double-lung transplant, I had been living in the hospital for quite
some time and still insisted that I could fight hard and gain lung function back. I said ‘no’ to the TX list and kept on obsessively working
out in my hospital room, aka “my private gym”. I was attacked by pneumonia, a CF-killer called cepacia and ‘newly diagnosed’ diabetes…
with my weight down to 114 lbs and lung function at 13% and dropping fast. Mentally, I gave up and threw in the towel, literally ready to
go to sleep and not wake up. Surrounded by family, I signed the transplant recipient paperwork. Five days later, I got the call.
New lungs. New lease on life.
Since my transplant, I continue to live an active and healthy lifestyle, trying new things I’ve always dreamed of but didn’t quite get the
chance to accomplish yet. I competed in martial arts, winning medals and trophies; I always dreamed of riding a Harley Davidson
motorcycle, which I now own and I also compete in bodybuilding.
My double-lung transplant has given me a second chance to appreciate all that life has to offer. I fell in love with a great girl that takes
care of me, started a new career as a personal trainer and even got to meet Arnold Schwarzenegger before stepping on stage for my
first bodybuilding competition. I am extremely grateful that I received my organ transplant so I can continue to live life to the fullest.

James, 35

My name is Bailey Anne Vincent, and I am an overly verbose, hyper expressive, passive aggressive, hopeless-romantic cynic, oxymoronic,
sardonic being… who just so happens to be sick. Unlike so many others, I’ve been fortunate enough to live a complete, chaotic, consuming
life, until growing increasingly ill in my early 20’s. As a mother, first and foremost, I’ve been privileged enough to raise two little girls despite
various medical warnings to the contrary, both of whom are perpetually healthy, hyperbolic and hilarious. As a classically trained dancer, I
never let frequent bouts of pneumonia impede my semi-masochistic adherence to pointe shoes and pirouettes, continuing on to become a
choreographer and teacher to date. As a writer, I both escaped my medial woes through journalistic forays, whilst congruently tackling the
dark and twisty resonances of chronic illness via “too close for comfort” fictional novels.
Yet after a lifetime of misdiagnosis and confusion, I now have a team of specialists keeping my lazy organs in action. And even though Primary
Ciliary Dyskinesia is part of the reality, the truth of the matter is far less precise. My Pseudomonas perseverate, my genetics complicate,
and my ability to convince my cat that I am NOT a walking, salty potato chip increasingly less efficacious. Even though most days I feel like
I’m failing at the simplest of things (keeping food in my stomach, air in my lungs, blood in my veins), I’ve always loved the saying: “Find what
makes you happy… and let it kill you.” I may have to remove my oxygen backstage, entre in a tutu, and retreat as an azure-lipped-fingertipped
prima paradox, sure… but sometimes we just need to take the leap, live our life, and balance it out later. My finger nails may be rounded…
my breathing derived from a rattle… my inhales multiplied in frequency to another’s languorous release… But snarkcasm, is often the best
medicine.
Hope, for me, is not something reserved for the far off post-cure future. Sometimes, life “is what it is”, and finding a way to make our soul
happy despite the odds is half the battle anyways. Even though life often feels an arduous tango of treatments, enzymes, tube feedings,
sinus surgeries, bleeding innards, wonky heart rates, oxygen dependency, port dock-ins, hematological snafus, colonies of the rarest variety
(I’m an overachiever) and BiPap break-times… I try to find happiness in the tiniest of places.
The smiles on my daughters’ faces… words etched on paper… steps twirled in stride…fingertips laced with mine. And for that… I just
might be the luckiest girl alive.

Bailey, 27

I was 6 weeks old when diagnosed with Cystic Fibrosis. My pediatrician prescribed 1 cotazym per meal and made a referral to
the Children’s Hospital in Ottawa. I was 4 ½ months old when I attended that appointment and ended up spending 2 weeks
in-patient. I left the hospital weighing a whopping 8 pounds, now taking 6 cotazyms per meal faced with a median age of survival
at 7 years…and that’s how my life began, 40 years ago.
On May 8, 2014, I celebrated my 40th birthday. Some people call turning 40 a milestone, I prefer to call it a miracle. I remember
the morning of my birthday like it was yesterday – it was an equally exhilarating and terrifying moment. See, statistically, 40 was
never in the cards, nor was 30 or 20 or 10, so this was a pretty big deal! The range of emotions felt was like no other…joy,
panic, happiness, fear, relief, worry, excitement, sadness, guilt, and proud of the life I’ve lived – but mostly, joy. Ironically, the same
emotions have been felt off and on over the past 40 years during my fight with CF. CF does that. It can play with your emotions
and is very unpredictable. It also forces you to see life differently and to live life differently. The ability to live life in the moment
and to it’s fullest is a gift, although it can also suggest that living this way is because the possibility of death is always near by.
CF is hard and it comes with harsh realities. Although I pray and hope for a cure everyday, in some ways, I’m also thankful that I
was chosen to have this disease. Because of CF, I’ve inherited a second family – my “CF family”. It has also undoubtedly made
me the person I am today – living life with my heart and eyes wide open. My dream is that one-day CF will stand for Cure Found.
Hope, I have hope.

Carole , 40

Cystic Fibrosis has never encompassed the entirety of my life, but it did provide the context in many ways for how I’ve lived it. Just like the face I
see in the mirror, it’s always there on good days and bad. If Cystic Fibrosis were cured tomorrow, it would be as evidently a part of me as every
line in my face. And it’s a pain in the ass.
Cystic Fibrosis is a disorder of starvation and decimation. Not hunger; starvation. Hunger is temporary while starvation is progressive and chronic.
Cystic Fibrosis will starve you of the air you breathe and withhold nutrition from the food you eat. It decimates the bones and all of the major organs
including the brain. Cystic Fibrosis eats you alive, slowly and methodically. There is no substitute for experience, so explaining Cystic Fibrosis to
anybody is as awkward as living with the disease. Medical description doesn’t convey the substance, and rambling off a list of ailments… well,
sometimes that just feels like complaining.
The difficulty in living and growing with Cystic Fibrosis is that initially, you lack context. As a child, if you happen to hear you are going to have a
shortened lifespan, your only points of reference are the life you’ve lived to that point. Six months to a young child is incomprehensible. Twenty or
thirty years have no more meaning than a week or a month. Your formative years mold you. Knowing you are dying early on changes that mold in
unknowable ways. What could have been had I not had CF? Who knows, and really does it matter?
Over the past four decades, there were times that I was actively living life as fast as I could. Come hell or high water, I figured that I could outpace
whatever life threw at me and throw it right back. If I weren’t naturally invincible, I would make myself so through force of will alone. Or something
would kill me other than CF. In that regard, I don’t believe I’m alone in my endeavors. At some point I wasn’t just outpacing Cystic Fibrosis, I was
taking on things that had more meaning in life than it did. Living with the monster had desensitized me to the fact that I was living life, not trying to
beat life into myself.
What was trying to kill me hadn’t. But it had affected me. Marriage became divorce, work had become professionalism, histrionics had become
activism, and through the miracle of parenthood, my invincibility was no longer mine alone to forge.
We all live until we die. Living with Cystic Fibrosis is difficult, but it is still living.

Joshua, 38

I’ve never been comfortable with talking about cystic fibrosis. I always have strived to just be normal, and unfortunately at times that would
involve neglecting my health. I’d miss a nebulizer treatment because I didn’t want to excuse myself from a gathering. Or wouldn’t take my pills
in public because I would dread hearing ‘’ what are those for’’. And don’t get me started on the embarrassing public coughing fit, followed by
a strangers comment ‘’smoke much’’. But over time I found it was more work to hide my CF than to share that part of me.
When I started college in Toronto for culinary arts, I made the choice to live in residence, completely underestimating how much my disease
would have to become public. Here we sat, my CF and I in a room no bigger then a jail cell, with 20 strangers outside who would soon
become my family. I had no choice but to throw myself out there and share my world. Coughing fits, hospital visits and all. That was the
experience I needed to become confident, and essentially accept the fact that I am living with CF and its a part of who I am.     
Though I had a new found positive view of myself. I couldn’t completely open that part of me while in a relationship. It took me 20 years to
stare CF in the face, how could I expect someone else to do that right away? Then I started to date my fiancé Phil. From day one he has been
there to step in and fight the CF battles for me when I feel like giving up. He reminds me to take time and have a mask when I can’t breath.
He grabs a glass of water or tissue when I’m coughing. He’ll look at me and say ‘’hunny did you take your pills’’, every night at dinner. Its
those things and so much more that help me know I’m not in this alone.
Having a disease that constantly reminds you your life is shortened can be a big burden, but trying to ignore it or avoid the responsibilities it
requires, will make living a happy life impossible. Because truly everyone has their own trials in life, and come to a point of giving in, or giving
up. And I’m not ready to give up!

Amanda, 26

What is it like to have CF? Tough. Humbling. Terrifying.
It’s tough because it is such a roller coaster of a life. One day you feel great, the next you’re in a hospital hooked up to IV antibiotics and
oxygen, struggling to merely breathe. It’s tough on your loved ones having to see you like that, and feeling so helpless because all they
can do it sit back and watch. It’s tough on you mentally when you try to make plans for a future, but in the back of your mind wonder if
these plans will ever come to fruition with an expiry date on your life.
That’s the terrifying part. Death. Knowing at any time you could catch a nasty “bug” that could send you into a downward spiral you
can’t bounce back from.
I choose not to live my life in fear of that 5 letter word. That keeps me humble. This disease has taught me so much about patience
and perseverance that I may never have learned otherwise. It’s always overwhelming when I hear that I inspire people. When I am just
trying to live, breathe and overcome CF, others see me as a warrior, champion, hero… that keeps me going.
I was 10 weeks old when my parents were told I have Cystic Fibrosis. 30 years later, I am a college graduate, a Mommy, and an aspiring
Yoga instructor. I have lots of dreams for my future, this keeps me going, fighting and above all breathing. My mantra on the hardest
days is: You have CF, but CF does NOT have you.

Melissa, 30

My name is Megan Davis. I am 23 years old, and I was diagnosed with Cystic Fibrosis about 2 years ago. I had an older brother who had Cystic Fibrosis
as well. He was diagnosed in the womb, and he spent the first 3 months of his life in Tampa General Hospital. He was put on a ventilator and almost
died when he was 10. I was so young that I never really understood the gravity of the situation. It became a normal thing to go visit my brother when he
was in the hospital. I actually didn’t really have any knowledge as to what Cystic Fibrosis was or what it was doing to my brother. I was not very close to
him. It finally hit me in the last months of his life just how bad it was and what he was dealing with his entire life. I remember the last time he was in the
hospital. It was the first time I really understood. It was the first time I really saw what Cystic Fibrosis was. He was hooked up to machines, and there
were so many tubes attached to him, and he couldn’t talk. I had to leave the room because I couldn’t hold back anymore. It scared the fucking shit out
of me. I was definitely not prepared for it. I watched him die soon after that.
I was fine my entire childhood. I never coughed, and I rarely got sick. I could run, swim, smoke, and pretty much do whatever a normal breathing person
could do. About a year before I was officially diagnosed I started having complications. It was the god awful coughing. I went to my doctor, and he
thought it was asthma. Another doctor diagnosed Bronchitis, which made sense at the time. It wasn’t until the coughing became so bad that I had to
go to an emergency room. I was there roughly 5 hours waiting on chest x rays. My sister came to keep me company, and the doctor finally came back.
He said, in the most casual tone, “It looks like you have Cystic Fibrosis.” My world shattered, because all I could think about was my brother and what
he suffered through his entire life. I saw a pulmonologist that the ER doctor recommended, and he told me to have a sweat test done at All Children’s
Hospital in St. Pete, Florida. I did, and it came back positive. Even though I had an idea of what I was in for it didn’t make the shock hurt any less. I fell
apart again, right there, in my doctor’s office. I cried the entire way home.
I fucking hate this disease. There is absolutely no positive thing about it. Yes, I am fortunate that my severity is much less than my brother’s was and
much less than many others in the Cystic Fibrosis community. That doesn’t make it better. I hate that I wake up in the middle of the night coughing
and coughing until I throw up and my chest hurts and my throat hurts. I hate that I get tired so much. I hate that some days I literally cannot breathe.
I hate that people look at me and ask if I am ok when I have a coughing spell in public, and I fucking hate the question, “Are you sick?” I hate the pity
on people’s faces and in their voice. I hate that this disease stole my brother at 24. And I fucking hate that unless I get hit by a car or shot or fall off a
building this disease is going to kill me. I will suffocate to death exactly how I watched my older brother suffocate. I was fine for the first 20 years of my
life. I was healthy and relatively happy. Now I fight to breathe. What I hate most is that I’m putting my family through this kind of pain again. They have
to watch me suffer just like they watched my brother. They know it won’t end well, and so do I. I still cry, and I’m still not over the fact that my brother is
dead. I didn’t mean to make my biography such a downer, but this is my story, and this is how I think about it every day. I smile, but I’m broken inside.

Megan, 23

I was diagnosed with Cystic Fibrosis at the age of one. In early 2010 my health deteriorated so much that I was put on oxygen
and placed on the transplant list. I received a double lung transplant later that year at the age of 19, without this transplant I
would not have survived.
Growing up with Cystic Fibrosis was rough. I was very angry growing up and hated that I had a disease that constantly made
me sick and constantly had me doing treatments and watching out for my health. Throughout my teens I had a lot of low periods
in my life, filled with a lot of hatred and depression; but with help of family and a positive support system from my friends it
made the really rough times a lot easier and happier to deal with. What I have learned from growing up with Cystic Fibrosis
and receiving a double lung transplant is you can’t control the unexpected moments that happen in life. Life happens, the best
thing you can do during the dark times is to stay positive , smile and laugh through the bad times. Always stay positive, and
remember that things can always get better, and to cherish every moment and see the beauty in life itself.

Brandon, 22

I was diagnosed with CF at 5 months old. I was barely alive and being diagnosed saved my life. I grew up in a fairly normal way; my parents did an
amazing job and did their best to shield me from the harsh reality of CF, but I somehow always knew I was different from other children.
Being a teen was hard--really hard. Not only did I have to deal with all those raging hormones that everyone else dealt with too, but it was becoming
increasingly evident that the things everyone else was planning for--college, careers, families--probably wouldn’t happen for me. It all seemed so
futile. Growing up with a ‘time limit’ mentality was challenging. I didn’t see the point in planning for a future that I was constantly told I would not
have. And that ‘time limit’ effect on my mind has never truly worn off. Having CF does a number on one’s emotions, and that is an understatement.
While my peers were figuring out where they wanted to go to college, I was figuring out what the meaning of life truly is: to live fully and to love
deeply. Indeed, I knew at a very young age what I wanted out of life. I wanted to love others for as long as I could. I knew that’s what is most
important to leave behind. There is a silver lining with this disease, for while it is draining, time consuming, painful, and all around hard, it has given
me the ability to love on a level that I don’t believe many people get to experience. When you have CF you never know if this cold will be the one
to end it all, and that is terrifying. But in order to deal with the scary parts of a terminal illness you must also find the beauty in it. The strength CF
has given me is unparalleled by anything else in my life.
While CF does not define me, it is a huge part of who I am. I am strong because I’ve fought countless battles, I am passionate because I have seen
and felt things that corrode innocence, I am beautiful because the scars on my body paint a picture of this exquisite journey I am on, I am stubborn
because I want to be here and to LIVE.
At 28 I’m still here, still fighting, still breathing. I went to college, it took me 7 years to obtain my bachelors degree in English between hospital stays,
and its something I am incredibly proud of. I became a mother, which further affirmed my belief in living for love. Before becoming a mom fighting
this battle was casual: there were days when I was so sick of CF that I didn’t want to do my treatments anymore, so I didn’t. Now I wake up to fight
for this little boy who deserves to have an amazing life, and an amazing mother. He is my reason to breathe; the reason I hook up to a feeding tube
every night to get in life saving calories, the reason I spend 3 hours a day on chest physical therapy, the reason behind every choice I make. He is
my reason for living. Sometimes this disease can get so frustrating and strenuous, to the point that the light at the end of the tunnel is hard to see
through all the medical tubbing; that’s where my son comes in, he is my Bright spot, and the best thing I have ever done.
So here I am, living, laughing, and loving, with some pretty lousy lungs. While a cure for CF would be the best thing for us all, I would never want
to change having CF. It has made me who I am and that, I think, is a rather beautiful thing.

Gretchen, 28

I was diagnosed in 1965 at 2 months of age, due to my older brother David having Cystic Fibrosis. I couldn’t imagine what my parents went
thru being told both their babies were going to die before they reach school age. We were then blessed with a healthy baby brother in 1968,
the light in my parents eyes must have lit up a room, they called him George after my father. Unfortunately my brother David passed away at 6
years of age due to complications related to the disease and not enough medical knowledge at the time to understand how to fix him.
As life moved on we lost our father a year later to a work related accident and my mother 20 years later to a heart attack. My brother George
and I were left to take on the world and that’s exactly what I did. I went on to University to get a Bachelor’s of Science, travelled across Canada
saw things I never thought possible. After working for a few years and moving on with a new stage in life I met my knight on a white horse
(okay a white Ford), right after getting together it was discovered I needed a double lung transplant, so we went through that together and
created a solid bond.
After transplant in 1998, “My Second Breath of Life” we travelled much more than I ever thought I could. Bill has shown me sights I have never
seen before and enjoyed every minute of it. During this time of feeling really well I thought it was time to help others with CF so they do not have
to deal with the dreaded complications the disease has in store for us. So I started small, I joined the Hamilton Chapter and became President
of the chapter, I then took on the Adult Committee and became the Chair, I then put my name in for the National Executive and became a Board
of Director for Cystic Fibrosis Canada, exciting time it was.
There have been many advances in the Cystic Fibrosis world since I have been part of the National Organization and I would like to think I was
part of that. I have been blessed with many nieces and nephews an a very out going life but, unfortunately as time moved on my lungs became
deteriorated and I require a second double lung transplant, I am currently waiting and hoping for “the call” in the very near future.

Karen, 50

I was one of four girls and three of us were born with Cystic Fibrosis. The three of us were diagnosed at the same time at ages 17, 15 and I was 13.
Back in the 1950’s, most doctors knew very little about CF. But we were classic cases with the horrible stomach pains, salty skin, colds that would
seem to last forever. Unfortunately, my middle sister passed away in 1996 after complications following a double-lung transplant.
As a child, I always knew I wanted to be a professional singer. When I had my first PFT, I blew the minds of the doctors. I very proudly said it
was “because I am a singer”. The doctor told me to keep singing, that it would probably help me someday. I have been singing Classical music
professionally since 1976. I know that my singing has kept my lungs much healthier. It has been my form of exercising my lungs to prevent mucus build
up. Unfortunately, as I have aged, the younger singers are gently pushing us older ones out. In the past two years, my lung function has deteriorated.
So now, I must do other forms of exercise. Not my idea of a good time, but a necessity. I do a workout every day because it’s a matter of life and breath.
Taking care of myself is a full-time job, but it certainly stifles my social calendar.
Fourteen years ago, by chance, I met the man of my dreams. He lived in Massachusetts and I in NYC. Our relationship unexpectedly blossomed into love.
Within a year, we were talking of having a child together even though I had CF. I wanted him to be checked out for any physical problems. After being
misdiagnosed with cancer, it turned out that he too, had CF!!! What are the odds of meeting the love of my life and finding out he did not know he had
this disease? He was 40 years old when he was diagnosed. He had lots of the classic symptoms, but no doctor ever figured it out until after we met.
We had an initial bond of loving Hawaii, for two completely different reasons. For him, he felt so good when he was there working with native Hawaiians
and helping out in the taro patches. Well, it was the natural salt air that helped him to expel lots of mucus. He now lives in Hawaii and I visit at least
once a year. We talk on the phone several times every day. My initial connection with Hawaii was through my mother who taught there for one year
back in 1946, years before I was born. For the past seven years, I have been dancing hula, which is wonderful exercise and I love it almost as much
as singing. And, of course, our second bond is having CF. We have each other to talk to whenever one of us is not feeling well. He and my other CF
sister are my best friends. Thank God we have each other.
Because of the passing of my middle sister, I wanted to do something to make a difference in our CF world. For ten years, I organized a benefit concert.
Many of my dear professional singer and instrumentalist friends donated their time and talent to help me raise awareness and funds towards finding a
cure for Cystic Fibrosis. How lucky I am to have so many wonderful people in my life.

Janine, 59

Strength, Courage, Love, Perseverance, Frustration, Anger, Pain, Sadness (just to name a few)
….are all words to describe what it is like to have Cystic Fibrosis.
I was diagnosed with Cystic Fibrosis at 7 months old. My mom was told I would not live to see the age of 10. Now at 29, I have gone to university,
traveled to a few places (but still have places and cultures I want to experience), have given hope to other families who have children with CF, helped the
homeless population, volunteered for CF fundraising events, went para-sailing, partied with friends, became an aunt of 8 nieces and nephews, and so
much more! I have also endured my rough times like having to stay inside and do my treatments while the kids played outside, having pneumonia a few
times, which lead to a PICC line, hospitalization and job loss, being judged by others before getting to know the TRUE me, being told by a few people I
will die one day so they don’t want to get involved with this or me, missing a nights sleep because I am up coughing all night and my lungs are sore, and
having the sentence “did you take your med’s?” drilled into my head (which drives me crazy and makes me feel like a child!). I have learned to listen to
my body (and not be so stubborn) and do as it says like resting, drinking lots of water, taking my medications, taking time for self care to de-stress (so
my immune system does not take a hit and I get sick) and to have the attitude of; “OK, what can we do to make me better?!” I have learned to live life
to the fullest and appreciate people and experiences around me. Staying focused on my dreams, goals I set for myself, my treatments, medications and
doctor check-ups, all while being positive and a fighter of this disease, I can become who I truly am and live my life to the fullest.
Through the times where frustration, anger, pain and sadness seem to be the prominent feelings of people with CF, as well as others around and close
to us, they bring upon strength, courage, love and perseverance. Cystic Fibrosis does not define who we are. The experiences and the feelings we
encounter help us to grow and define ourselves! There is so much I plan on doing in my life and I am not letting this disease define or take control of
who I am. I have definitely been knocked down many times and felt angry, sad and frustrated but I still manage to get the courage and strength to get
up, dust myself off and persevere!

Steph, 29

I am a Mother. I host play dates, prepare meals, drive to games, do laundry, help with homework and volunteer at school. This is the
aspect of my life that I cherish. I love spending every day with my son.
I am also a Cystic Fibrosis patient. CF is a part of me. It encompasses my days and sometimes my sleepless nights. I have enzymes,
antibiotics, nebulizers, physio and sometimes IV treatments and prednisone. I cough, A LOT. I can’t run or laugh too hard. I need oxygen
when I go grocery shopping or participate in any mild activity. That is my life with Cystic Fibrosis.
My son is my inspiration and motivation. Before I had him my treatments were not a priority. If I missed a mask/physio/pill it was not a
big deal. Life expectancy of 35 or 40 was not a concern (40 was OLD!!) I am now almost 40. It is not old. I want to live to see my son
graduate high school, university and get married. I want to be here when he needs me. I NEED to be here for him. I want to grow old
with my husband.
Soon I will go on the transplant list. I am both terrified and excited about the idea. I would love to run to the park with my son. Maybe he
and my husband could teach me to play ball hockey with them! I can’t wait to laugh, really laugh without having a coughing fit. I would
love to get out of bed in the morning and not cough and cough to clear my lungs before I start my day.
Mother, wife, daughter, sister, friend, dog owner, CF patient. That is who I am. CF is a part of me, but I will continue to fight it, every day.

Christine, 39

I remember the day when I realized I had Cystic Fibrosis. I was 5 years old, sitting at the dining room table taking my morning
medications when I asked my mom why I was taking them. The day before at school there was a food event where I had to have
my pills and take them in front of my classmates. My fellow classmates were asking what they were and why. My mother told me I
needed these pills to stay healthy. So the 5 year old me replied “ Am I sick?” and my mother’s response was “Yes in a way you are
but take your pills and do your physio treatments and you won’t get worse.”
My mother is my rock and I am grateful in how she taught me not to hide the fact that I have Cystic Fibrosis. When I notice someone
staring at me, I let him or her know I have this disease. The usual response I get is “but you look so healthy!” No one outside of the
Cystic Fibrosis realm realizes how hidden this disease can be.
I feel having this disease has benefited me in some ways. I value everyday and know it is not always going to be like this. It has
helped me through my career. I am a medical radiation technologist. I know right, why would I want to work in healthcare? I chose
this career because I want to help people and have a comfortable experience in the hospital setting.
If I have any advice for anyone who is newly diagnosed or struggling with an old one live everyday to it’s fullest and always smile!

Candice, 26

“Over 24 cities and 5,100 miles later I finally hit Florida. That was as far south as I had planned. I had a few already cancel on me throughout
the trip, so I wasn’t in particularly the best mood - especially after driving almost 12 hours from Atlanta. But I had been chatting on and off with
Parker for a while, and his enthusiasm for the project was very evident. That was on Friday. Parker showed up with a case of 12 Blue Moon
and 2 fresh Florida oranges. We chatted for a couple of hours, shared some beers and took some outstanding photos. I knew he wasn’t totally
at ease in front of the camera, so we’d shoot a few frames, chat a bit, shoot a few more, drink another beer. Parker chatted about his life, the
support of his wife and family, and his Yankee baseball hat.
Four days later, on that Tuesday, I found out Parker had died due to complications with CF. I felt devastated, even now as I type this I feel choked
up. He was an outstanding person, a great supporter of our cause, and for the brief time we spent together, I considered him a friend. Lets
honour him and keep spreading awareness about cystic fibrosis and especially organ donation. Parker was only 32.”
- Ian Pettigrew

Parker, 32
December 29, 1981 - October 13, 2014

What is my story? I was diagnosed in 1970 at 10 months old and although the age of expectancy then was only around 7 years old, it
was almost like I raced up to it and gave it a full solid kick ahead of me! Getting older has definitely come with some hard downfalls; more
hospitalizations, disease complications, infection scares, and lost friends to name a few, but I seem to always get through each challenge.
No matter what I go after in life, I live fully for the moment and try to keep my Cystic Fibrosis in the background. Oh sure, I do many public
talks about my CF story at fundraisers, radiothons, and to the students at Shinerama, but my personal struggles have mostly stayed as that,
personal. I have hidden the fears, worry, guilt and times of depression, that have come with my CF. Although I’ve experienced many whirlwinds
of emotions and challenges, as an adult, I now see what gifts Cystic Fibrosis has given me. As I have hidden many negative challenges due
to my disease, I can find empathy with others fighting their own battles, and I am not quick to pass judgement. My fears and worries have
taught me courage and patience. My feelings of guilt, for those who have passed on before me, are yet the hardest to reconcile. However,
this very difficult feeling has actually taught me to reflect upon my own life, and how to truly appreciate the good, long life I have been given.
I am also so grateful for my CF “family”. Seeing what other people with CF go through can be a double edged sword. It can cause anxiety
about what my future holds for me, but more importantly, it furnishes me with a resolve to win each battle. I have also discovered new
perspectives on my own situation, as well as inspiring momentum me to keep fighting. I know I am never really alone in this fight with CF, and
that gives me so much strength.
I love the saying “Life is not measured by the breaths we take, but by the moments that take our breath away.” The irony in this saying is the
realization that as one of many with Cystic Fibrosis, we may have been given fewer breaths to take. However, more strongly, it suggests that
I must not simply accept life as it is, but that I must pursue the happiness and excitement that life holds. This is my life motto!

Bonnie Joy, 43

I wasn’t diagnosed with Cystic Fibrosis until I was 3, but my Mom knew I had CF since I was born in 1981. She found my
symptoms in the Dr. Spock Baby book which said CF children died in childhood. She was afraid and waited for my pediatrician
to notice, but he said I was normal. We moved from Wisconsin to the Chicago area where a new pediatrician saw what my
parents suspected. Chicago’s Children’s Memorial hospital CF center confirmed my parent’s fears. They said I would be
dead before my 18th birthday, but I became part of the Cystic Fibrosis family who was fighting for me. They discovered the
gene when I was 5 and things changed big time. New drug therapies, new respiratory therapy equipment and best of all the
opportunity to live to be an adult.
Today I am married to Christian and have a baby son Roman. Being a wife and mother has made me fight even harder against
this disease. I am a business owner, I’ve gone to college, and I have had a long career in marketing and the restaurant industry.
My parents didn’t let CF stop me. At age 5, I was on my first soccer team, from then on I played soccer year round till I was in
my early 20’s. I traveled all over the United States and Europe playing and eventually coaching.
To do all this has not been easy but it’s become my family’s “normal”. The number of pills I take each day and the time I spend
with respiratory therapy is crazy. My license plate says “CF Fighter” and that pretty much describes me. I would not change my
life having CF. It has made me the strong person I am today and I would not be the person I am without it. My life is too good
to let Cystic Fibrosis slow me down.

Morgan, 33

When I introduce myself to people cystic fibrosis is not the first thing that comes to mind. I was diagnosed at 2 years old, CF was not
well known at that time. Doctors quickly became familiar to my family and I. As a young girl I was extremely active in several sports
and dance. I kept a positive and optimistic attitude towards my life “expectancy”. As a young woman it’s hard to accept the fact that
my life has a predetermined deadline. Almost 30 and I have never let my CF run my life or my choices. I have lived my life with joy
and love. With the support of my mother father and brother I have been able to accomplish more than I ever thought possible.
I have graduated from Mohawk college with a marketing certificate and have gone on to create my own business in cake design
while also working full time as a visual merchandiser. I am a daughter, a sister , a best friend, an aunt and a wife. These define who
I am. Cystic fibrosis has always been a part of me but it has never defined who I am.

Ashley, 28

My name is Scott Cherry and I’m a 43 year old person with Cystic Fibrosis. I’ve always considered living with CF a challenge for me. And I don’t mean that I’ve considered
it difficult, even though it has been at times. I mean that I’ve always been proud that I’ve been “surfing” the life expectancy line. I feel like I’ve beat and conquered CF, even
though that’s not really possible. I’ve always been upbeat and a positive person. Even going into the hospital, I’ve consider it like a mini-vacation and a break from regular
life. My average frequency for hospitalizations was about 4 times a year while I was a young teen. Because of it I had a lot of doctors, nurses, and repertory therapists that I
considered family. My mother and grandmother pushed me to start working out even though doctors didn’t think it as a good idea. This helped me quite a bit with staying
healthy. I am thankful to them for pushing me to do this and I actually have fun doing it. Because I stayed somewhat compliant with treatments, probably not as often as
I should have, and working out, I was able to see my 40th birthday. My friends and family put on a roast for me for it and I consider this one of the best times of my life.
My sister, Jennifer, who was only 4 years younger, also had CF. Growing up we had our typical brother/sister issues but we were close. I didn’t realize it until later in life
that she actually envied me because of my hospitalizations and all of the attention I would get. I love my sister very much and the hardest thing that I’ve dealt with was
when my sister passed away at the age of 26. She was a very tough woman and went through a lot the last couple of years of her life. She had multiple surgeries due
to a bowl obstruction. She even did the CF Walk with a recently applied skin graft over her surgical opening. As much as she looked up to me, I looked up to her. We
started the Cherrybombs CF Walk Team in her honor. There isn’t a day that goes by that I don’t think about her.
When I was young I went to CF Camp which was one of the best experiences of my life. There was a girl, Wendy who also had CF, and her sisters that I knew but never
hung around them. Not for any particular reason, it’s just we were just in different clicks. I didn’t see her again until September 1997 at a CF Awareness Day event when I
decided to ask her out. We began dating and I knew I loved her within the first 3 months of us dating. I decided to let her know in a very sappy way. I called a radio station
and dedicated a song, during one of those love song dedication shows. I told everyone how much I loved her over the radio. I recorded it and gave it to her on Valentine’s
Day. She didn’t tell me she loved me that day, but I knew. When I proposed to her in 1998 I called Tony and Tina’s wedding, which is an interactive play. I asked to set
it up where I proposed to her during the reception and they said yes. So during the reception scene I caught the garter and they made sure she caught the bouquet. I
got down on one knee and popped the question. Thankfully she said “Of course!” I married my best friend and wife in September 2000 in an Irish themed wedding. The
reception was more of a party than a reception and we had a blast! I’ve always believed it was meant for us to be together. We push each other to take care of ourselves
and be better people. She is my rock and best friend and I am so grateful to have her in my life. There are some people that say we shouldn’t be together because we
have CF. But if it wasn’t for Wendy, I probably wouldn’t be here.
In 2013 I had a double lung transplant which was the best decision I made. I was initially evaluated in 2001 and at that time you had to earn time on the waiting list. So
instead of it being done based on how sick you were, it was by how much time you had spent on the list by blood type. It wasn’t until 2011 when I started feeling like I
needed the transplant. I wasn’t able to do the things like helping bring in the groceries or taking a shower. I was on oxygen at this time and really wasn’t getting better.
I went into the hospital for our routine yearly “tune-up”, getting pumped full of antibiotics through an IV. During this “tune-up” I ended up crashing while doing home
healthcare. I was in the hospital for about 2 months before thankfully I received my transplant. I was so lucky that I received it on St. Patrick’s Day. And with me being part
Irish, I considered it a message from God. My life was spared for some reason and feel that God has a special plan for all of us. Whatever the plan is, I plan to continue
to live life like it was my last day on this beautiful planet.
I encourage everyone to become an organ donor. I’m extremely grateful to the person and family that gave me a second chance in life. I hope they know that I am not
wasting the gift of life that they gave me. We CFers are a strong bunch and always fight til our last breath.

Scott, 43

Blessed is a word that comes to mind when I think about my life and living as an adult with Cystic Fibrosis. Over the years,
I have learned to appreciate how different we all are despite having the same disease.
I have certainly had my challenges. However, for every challenge, I have many more blessings in my life.
I was diagnosed when I was about four years old.
My CF was considered mild. It could have been much more severe.
I experience chronic lung infections.
I don’t have issues with CF Related Diabetes.
I had an excruciating painful episode of pancreatitis several years ago.
I am pancreatic sufficient and have only had one episode of pancreatitis.
I have arthritis (most-likely related to CF and steroid use).
With treatment and exercise, it is under control.
My youngest sister has CF.
She is a fighter and does her best to stay healthy.
My husband has CF.
He is my world and has taught me what true love really is.
My sister-in-law had CF and we miss her dearly.
She fought ‘til the very end. She is still an inspiration and I treasure the time we had together.
My cousin has CF.
He is a great motivator for exercise and overall health.
In January of 2013, my husband became critically ill and desperately needed a transplant.
On March 17, 2013, he received his precious gift of healthy lungs! Thank you donor family!!!!!
On March 17th, a family lost their loved one and saved at least one life with their decision to donate life.
I was given the opportunity to be my husband’s caregiver despite having CF myself.
It’s heartbreaking to know that we cannot naturally have children.
We trust that God continues to have bigger plans for us.
Career and educational goals are more challenging with CF.
My husband is my best supporter when it comes to my career development and educational goals.
Isolation is a necessary evil (within reason).
Before the B. cepacia and MRSA outbreaks, my husband and I had the opportunity to enjoy CF camp.
My blessings definitely topple over the challenges I face with CF. At 45 years old, I am living well beyond the average life expectancy for a
person with CF (pwcf). In time of need, we have learned who our friends are. I have to say…we have some pretty fantastic friends and family!
Much love to all of my Cysters and Fibros!

Wendy, 45

I was diagnosed with CF when I was 18 months old. I always knew I was different than my peers, having to take pills every time
I ate, being at camp and having to go to the nurse to do breathing treatments which would take away from my fun time. I always
knew what CF was, that its lifespan was short, and that I have it. But my life didn’t really change until I was 9 yrs old. I lost a good
percentage of my breathing from aspergillosis and had to be hospitalized. During that time I also found out I was diabetic. Being in
the hospital sick and then all the appointments to keep up with afterwards was turning into a way of life for me. In my teenage years
I became rebelious was not at all compliant with my treatments or taking my insulin or watching what I ate. I just wanted to be able
to do what my friends were doing and be “normal”. I played hockey and volleyball,I loved to dance and play pool. I was pretty active
up until my junior year of hs. I had moved to a different state, and got sick. I had to move back to my home roots.
I graduated hs, did a few years of college to follow my dream as a nurse just to be told I couldn’t do it cause of my condition. I’m still
in school but changed career paths, and even though I cant work I still have the knowledge I’ve always thrived for and dreamed of.
About 4 years ago is when my health started declining more, normal tasks became a chore, had more and more coughing fits, and
now I’m on oxygen. When I’m in public and someone asks or says to me,”you alright”, or “you should get that cough checked out”,
or the worse yet, “your sick get away from me”. Those comments as of recently have been getting to me. Not to mention the ton
of other problems that comes along with CF. Only if people knew what we go through to survive and strive. One thing is for sure,
CF has made me who I am today. A better understanding person,and a strong fighter that survives another day! I am now 28 and
still going strong, CF STRONG!

Joanna, 28

Being diagnosed at birth meant growing up with pills, breathing treatments, and chest physical therapy everyday as part of a normal
routine. I still played outside and I still went to school like everyone else. I was a pretty healthy child and my mom made sure to plan my
treatments around my life and not the other way around; she didn’t want me to feel like “the sick girl” and I’m thankful for that. It wasn’t
until I started regular hospital admissions and had to miss out on activities around the 6th grade that I really noticed I was different.
Throughout my teens I struggled with keeping my CF a secret after a few people made fun of me for it, as if a deadly illness is something
to joke about or a reason to put someone down. I felt really alone. Then at the beginning of 2013 I got really sick and my lungs took a
turn for the worst, landing me in the ICU. I didn’t leave the hospital for 3 weeks. My doctors made it clear my lungs would never be like
they were and I had to start thinking about transplant. I could’ve lost my life during that visit and it was an eye opener. I stopped being
afraid of how people would react to my disease and I stopped putting off things that I wanted to do. The support I got was incredible,
especially from my best friend who really helped me through the worst times. I started trying to gain awareness for CF, it’s really important
to me now that people know what it is and that we need a cure.
Since then I’ve traveled a lot and spent more time just living. I don’t wanna look back on my life and feel regret, or see the things I wish
I had done. I wanna see the adventures I took, despite my obstacles. I wanna see the nights I took chances and woke up the next day
smiling. Now I’m the girl with an oxygen tank dancing at a concert, doing treatments at 4am so I can watch the sun come up with my
best friend, having a nasal cannula tan line cause its summer and there’s no way we’re missing a top-down drive into the city. I make it
work and don’t let things hold me back. CF life can be hard; the hospitals and treatments can be daunting, but the reward of getting to
live this amazing life even one more day makes it all worth it.

Rachel, 24

I was born in 1989, the year they identified the CF gene. At 6 months old I was diagnosed. Growing up, my parents never let my
CF hold me back. I was never told I couldn’t do something because I had CF. I did gymnastics, softball, dance, and played the
saxophone in the marching band.
My goal is to work in a preschool as an aide. I was once told by a case worker that I should change my career path because children
are germy and I am susceptible to illness. But I have known I wanted to work with children since I was very young. And I am quite
stubborn. If someone tells me I can’t do something that makes me want to prove them wrong.
I was once asked if I had the chance, would I choose to be born without CF. And my answer would be no. CF has shaped me into
who I am. I am optimistic because I know things could always be worse, grateful for every day I wake up, resilient from all of the
challenges I have faced, and wise because I know that worrying about the little things is a waste of time. Now don’t get me wrong,
if I was offered a pill that magically fixed my CF right now, I would take it in a heartbeat. I just know that if I didn’t have CF, I wouldn’t
be the person that I am today.

Mandy, 25

I was diagnosed with Cystic Fibrosis at 2 months old. As of this writing, I am 24 with 69% lung function. Being diagnosed at an early age, Cystic
Fibrosis has been all I’ve ever known. Hospitals are my second home and nurses are my extended family. Breathing treatments and pills are as
normal as waking up and falling asleep. It’s shaped me into the man I am today. See, we’re all dying a little everyday. Most can’t feel it though.
The thing about being able to feel and see on paper your life slipping away year to year is it gives you quite a broad perspective on life, the world,
and everything in it. It becomes easy to weigh and measure the things that matter and the things that don’t. You realize petty arguments or holding
grudges gets you nowhere. Material possessions mean little to nothing. You see life as a masterpiece painting and you take the time to stand
there and admire every detail. The soft strokes of green that make the trees, the hard lines of the waves crashing against the rocks, the rugged
texture of the mountains and the gentle touches in the clouds. It’s not only taught me to appreciate and find the beauty in what is around me, but
it’s taught me how to find the positive in horrible circumstances. I have lost more people to Cystic Fibrosis than I could count on all my fingers and
toes. I lost two of my closest CF friends, one of which was the first person I ever became close to with CF in 2011 and 2012. Alyssa & Wesley.
23 and 24 years old. The impact they had on my life is something I will never be able to describe. I feel them with me everyday and I feel them
pushing me to fight this and succeed anytime I may feel like I can’t go on any further. I include them in anything I do and carry on their legacies and
their stories so the world will never forget their names. They fought until the end fearlessly with the strength of an army and never ceased to bring
joy and spread their love, and that’s what this life comes down to. Love. With something like CF, you see the hourglass of life instead of half full
or filling as empty, because it doesn’t matter how much sand you have on either side, unless you make life worth it and live it to its every potential
every second, it’s worth nothing. It’s just sand. When we go, all that will matter is the love of those around us.
To my Mother, you have been my nurse, rock, Mom, Dad, best friend and kept me alive all these years. I love you.
To Alyssa & Wes: You couldn’t be here for this book, but through this everyone will know your name. I love the both of you more than you could
ever know and will carry you with me always.
To everyone reading this: Love with everything you have and
cherish every second of this beautiful, beautiful life.

Morgan, 24

I turned 34 years old today. There was a part of me that thought, “Damn, I’m old.” Than I returned back to reality and thought, “Wow, what a victory!” I
did it! I did what so many have told me and so many statistics have read in blunt terms, “You aren’t gonna make it girl.” Statistics were made to be proven
wrong. Cystic Fibrosis has a way of keeping some things light when other things get really heavy. Sometimes you just have to laugh. You just have to
smile. At my last CF clinic appointment my doc told me that if this specific port antibiotic drug combination doesn’t work than we would be running out
of options. I just sat there with my doctor who I joke around with more than I am serious with and I laughed. I laughed for damn sake! Sometimes it’s
really the only thing you can do. I mean don’t get me wrong I can cry at the drop of a hat. But this time I just didn’t want this man who I consider like a
family member and a friend to see me cry. I wasn’t going to be defeated. I was letting his words roll off me like a beautiful summer rain. This specific
year has been really tough on me. My lung function tests (PFTs) have been declining and I was admitted to the hospital last because the numbers were
the lowest they have ever been. I had multiple blood clots, kidney infection, insane blood sugars, lost 25 pounds within less than 2 months and woke
up gasping for air more times than I would like to admit. My summer was spent in hospital rooms more than sitting outside in the sunshine enjoying my
dogs and spending time with my family/friends. I did cry! I cried a lot! I screamed! I screamed a lot! I looked to blame myself but it wasn’t me it was
this monster called Cystic Fibrosis. I got my first port right before my 34th birthday. My cysters and fibros made it so much easier for me to handle. At
first I was terrified but the outpouring of love and advice that you can only really get from others who have been through the same can give you. They
made it a small hurdle that I easily walked right over.
I am thankful for all of the times that my family has brought me to CF appointments, ER visits, made me chicken soup, beat on me to loosen mucus,
checked my temp, held my hands, brushed my hair, washed my hair, walked with me taking “baby steps”around the hospital floor, made jokes when
things got too serious or too real, and cried with me when silence was just too hard to take. I am thankful for the few friends that have stayed around
even when I got more sick. They understand cancelled plans and instead of going out dancing just watching Netflix and grabbing a Starbucks. You
definitely find out who your friends are when you are not the girl that you used to be. I could sit here and bitch and moan about Cystic Fibrosis until I’m
blue in the face and til I start coughing up a lung. But I can honestly say that without CF I wouldn’t be so appreciative of life and what it has given me
so far. It has made me look at the blue sky and clouds a little bit longer. It has made me order the damn dessert even with my CFRD. It has made me
feel so many emotions at any given time sometimes multiple ones at once. It has made me tell my brother on the phone that I love him before hanging
up even when we are pissed at each other. It has made me award myself with a Starbucks at least once a week. YES the latte is overly expensive! But
it’s one of my little pleasures and I deserve it! It has made me face the sad and real fact that we are only given a short window of time on Earth. Just
enough to do something GREAT. Just enough to make a difference in someone’s life. Just enough to love someone with your whole heart...your whole
being. Just enough to read those classic books. Just enough to be able to recite classic 1980’s movie lines as if I was the lead actress in the movies
myself. So let’s raise our overpriced coffee ground lattes up and CHEERS because I am 34 and this my friends in only the beginning. Love to my family
and friends!!! And of course my cysters and my fibros who hold a piece of my heart!

Nina, 34

F#@k You Cystic Fibrosis!!!!
I was diagnosed with Cystic Fibrosis at 5 months of age in 1979. Doctors told my parents to “enjoy life with him now
because chances are not great that he will make it to high school.” My parents took amazing care of me. My father was
athletic and decided I would be too. I started distance running at the age of 5. The exercise and positive thinking definitely
helped me with leading a “normal” life up through my mid-twenties.
I received a double lung transplant July, 16 2012. 5 years before and up until that date was a rough time in my life. My
weight got down to 113 pounds on my 5’ 11” frame. I knew it was getting bad when showering was a struggle. I don’t
think I would have made it to transplant if it wasn’t for my friends and family. I especially thank my wife who stood strong
with me at even my darkest moments.
My recovery went great. I slowly gained my weight back and started to exercise again for the first time in years. I can
remember the first time on the treadmill when my legs got tired before my lungs. It was an amazing feeling! I am now
working full-time and living life to the fullest.
I believe a positive attitude can get you far in this world.

Nathan, 35

What is it like living with CF? When I ask my friends and family, they say I rarely show my sickness. They call me courageous and
inspirational. I don’t take anything that happens in my life for granted. Let me ask you, have you ever been scared? I have. Have you
ever kissed your kids goodnight and wondered if you would wake up in the morning to spend just one more day with them? I have.
I have felt those feelings many times in my adult life. But I can’t seem to let those feelings get me down. Growing up, I was told
that I should not birth my children. I was told that my body cannot handle that. Instead, my husband and I wholeheartedly decided
to adopt. Let me tell you, we wouldn’t have it any other way. Although I wish I could continuously run laps through the playground
with my kids without gasping for air after one lap, I wouldn’t change the happiness we share.
I am married. I have two children. I have three dogs. I have a job. I have caring friends. I have loving family. My mom, dad, and
sister do not have CF. I do. Through the love of my family and friends, I push through CF every day. They help me fight my fight.
It is working. If I sat and wondered what my life would be like without CF, would I ever live my life to its fullest? I don’t believe so.
Instead, I enjoy the beauty of my life and everyone in it. I have CF, but I do not let that genetic fatal disease define me. My husband
and I made a promise to be married for 50 years, and I plan to live up to that promise – cure or no cure!

Gabby, 27

I was diagnosed with Cystic Fibrosis at birth, and now at the age of 24 years old, I am a full-time student going for my Associate’s
Degree in Graphic Communications and working a part-time job as a Web Page Designer. I’m a very creative person who loves
drawing, listening to music, and spending time with my family and close friends. Having this disease has made me appreciate the
more important things in life and has made me a more compassionate and positive person.
On November 19th 2011, I got my first tattoo in memory of my older sister Guadalupe who was also born with Cystic Fibrosis. She
lost her battle to Cystic Fibrosis on November 19th, 2009 at 22 years old. She was not only my sister, but she was my best friend.
We were each other’s support system while fighting this disease and even though she is no longer physically here with me, I remind
myself that I will continue fighting this disease no matter what.
I couldn’t have made it this far if it wasn’t for the support of my family – especially my mother, my good friends Dorothy and Caitlin
(along with other numerous friends), and the countless number of every single person who has taken care of me and played a major
role in my health care. I wish I could list all of you, but you know who you are! Thank you for being the motivation and support that I
need during this battle. A very big thank you to Ian Pettigrew, and all the Cystic Fibrosis supporters and volunteers!

Gloria, 24

I was diagnosed a few days after birth when I was transferred to the nearest CF center due to a blockage. Thanks to a last-second
diaper bomb, I was able to avoid the infamous meconium ileus scar that so many Cystic Fibrosis patients are proudly sporting these
days. My childhood was rather average. I played baseball, basketball, piano, saxophone, video games, and in the neighborhood
dumpster mixing together mysterious liquids with the bad influence of a neighbor boy. I really only needed to set up camp in the hospital
once every one or two years.
Once I hit high school, I began a slow and steady decline that led to me being evaluated for lung transplant at the age of 19 toward
the end of my high school career. Yet here I am, nearly ten years later still sitting on the list with my original lungs waiting for that lung
transplant. During that time, I was able to graduate high school, graduate college, move out of town on my own, and hold down fulltime work for five years and counting. In light of all this, my health has remained as stable as ever. I’ve still only needed once-annual IV
tune-ups and have spent ten days in the hospital since I was evaluated for transplant ten years ago.
When people ask me how I manage with so little, I really can’t answer that. I’m sure part of it is natural. I’m sure part of it is luck.
Sometimes I like to think that I’m invincible, then I remember that life can change in an instant. I’ve learned to take what I have and use
it while I still can because there will be a point in time when I can’t anymore.

Ryan, 29

Air rushes around my ankles as I twirl in circles while wearing pretty dresses or skirts and I love it. Even more, I love the days
when I can take a deep breath, twirl in circles and not end up on the floor in a violent coughing fit. I am a girly girl and a dancer.
Knitting needles click and I am watching Stargate or Doctor Who to occupy my time in the hospital. I love the hum my sewing
machine makes as I piece together my latest Star Wars or Minecraft quilt. I am a nerd who loves crafts.
Jumping up and down teaching a new Girl Scout song to my Brownie troop fills my heart with joy. For me, there is nothing as
great as holding a baby or playing with a child. I am a kid at heart who hopefully will have my own children someday.
I love warm hugs and long conversations with people I love. I am a wife, a daughter, a sister, a friend. I am a person who
happens to have cystic fibrosis.

Carla, 28

As I sat there awkwardly while Ian worked his photo magic, I couldn’t help but feel so honored to be included in this groundbreaking grass
roots project. My favorite part about it is that it involves so many of us. No one is the “Face of Cystic Fibrosis”. No one is the poster
child or the center of attention. We’re all here, looking at you, sharing our souls together on behalf of our kindred spirits. Like any family or
community, we have different ideals and philosophies about life with cystic fibrosis, but the core of the message is the same. We are here,
we are living longer and we are breathing every moment of every day, cystic fibrosis be damned. I thought of all the skeptics who gave us all
a death sentence so early on in our lives, yet here we are a part of something unique. We are part of the Cystic Fibrosis Community, forever
immortalized in the pages of this book.
I also thought of my sister, Angela, who died in 1993 at the age of sixteen and how much she would have wanted to be a part of this. I want
to spread awareness for cystic fibrosis to honor Angela and so many others have left this world too soon. That needs to change and this
is a way to do it.
To look at us all, you’d never know that our bodies are betraying us on so many different individual levels. Some of these people will live well
into their fifties, sixties and even seventies. Some of them will have an organ or two replaced if they haven’t already. Some will be oxygen
dependent for the rest of their lives. God forbid, some may not live to see the finished product you’re holding in your hands. All because of
a genetic abnormality we’ve lived with since they day we were born.
We don’t want your pity. What we want is for you to see our potential and help us in whatever way you see fit. Buy two copies of this book
and give one to a friend, go on the internet and learn more about what CF really is rather than how it’s poorly portrayed on television and in
the movies, start a discussion about CF with a friend or family member, donate or volunteer at a fundraising event. Most of all, believe in us.
We won’t let you down. Failure is not in our genes.
Peaceful Things and Lots of Love.

Josh, 35

As a baby I was very fussy and things just didn’t seem right to my parents or the doctors taking care of me. It wasn’t until I was two
that they discovered I had cystic fibrosis. As a child I knew I was different, I just didn’t understand how. With where I lived and the
doctors I was seeing, I wasn’t required to do any treatments unless I was ill. The only thing I had to do was take enzymes when I
ate, so I had a relatively normal childhood until my teenage years. I barely told anyone that I had CF so a lot of the students were
surprised when I started getting seriously sick. Things went downhill for several years, multiple hospital stays and I was made to
do treatments everyday; I even had a feeding tube placed at 15.
Around 17 things seemed to have calmed down healthwise, but that’s when I started my first serious relationship. I found love
was a wonderful cushion for dealing with the more complicated parts in my life. As I got older my lung function started declining
at an even quicker rate, I found myself feeling pressured to live life even faster. I wanted to experience everything in life and my
goals were to be married and have a family of my own. I didn’t grow up thinking that I needed to go to college because I expected
myself to not even be alive, especially with how rapid I felt my health declining. I was living though, my friends and boyfriend at the
time all left for college while I stayed back working small jobs. I still had that pressure to hurry in life, I took it out on my relationship
with my boyfriend. We eventually broke up for many reasons aside from my nagging to be married and have children. The next
relationship, I wasn’t as terrible, I was getting too sick to even consider having a family of my own. I found myself transitioning from
an ‘I need to do this now’ frame of mind to ‘Its time to put this idea to rest’ mind. That relationship ended, but I found relationships
helped refocus me on what I needed to do for myself. I’m unable to work or attend school right now, my health is not better but I’m
in a place mentally where I don’t feel need to hurry anymore because of my CF. In spite of the few things I’ve had to shelf thanks
to having CF, I can easily say it will never take away my ability to love.

Jasmine, 24

Cystic Fibrosis makes you live life fast. At six months, my parents learned that their only child would not likely live long enough to go to Kindergarten.
I grew up getting chest treatments on the kitchen table, doing nebulizers, eating pills crushed in applesauce, and sleeping in a mist tent.
Despite hospital “tune ups”, IVs, and infections, I went on to graduate from high school, the college of my choice, and graduate school. After
getting my M.A. in Philanthropic Studies, I raised money and awarded scholarships to high school students and, later, medical students. I lived
on my own and worked full time despite hospital stays and my IV that I would often slip in my pocket or hang from a nail that I had installed in my
office. I was blessed to meet my husband and get married.
By the time I turned 30, it was evident that I needed more medical care and a comprehensive team. We relocated in 2006 to be near a top CF
Center. In 2008, I spent my birthday meeting my daughter for the first time in China. I took the opportunity to become a full time mom. The IVs,
hospital visits, and newly diagnosed CF Related Diabetes, were all wreaking havoc on my body. I managed pretty well despite the daily routine
continuing to get more complicated. Eventually, I ended up at 4 vest treatments per day and 24 hour IVs that weren’t working very well anymore
and went on for months rather than weeks.
I knew about the possibility of a lung transplant and the topic was revisited when my daughter was just five. I declined. By the end of 2013, I
was on oxygen 24/7. It only took about three days of oxygen all the time to agree to transplant. On my 38th birthday, I told my parents and my
grandparents that I was going active on the list. I had all of the workup done and waiting for me. Eight months later, the call came the night before
my daughter’s last day of 1st grade. My picture was taken 80 days post double lung transplant. Prior to transplant, I could not even imagine the
ways in which my life would change thanks to the choice of my donor.
I gave up my oxygen tank, my port was removed, and the 24 hour IVs were shut off. I am no longer planning my life around my next vest treatment
or my travel around anticipated hospital stays. No doubt, transplant is scary, but the chance to keep up with my daughter and my amazing
husband is such a gift. My 39th birthday will be a reality in just a few short days thanks to so many people who helped get me through the last year!

Cindy, 39

What would you do if you were given a diagnosis that would consume hours with inhaled treatments, chest therapy, swallowing a dozen
pills, possible IV infusions, exercising, eating breakfast, disinfecting medical equipment, and showering, all before going to work each
day? To most people this sounds crazy.
Being diagnosed with CF in 1983 when I was 18 months old, the prognosis was not good. Patients were living into their late teens with
a few squeaking into their 20’s or 30’s. There were not many treatments when I was growing up. Luckily I have seen a lot of new drugs
come to market in the later half of my life. A lot of my friends and I have benefitted from them, and 50% of CF patients are now over 18
years old. This is huge.
In 2007, after years of declining lung function, repeat hospital stays and a generally unhealthy life, I decided that I needed to change. My
diet evolved into a whole food based vegetarian diet and I began running and cycling. Within months my lung function shot up and the
time between my hospital stays drastically increased. Today I am running half marathons, cycling 1,000 miles each year, and hitting up
yoga classes. I am outrunning and outriding CF.
2007 was also the year that I founded the Rock CF Foundation. Rock CF is empowering to CF patients, families and friends. Our end
goal is to improve the quality of life for CF patients. Through fitness, the arts, entertainment and fashion, we are raising funds for research
and heightening public awareness. The last 4 years have been one for the books. I‘m lucky enough to have the CF gene mutation that
the newest drug Kalyedeco (blue lightning) treats. Kalydeco is the first drug of its’ kind that treats CF at the cellular level; improving lung
function, weight gain and decreasing the amount of salt in patients sweat. This drug has completely changed my life, and I feel better than
any single day I can remember in my entire life. I’m running faster, riding longer and breathing deeper. Best of all, I realized that I need to
start a retirement fund because I plan to be around for a very long time.

Emily, 32

CF Sucks! There I said it. But, when it’s all you know, what you’ve grown up with, and it’s your “normal,” you have to learn to deal with it - your
life depends on that. CF is a full time job. It starts the moment you are diagnosed. That moment for me was when I was 4 months old. My
parents were both in the medical field which meant I was fortunate enough to have only a couple hospital stays for tune-ups and all other
IV tune-ups were done at home with my parents being my nurses and caregivers. I had a pretty typical childhood that included playing with
friends, having sleepovers, birthday parties, going camping, school and traveling (with or without my parents). I was also involved in sports
and cheerleading and I found my love for one particular sport that was also an excellent form of exercise for my lungs, dance. It quickly
became my life. The studio was my home away from home. Dance was my passion and my escape from reality for those few hours every day.
I remained pretty healthy through college and the start of my career in education, but soon, CF started winning more of the fights and I started
needing more IV meds, more often, and for longer periods of time. When I was 28 I was diagnosed with CF Related Diabetes (CFRD).
I was mad. I hated hearing that I had to add yet another thing to my already full plate of 4 vest therapies a day, 3-4 different nebs with the
vest treatments, countless vitamins, enzymes, supplements, oral antibiotics, and oxygen (at night and with activity). UGH! Shortly after, we
had the talk… the transplant talk.
My inspiration in life is simply to live my life with no regrets. I tend to be an overachiever and have a hard time saying no – I want to do it all.
I have an amazing support system including my parents, my brother, extended family, and friends. They push me to keep going when I need
it, hold my hand through the unknown, put a smile on my face when I’m struggling to see the good in it all, and listen when I just need to let it
all out and cry. I know I wouldn’t be the same without them and I will continue to fight so I can be there for them when they need me.
Currently, I am very fortunate enough to be able to teach as a substitute (working when I am healthy) and to be able to continue dancing.
I
am now a dance instructor and am able to share my passion and love for the art with my students. I now qualify to be listed for a double lung
transplant, but I’m not sure I am ready. Right now, I am taking it day by day. I will go on the transplant list when the time is right and on my
terms. Transplant is exciting and scary all at the same time. I know it will be challenging, there will be good days and bad, it will be painful,
and tough, but I also know it will be worth it. I’m not ready to stop fighting. I’m not ready for my story to be over. I want to get married, have
a family, and hopefully travel some more. I will continue to fight and plan for my future.

Lindsey , 31

Cystic Fibrosis: a genetic disease not for the faint of heart. It is a full head-on daily battle to breathe and to stay alive. I was diagnosed at 1
½ years old and the doctor told my parents to “Take her home and enjoy her” and at that time it meant I wasn’t expected to live past the age
of 12. Thanks to my parents being very strict about keeping me compliant I grew up a lot healthier than most people with Cystic Fibrosis.
Once I got out on my own though, that changed. I didn’t take the best care of myself and had my first hospitalization at the age of 20. After
that, I was hospitalized once every couple years and more frequently as the years went on. By 2008 I was functioning with 35% of normal
lung function and realized that my last chance to continue living was to get listed for a bi-lateral lung transplant. On March 20, 2009 I was
given a 2nd chance at life. I received the call telling me there were a set of lungs available for me because a beautiful 14 year old wanted to
be able to give back even in her death. I owe so much to my donor and her family whom I keep in close contact with. Recovery was tough
as I suffered a minor stroke in the ICU and spent 6 weeks in the hospital due to some complications but once I was released I’ve never
stopped looking forward and pushing myself physically. Most times I don’t even think of myself as having Cystic Fibrosis. In June of 2010 I
ran a 20K with my husband and my donor’s father and I’ve not stopped running since. I have no physical limitations now and can do more
than I could 20 years ago. I run at least one half marathon every year and in many charity road races. I am blessed beyond belief and know
my donor’s spirit burns bright through me.

April, 43

My name is Stephanie, I am a 29 year old post lung transplant CF patient. My CF was fairly ‘easy’ up until my early 20’s. Of course there
were hospital visits, nebulizer treatments, airway clearance and pills, but it didn’t hit me hard until I was 24. By then I was married to my
soul mate with our ‘family’ of cats who I lovingly call my fur children. We had long since decided that human children weren’t in the cards
for us and we were fine with that. My decent started with a simple flu which, in hindsight, I believe was bronchitis or pneumonia. It took
40 percent of my FEV1 and I later found that it took one whole lobe of my right lung. After that, there were numerous sessions of home
antibiotics, hospital visits and talks of transplant. After a year of this, my lung scarring and damage doubled. It was time for transplant. I
signed up for transplant for my family, for my husband and for our fur children. Transplant was hard and tapped into every factor of me as a
person- mentally, emotionally and of course physically. At the time, I wondered if it was worth it, now I have no doubts.
I have never been a person who questioned why me or hated my CF. I honestly am thankful for it. Weird, I know. Without my CF I wouldn’t
be the person I am today. I wouldn’t be able to understand, one hundred percent, that life is so amazingly short. I wouldn’t feel that there
is a plan for all of us, even if we don’t quite understand it ourselves. I wouldn’t have met my husband and we wouldn’t have the relationship
we have. I wouldn’t have rescued all six of my fur children. I wouldn’t have this amazing appreciation for a beautiful day where I can simply
go outside and just sit there with the breeze in my hair, my husband and kids enjoying it with me.
I don’t hate Cystic Fibrosis, I owe it everything.

Stephanie, 29

Setting My CF Fears Aside...
I was 4-1/2 years old when I was diagnosed with CF – too young to understand the disease. But I knew something was wrong as I watched
my parents grieve the news they were given.
At age 8, I read a book about the disease, and I realized it was fatal. The book described the obstacles and hurdles I could encounter, and
for the first time I feared my illness. Although I had fears, I couldn’t allow CF to keep me from doing what I wanted to do. At age 13, I joined
my middle school’s cross-country team, knowing that running could help my lungs. I’ll never forget the first meet. I was nervous – even
felt faint – but after leaning on the strength of my teammates, I ran my first 2.2-mile course. I came in dead last. Many would have felt bad
finishing last, but I was just proud and ecstatic that I had finished!
I continued with cross-country through high school, earning the “Most Improved” trophy my senior year. I was no longer coming in last. I
was also nowhere near coming in first, but my feelings of pride never faded. Setting fear aside, I now hold an attitude of gratitude in all that
I accomplish and for the many family, friends and mentors who guide me along the way. CF may continue to throw hurdles my way, but I’m
ready to jump them and live life as fully and fearlessly as I can.

Andrea, 18

My mom always says “the best thing about CF are the people you meet” and she couldn’t be more right. I loved meeting Ian Pettigrew and
am honored to be in his book.

My parents had eight healthy children before cystic fibrosis (CF) hit my family. My sister, Mary, was born on Christmas Day in 1959 and
died, due to CF, the following Easter Sunday in 1960. My sister, Trudy, was born in June of 1961 and lived less than 3 months. When my
mother became pregnant with me, her eleventh child, the family doctor told her it wasn’t possible for one family to have a third child with CF.
I was born in October 1962 and my family was devastated to find that I too was sick. While the small-town, family doctor may not have fully
understood genetics, he had been researching everything he could find on CF and was able to provide my parents with a medicine to help
with my digestion, which allowed me to live longer than my sisters.
I don’t remember when or how CF was explained to me. It seems I’d always known I could die very young, but my family did not discuss that
topic in my presence. I was relatively healthy throughout the school years, though I caught colds more easily than the other kids, hated gym
class and always had “that cough.” My close friends knew I had CF, but most of my classmates did not (though many may have suspected I
was sick with something). I became quite skilled at hiding it or making excuses for it.
I was diagnosed with CF-related diabetes at the age of 21. I was devastated by the diagnosis and felt pretty sorry for myself at that time.
Wasn’t CF enough? Then, after I graduated from college, repeated lung infections began to catch up with me and I was hospitalized an
average of 2-3 times per year, including once for a collapsed lung. On my first real date with my boyfriend-now-husband, he had to spring me
from the hospital for a few hours to go see a movie. He learned how to help me with postural drainage and percussion (we called them
“beatings”) three times a day right up until I underwent a double-lung transplant in July 1999 at the age of 36.
I’m now more than 15 years out from my transplant and very grateful that I have survived. I’ve lost many friends to CF over the years and I’m
convinced that if I had not had the transplant, I would have only lived another year or two at the most. While I’ve had a few complications due
to the surgery or the anti-rejection meds, my quality of life is better than I could have imagined.

Patty, 52

I have Cystic Fibrosis … CF DOES NOT HAVE ME!!! It has made me the person that I am today!
Living with this fatal genetic disease has definitely not been easy and realistically it sucks. Every day I wake up and the “challenge is accepted!”
The reality of this illness is scary. I was diagnosed in 1991 at 3 months old. My parents were told that I would most likely not live past 18 years
old. I couldn’t just be a normal kid as CF routine & feeling chronically tired took up most of my life. In my teenage years I experienced ups and
downs with alcohol abuse and mental depression, honestly to the point of contemplating taking my life. Sadly, cutting myself seemed the only way
to relieve my daily pain. If it wouldn’t have been for the incredible support of my Mom & Dad, Siblings, Family & CF friends that understood me, I
wouldn’t have been able to transform into the strong & vulnerable person I am today.
Bullriding is my adrenalin rush and helps me mentally & physically deal with the depression. I wanted to prove to the world & to those people that
doubted me, that I could do anything I put my mind too. I was strong & CF was not going to hold me back! At age 20, I had a mild heart attack
and it was a huge reality check for me as I woke up in an ambulance on my way to the hospital. I knew I had to make some serious life choices and
rise above this mentally & physically debilitating ``shitty illness``.
I took my health into my own hands and chose to improve my mental & physical state by adding Holistic Health Alternatives to my daily routine
alongside my CF daily routine. I was blessed with Juice Plus (encapsulated whole food nutrition) that made an incredible improvement to my
energy levels, mental clarity, appetite & supported my lung functions and weak immune system. I now feel within my heart that it is important to
share my successes & struggles with conquering this chronic illness, so I love to motivational speak & empower others to take charge of their own
health & nutrition too!
I have learnt to love deeper, hug a little tighter, cherish a little longer and fight for something more powerful than myself. I don’t take life too seriously
and enjoy every breath I take!
Keep your head up as God gives his battles to his strongest soldiers!!

Karson, 23

I will never forget the day that I was diagnosed with Cystic Fibrosis. It was my 21st birthday. I had a one year old son who had health problems. The
doctors tested us both and thankfully they said he does not have CF but unfortunately my tests revealed that I did. It was the weirdest feeling I was
relieved that my son was ok but devastated thinking I may not get to watch him grow up. I spent most of my adolescence in and out of the hospital with
lung and GI problems being told the whole time that I just had asthma. In a way it was somewhat of a relief to finally know what was wrong with me all
of these years but it also brought forth a whole new set of triumphs, challenges and disappointments.
That one year old little boy that saved my life in more ways than one is now 14. I now also have an 8 year old son and a 2 year old son. I am a daughter,
I am a cystic fibrosis patient but mostly I am a mom! I have 3 amazing little boys. They are my heart, my soul, my world and my entire life! It is for them
that I fight everyday. I need them as much as they need me they give me the strength and the courage in the willpower even on my worst days to do
everything that I need to do to stay healthy and stay alive to watch them grow up and have families of their own.
Every morning I get up and take my oldest 2 sons to school. I come home and fix breakfast for my 2 year old. As he’s eating I begin my daily routine
as to our morning clearance therapies. I put my physio vest on and that starts the routine of treatments, antibiotics, inhalers and enzymes. That is my
morning routine from start to finish it takes almost two hours. When I’m finished I get to be mom again does beautiful hours in between my morning
and night time treatment routine that I just get to be mom. I get to play with my kids and enjoy my life and laugh and have fun and take advantage of
every opportunity I have to be with my children in my family even if it’s just coloring with my 2 year old or singing in the car with my 8 year old I playing
basketball with my 14 year old those are the good times, those are the memories that will last forever. After school my kids come home we do their
homework I cook dinner we watch movies just like a normal family and after they go to bed again I put my physio vest on and start my evening airway
clearance routine.
I no longer find this a burden, but more of a miracle that I have this medication and these routines to keep me healthy and alive to not just be here for
my children but to be able to enjoy them and participate in their lives not to be a bystander.
Cystic fibrosis is as much a part of me as being a mother is but every day I laugh, I smile and I enjoy every minute and every breath I take . I am NOT
just a survivor I have been fighting since the day I was born I am a warrior and my children enable me to conquer any battle that comes my way!

Amanda, 34

I was diagnosed with Cystic Fibrosis at 3 months old, when part of my left lung had collapsed and that added to multiple sinus
infections could only mean one thing. I was fortunate to have been born during a time where they know what CF is and the lifespan
continues to grow as research makes new treatments and therapy for the disease possible.
Growing up I always knew I was different from other kids. When I ran for too long my lungs would ache and I needed to slow
down, when it was hot outside my sweat tasted like salt, and sometimes I would get inexplicably sick when others would be fine.
The more I learned about the disease, the more I could share with the friends who knew about my CF. There would be times
during middle school when friends would have to remind me to take my enzymes or would encourage me to do my breathing
treatments by making the time spent doing them fun. One of my friends used to have me sing the alphabet during the Vest so we
could laugh at how shaky my voice sounded. The older I got I began to be hospitalized more and more; my senior and junior years
were spent mostly in the hospital and having to do online classes in order to make up for the school I missed.
Living with CF has been a lot more challenging than a normal life. There were opportunities I’ve missed and things I wish I could
have experienced. But what I have experienced and the chances I have been given are what make me strive to be my best. Just
because I have CF doesn’t mean I should take a backseat on life and say “I can’t do this.” I’ve picked myself up from a lot of
challenging places. I have family and friends who have been by my side through some of the scariest patches of my life. There are
memories I have that I will keep forever, and they warm my heart and push me to experience all that I can in life. Because even if
this life is short, nobody is guaranteed anything, and I’m hoping to leave a life that will inspire others to say, “Because you didn’t
give up, I won’t either.”

Betsy, 19

My story begins like many other CFers – with “failure to thrive”. I was cranky, scrawny, always coughing & always sick. My mom knew there was something
wrong but the doctors didn’t believe her. They blamed my condition on her, saying she was young, irresponsible & simply not taking proper care of me. At
less than a year old, I had pneumonia, a pneumothorax & was septic. At 10 months old I weighed 11 pounds & was 24 inches tall (the size of an average
2-3 month old). Despite my rough beginnings, as a kid I was just like every other “normal” kid, albeit a bit precocious. I loved school, always carried a purse
filled with the “proper” things & bossed my little sister around incessantly. I ran up & down the dirt roads in Florida & through the woods in Maine. I swam
in the ocean & in the lakes, rode my bike, climbed trees & rocks. I rode horses & I was in the barn ALL the time. I ran track in 9th grade, but fell in love with
cross country. I still miss the wind in my face while galloping on horse-back through a field & that “second wind” of a runner’s high at the 2-mile mark during
a race. At 16, I developed CF related diabetes. Funny, when I was little I always felt so bad for those people that had to stick themselves with a needle
every day; now, “those people” were me.
I won’t lie; living with CF has been a challenge. I’ve had 13 sinus surgeries that have completely robbed me of my sense of smell, a multitude of GI issues
that leave me bloated & nauseous nearly 24/7, countless hospitalizations & ER visits & many scary episodes of low-blood sugars. I have debilitating
vestibular damage caused by IV tobramycin that kept me out of work for four months last year & still makes it challenging to walk in both large open spaces
& small crowded spaces. I’ve lost count of the number of PICC lines I’ve had placed. I’ve experienced the emotional roller coaster of years of infertility
treatments & the heartbreak of accepting the fact that we cannot have children. Finally, I struggle with coming to terms with the progressive nature of this
disease every time my health reaches a new low: getting a port, requiring supplemental oxygen, now deciding on a gastrostomy tube & recently beginning
the work up for a double lung transplant.
Ultimately though, these things don’t define me. I am not my disease. I am a woman that loves to dance, sing, laugh & celebrate life. I enjoy traveling
whenever I have the chance. I enjoy hiking, biking, going for walks & simply reveling in the beauty of nature. I have a passion for learning. I graduated
3rd in my high school class despite overhearing whispers as a young child that I wouldn’t make it to high school. I worked my way through college, was
designated a University Scholar & earned the opportunity to complete research for my honors’ thesis at Johns Hopkins University Medical Center. I proudly
graduated Summa Cum Laude with a BS in Diagnostic Genetic Sciences from the University of Connecticut & now have a rewarding career with one of
the world’s largest CROs supporting clinical drug research. I am an accomplished professional in my field. My career allows me to “give back” to medicine
& health science, feeds my passion for learning & gives me a sense of purpose.
I am also an adoring wife who met the love of my life at a party in college, got married at 26 & has been with this most wonderful kind hearted man for nearly
17 years. I am fiercely independent by nature but am learning to accept that leaning more & more on my husband to help with everyday tasks & simply
slowing down is okay. I am trying to focus my energy on the truly important things – spending quality time with family & friends, making my husband laugh
& putting my health first so that one day I can sit & have a cup of coffee or glass of wine with him on the wrap around porch of our dream house.
37 years ago I was diagnosed with failure to thrive, but 37 years later I am NOT failing. I have proven the naysayers wrong. I am thriving just fine & still
constantly learning – learning that perfection is not necessary nor is it possible in this life. When God calls me home someday, my body & mind will be
perfect in Him. I will at last run untethered through the rolling hills & I will breathe easy.

Rebecca, 37

Some people are linked to CF by way of family, a child, friend, or like me, be fighting the disease yourself. When I was six years old my life changed forever, I
was diagnosed with Cystic Fibrosis. Of course at six I didn’t know much about what was going on or why I had to do hours of treatments everyday. I knew I
wasn’t like my brothers and sisters. As I got older and older I learned more and more about why I was so different. My childhood years living with CF I was very
fortunate I wasn’t sick a lot. It wasn’t until my junior year in high school I was hospitalized for my first time. It was the best and worst part of my life. But I am a
firm believer that everything happens for a reason because if that didn’t happen I would not be where or who I am today. From those days forward I came out
about my disease and didn’t want to hide it or keep it a secret any longer. From the very speech after that I have become who I really want to be. Someone
who can help families, parents, little kids and so many more with struggles that they face with CF. I have always asked God why me it took me a very long time
to finally see the answer to that. It’s because I was put on this earth to help others, inspire people, to give hope and to bring awareness to such a monster of
a disease. I have realized that God has chosen this path for me so I can make a difference. These past two years have tested me emotionally, physically, and
spiritually. My health took a turn for the worst and CF was in full force.
Everything happened at once and it hit me like a brick wall. I was in and out of the hospital every few months. I was in the process of getting listed for transplant
and getting everything I needed done for that. I prayed I told God I’m not ready to get a transplant I’m 23 years old and want to keep these lungs as long as
I can. At this point I felt as if I was drowning from the inside out. I felt so very helpless but at the same time there was a fire that lit underneath me. I said to
myself let’s try one more thing to see if it will help make a difference with my health. This past May I decided to really hit the gym but not just doing cardio for
my lungs but lifting weights. The combination of the two has helped me gain weight and raise my lung function to numbers I hadn’t seen in years. At the same
time I started exercising so seriously I changed my diet what do I mean by that well. I started eating very clean. For example sweet potatoes, chicken, fish,
lean steak, greens etc. I eat six meals a day and I portion all my food to get the right amount of calories, carbs, greens, and protein in everyday. I have been
eating this way for the past five months now and I can honestly say it has saved my life. I have literally added years onto my life by living the lifestyle I do now.
I was willing and am willing to do whatever it takes to be here longer. My three biggest dreams are to add time onto my life to get married and have a family
of my own. I have never felt more alive and healthy than I do right now in my life. My lung functions keep going up and so does my weight, which then leads
to so many more amazing and wonderful positive things happening to my health and life. I will forever live like this and help spread the word on how important
health and nutrition is. I am so grateful to have the family and friends that I do to push me, support me, love me, and always showing me that it’s way better to
be here on this earth than not to be. Everyone has their struggles it’s your attitude and how you deal with them that makes you who you are.

Sophia, 24

Never in my wildest dreams could I have imagined the impact living with CF would grow to have. I grew up getting sick less
often than my non-CF younger sister. I got by on oral medication for years, and never needed iv antibiotics until I was 22. I never
knew the desire to hide my CF like some do, because of a very kind referee I met while playing soccer at 12 years old. Upon
noticing my vicious cough from running around the field, he asked me if I was okay, and I told him about my CF. At the end of the
game he gave me a gift card for my favourite restaurant, forever contributing to a shameless confidence about my symptoms.
When things turned around during University, I started sliding down an increasingly tumultuous slope that peaked as my
greatest dreams and fears occurred at the same time. As summer turned to fall in 2008, I married my loving husband while my
ability to work crumbled before my eyes. To rub salt in the wound, my freshly minted discovery of the bond of CF friendship
turned into my first experience of the death of a friend, and a clearer view of the thread my life hung by.
As a 32 year old taking her lungs for their last rides, I battle anxiety over the mountain that is transplant. I rejoice in noticing the
small beauties in life, un-marred by the often-petty worries of the healthy. I crumble when I feel helplessly aware of my desire to
become a mother, and the complicated mess of thought I would have to give it even if it were possible right now. Yet sometimes
I feel like I am parenting my whole world, when I worry about what every move I do or don’t make does to my family. I worry
about them worrying. I am still afraid to go on the transplant list.
Some of my greatest mental achievements in recent years have been overcoming medical procedures I was terrified of. I feel
in control when I get past picc lines and blood gases. I know that when I get my transplant, I will feel on top of the world, and
nothing excites me more than being able to coach and comfort future frightened souls that have to go through it. Well, that and
running circles around my family.

Michelle, 32

I was diagnosed in 1968 at the age of nine years. I had a bowel blockage, which passed after spending four days in hospital. My family physician
made a note on my chart, ‘possible Cystic Fibrosis, and I then spent six weeks at Sick Kids Hospital in Toronto. There were the usual tests
and x-rays, as well as the gold standard test of the day - the sweat test. I passed the sweat test and it confirmed that I was afflicted with Cystic
Fibrosis. I was placed on a regiment of sleeping in a mist tent (later discovered to do more harm than good), nebulizers three times a day, and
physiotherapy. My medications included enzymes, vitamins, Ventolin and an antibiotic. My lung function when I was diagnosed was absolutely
normal. If I were born 15 to 20 years later, it’s likely I would‘ve only been given enzymes. When I came home from the hospital I remember praying
at night to the Lord, because I did not want to die.
I lived a normal life for many years, without nebulizers or puffers, staying healthy with just enzymes and vitamins. Unfortunately, everything started
to change in 2010 when I was diagnosed with CFRD. I began taking insulin to keep my blood sugar under control. In late 2012, I had a flu
that would not go away and eventually turned into pneumonia. The standard procedure of treatment included three weeks of antibiotics. The
pneumonia and infection cleared for a month, but then came back three more times. Finally, I had a bronchoscopy followed by another three
weeks of antibiotics. Luckily, I did not have to be hospitalized during these episodes.
I felt well again, but had a little weight to gain back. (Having a few extra pounds initially was good insurance!) However, in October 2013, I caught
a cold that lasted and lasted, and pneumonia set in again. I was prescribed antibiotics, along with two nebulizers a day of hypertonic saline and
antibiotic. The oral antibiotics did not help, and then came a slap of reality; I would have to be admitted to hospital at the age of 54 for the first
time since being diagnosed in 1968. I was hospitalized for a week, with an IV antibiotic drip and underwent another bronchoscopy. I am blessed
that I have been healthy for so many years and thankful for every day of life. My spouse, Jacquie, died of Cystic Fibrosis, as well as many other
friends - they all remain in my heart forever.

John, 56

The year was 1969 when I was born. At 2 months old I was diagnosed with cystic fibrosis. I did not receive any treatment until I
was 21/2 years old and at that time life expectancy was 5 years old. Hours of treatments,physio therapy and learning to swallow
many pills to digest my food. In and out of the hospital and in home IV therapy for lung infections and pneumonia caused my lung
function to deteriorate. And of course I became an insulin diabetic due to my pancreatic functions. In 2006 doctors told me it
was time for a double lung transplant. No second thoughts about this. I am a single mom of a 22 and 16 year old handsome
boys. After being on oxygen 24/7 for 9 months and on the transplant list for 5 months and weighing only 89lbs my pager finally
went off I went into the operating room with a positive attitude and lots to live for. Everything with my transplant went great but
8 months later I went septic. I was on life support in a coma and put on dialysis and my family was told I wasn’t going to make
it. Once again I proved them wrong.
My friends and family and of course my boys have kept me going. A year after my transplant I received a letter from the donors
husband saying what a strong advocate his wife was for organ donation. The letter I did return was thanking him and his family
for the wonderful gift they had given me... The gift of life

Tina, 45

My diagnosis came in 1985 when I was 18 months old. After countless months of being fobbed off by doctors, my parents finally decided to
take me to a brand new physician. They stripped me down to my diaper, and in one swoop, the doctor walked in, saw me lying on the table
with my “big buddah belly,” kissed my forehead, and said, “Do a sweat test”. I can picture my Mom now, 26 years old, holding me and being told
her baby had a fatal genetic disease. Actually, I can’t imagine that, and it’s precisely why I often say that the only person who has it worse than
the CF patient, is the CF parent.

Like the majority of those living with CF, my mutation is Double Delta F508; however, unlike the majority of those living with CF, my issues are
primarily GI related vs. Pulmonary. I was healthy until 1995, at which point I went in for a routine surgery for gall stones, and woke up to the news
that I was being placed on the OPTN for a liver. While I waited for my pager to go off, I was diagnosed with CFRD and in an instant, became
a 13-year old insulin dependent diabetic, giving myself up to 6 shots daily. Due to a failing pancreas, I had a feeding tube placed in an effort to
put on weight all while waiting for the call that would ultimately save my life. That call came on November 22, 1997. I woke up from surgery on
November 23, 1997, and I was told I not only received a liver that day, but also a pancreas, and I no longer had to rely on insulin or enzymes. I
don’t think I understood the magnitude of any of those gifts until more recent years, but I am so thankful for my donor, and as I live my life, I remind
myself continuously that I’m not only living this life for myself, but the little girl who lost hers.

Today, I am a 31-year old college graduate, who is happily married, healthy and tries to ignore the looming “life expectancy” for individuals with
Cystic Fibrosis. My ultimate goal is to have a family of my own one day, and celebrate my own children becoming parents. Until then, I will keep
fighting the good fight, for myself, and for everyone else who will hear that diagnosis my parents had to hear all those years ago.

Kasey, 31

Hello my name is Joseph Ashely Finney Jr. I’m 25 years old and I have cystic fibrosis. But hopeful my name will mean something to
the world one day, but until than I would like to tell y’all a little bit of my life story living with cystic fibrosis.
I was born with cystic fibrosis December 21, 1988. The doctor gave me 6 months to live. Since that day I had a lot of up’s and
down’s, good and bad moments etc, outta my whole 25 years. I been in and outta hospitals for the first part of my life from ages
1-13 because of my pancreas problems. When I finally got everything under control and started feeling normal, something else
popped up.
Dr.’s found out that I had diabetes when I was in 7th grade, I was so mad. Because I just got into sports but I had to stop. I started
to question God, why am I catching so much hell. I started to get stressed but I didn’t give in.
Two year later I was better, and I learned how to understand my diabetes. I started back playing sports. I got back into football and
track. I ended up getting a track scholarship in the events 200mm and the open 400mm and my fastest time in the 40 yard dash
was 4.29 sec. I ran track at Fort Valley State University. I major in Physical Education, but years later my health was great. I was
taking three treatments a day and running a mile a day, and I loved been in the gym.
So one day I thought about making my dream a reality. I start working toward my dream of becoming a bodybuilder, and a role model
for the younger age group that has cystic fibrosis, that would like to play sports. I’m here to tell them to keep their heads up and never
give up. Because we are able to do anything and everything in sport just as well as the next people that don’t have cystic fibrosis.
My first bodybuilding contest. I stood next to other people on stage that didn’t have Cystic fibrosis and I place first and I just was in
my second show and placed 4th out 10 other people.
So please don’t let the facts of cystic fibrosis stop you for going for your dreams.
So again remember my name is Joseph Ashely Finney Jr., I’m 25 and I have Cystic Fibrosis

Joseph, 25

I was diagnosed with CF at 2 years old due to failure to thrive. After countless doctor visits, tests, and medications that didn’t work,
my family decided to have me tested for CF since we had a family history of the disease. My cousin Amy had CF but passed away
soon after I was diagnosed. She was just 17 years old. We met only once, in the hospital, and to this day my gram still remembers her
strolling me down the hallway. Two little blonde girls, smiling.
As a child I was constantly hospitalized. The nurses all knew me by name and would let me hang out in the nurses station. I made
friends with other CF patients and got to play with them in the art room. At 10, I had sinus surgery to remove polyps from my nose. From
then on until I was 17, I was very healthy and required no hospitalizations. I thank my parents, but especially my gram and grandad, for
taking such good care of me and keeping me healthy.
When I was 17, I began to experiment with alcohol and drugs. I masked my disease with partying. I was unhappy with life. I lived with
the terrible mentality that “I’m going to die, so why bother taking care of myself.” On the outside I seemed so happy, but for the next
few years I struggled with depression and how to handle life living with CF. At 23, I could feel myself getting sicker but blew off my
treatments and doctor appointments. I wanted to live. I wanted to be that fun, wild girl without a care in the world. Looking back now,
I see a troubled girl who was terrified of dying and not experiencing everything she could while she was here.
At 25, I feel the happiest I ever have in life. I’ve learned so much about myself in the last 2 years. I learned how to deal with the different
emotions that can come along with having a chronic illness and how to put my health first while also enjoying life. Becoming involved
in the CF community online has helped me tremendously and I am so thankful for that. I am also thankful for being as healthy as I am;
and I plan on maintaining that for many years to come. I try to maintain a positive attitude and spread that positivity to everyone around
me. Enjoy each breath and take life as it comes with a smile on your face. xo
“We are here to laugh at the odds and live our lives so well that death will tremble to take us”
-Charles Bukowski

Emily, 25

I was three months old when I was diagnosed. At that time my family was told that it was not good, as the life expectancy for a
child born with CF was late teens at best. From a very early age the idea of “death” was introduced to me and I lived in fear of
it for several years.
Then something amazing happened! I adopted an attitude that I have CF, but CF does not have me. There are a lot of things
that we control over in life, but there is also a lot that we don’t. So rather than waste precious energy on crap, I have decided
to live my life to the fullest, accepting new challenges, embracing change and working hard to be the best version of myself.
In the past 5 years I have suffered the death of a young nephew, left a religious cult, divorced a woman, came out as a gay
man, married a man, obtained a degree in Interior Design, and started my own business – all while battling Cystic Fibrosis.
Life isn’t easy, but it is truly beautiful.
The greatest challenge I face with this disease is people’s ignorance to what CF is. People look at me all the time and say “Oh,
you have an illness – but you look so good!” Why thank you! Meanwhile my lungs are at 38%, I pop more pills than I can count,
I do chest physio every chance I get and oh, did I mention it hurts to simply breathe!?!? Not every disability is obvious.
With that said, I am happier and healthier now than I have ever been in my entire life. I owe it to living an authentic life and really
taking care of myself. I am who I am today because of the shit that I have been through – and really, I don’t regret a single thing!

Jamie, 27

Lauren was born in 1978 and was diagnosed with CF at 30 months of age. She has a Bachelors of Fine Arts in Industrial Design from
the University of Illinois Urbana Champaign. In 2003 she married her husband. They conceived naturally and together they welcomed
a baby boy in 2007 after a healthy, uneventful pregnancy. Despite her husband testing negative as a carrier to cystic fibrosis prior to
conception, their son DOES have CF. Lauren has lived in NJ, CT, RI, MO, IL, TN, TX, and PA.
After working 7 years in the product design consulting industry, she decided to stay home with her son. A number of rocky years of
caring for a toddler left her disabled due to the advancement of her cystic fibrosis. Lauren is a health opinion leader for cystic fibrosis
bringing different stake holders together through social community and the chair of the local Great Strides walk-a-thon to benefit the
Cystic Fibrosis Foundation. She is on the patient advisory board for Hartford Hospital and is a philanthropist raising 10s of thousands
of dollars annually both for CF research and for local need.
She enjoys consulting in the healthcare/pharma industry regarding telemedicine, social media and adherence of the e-patient. She
melds her experience in the rigorous product design consultancy world to bring a unique perspective to care management. She shares
her wealth of health knowledge as a nutritional health consultant motivating those with and without cystic fibrosis to realize their full
potential. Lauren says she enjoys the dance of attempting to stay one step ahead of CF!

Lauren, 36

My father grew up with two guys who had CF - a pair of brothers who both died in their early 20s. They were both gymnasts, and
nearly made it to the Olympics. He watched how their physical activity kept them healthy, and also watched how their CF didn’t
hold them back. So when I was diagnosed as a baby, the doctors told my parents I wouldn’t live to see my 21st birthday. My
father - given all of his past experience with this condition - wouldn’t hear it. One thing he always told me - “Don’t ever let Cystic
Fibrosis become an excuse to NOT do something.”
I’ve always been the girl that reaches for the impossible. I’ve fought my way into a very demanding career in the music industry,
and I see no reason I can’t achieve my career goals - to work my way up the production ladder and tour with bands. The tattoo on
my chest says “Invictus” - which is Latin for “unconquered” - and while CF is absolutely something I have to contend with, I refuse
to let it stop me from living a full life.
I’m by no means perfect - when I first went off to college at 18, I went through a period of non-compliance and felt very healthy.
Now 15 years later, I’m religiously compliant with every part of my health care. I can’t function without airway clearance and
nebulizers first thing in the morning. Managing my health takes a lot of attention and diligence, and I have to pay close attention
to my body to make sure I stay healthy and active. The trick is to always have goals, something to strive for and hope to achieve.
The key word there is “hope”.

Lisa, 32

Doubts about Jeff’s future have informed his daily life (and that of our family) since he was diagnosed with Cystic Fibrosis shortly after
his birth in 1962. Jeff is a “paddler,” certified in white water rescue, who performs occasional work as a river guide when his health
permits. Living with CF as an adult means living beyond life expectancy. Most people live their daily lives with the assumption that they
have a future they can plan for. The nature of CF means that people like Jeff may plan their lives only in the short term, and even those
plans are interrupted by their illness on an almost daily basis. What is it like to live this way?
To use Jeff’s passion for paddling as a metaphor… Jeff lives on “River Time,” perpetually riding the ever-changing current by himself
in a small kayak, inside the given moment, using all his strength and skill to paddle the stretch of water immediately beneath him. He
has learned how to roll, back-pivot, and how to negotiate the standing waves at the end of every rapid. He’s been caught in holes,
“boofed” over rocks and “hung up” on any number of obstacles. He’s shot more than a few Reversals, been dumped and forced to
swim. For him, living with CF is like paddling a great waterway source to mouth without every being able to scout what’s ahead – that
is, examine the river from shore as caution and the rules of rafting would demand. He has to figure out how to run the rapids as he
encounters them, and he never knows which day on the river will be his last.”
~ Heather Summerhayes Cariou,
author Sixtyfive Roses: A Sister’s Memoir

Jeff, 52

CF IS A PIECE OF WHO I AM, BUT IT DOESN’T DEFINE ME
When I was a child in treatment, I heard them tell my parents that I would likely not live past the age of 16. For a long
time before and after that magic birthday, I kept wondering when it would happen, when would this disease overcome
me. Well it hasn’t overcome me yet, and I have completely changed my outlook…so now it will really have to fight me
to win. I just turned 43, and while I never thought I would get to see this age, I believe I have many more birthdays left
to celebrate.
I have so much to be Grateful for. I have an amazing husband and 2 wonderful children, who are my constant support
system and who help me realize just how much I have. They remind me to take my medication if I am chatting during
a meal and forget, they wait for me as I finish a breathing treatment before we rush out the door and they offer me
unconditional love, with no judgments. I have parents who have been with me since the get-go. When they received that
fateful news that their eldest child had a chronic, fatal genetic disease, they kept right on going. They let me be a kid,
and not a kid with CF. I played sports, I had sleepovers, I went to college. I did all the things that many never dreamed
would be in my future, when they first heard that grim news.
My perspective now is so much different than it was when I was younger. While I don’t take each breath for granted, I
live. I live life. My Life. CF just happens to be along for the ride. Sometimes against my wishes, it drives, but most of
the time it just follows me and enjoys the view.

Jenn, 43

My life started with an intestinal blockage, surgery at two days old, and a 65-day hospital stay. It was then I was diagnosed with Cystic
Fibrosis. Although I don’t remember it, I had a very rough start. My childhood was almost normal—but filled with pills, doctors, and chest
PT. I was raised with three siblings, a twin brother, an older sister, and a brother 10 years younger. I have pretty amazing parents who
took great care of me. When I was a teen, my dad and I butted heads often because he wanted me to do all my treatments. I felt good
then and just wanted to be like everyone else so it was hard. Diagnosis of CF Related Diabetes came at 15 and threw a curve ball at
me. I was still rebelling and not following my doctor’s orders—diabetes was just another thing on top of my CF. I ignored it for years and
sometimes my CF as well, which later in life I came to regret. At 21, I had severe stomach pain from another intestinal blockage. Again,
rushed into emergency surgery, I remember being afraid I would die. I said goodbye to my family worried I might not survive—thankfully
I did! In my 20’s, CF was starting to catch up with me. I began to have more frequent hospitalizations for lung infections. My diabetes
was out of control and my health became very hard to manage.
Every day is a struggle for me now. The last few years have been the hardest and I feel sick more often. I have permanent vein damage
from many IV antibiotic treatments due to frequent lung infections and had to have a port placed. My port lasted only two years and had
to be removed when it got infected and I became septic. Again, I struggled with painful IVs and PICC lines to keep my infections under
control. Thankfully, another port was placed just a few months ago. It’s my life line and I guard it vigilantly! I also try my best now to keep
my diabetes under control. I met the love of my life in September 2011 and we’re getting married on October 18, 2014. I couldn’t be
happier! He is my rock who does chest PT and gets my meds ready for me so I can’t make any excuses. He helps me keep on top of
my treatments when it would just be easier to give up. Life with CF isn’t easy, but he has chosen to stay by my side and fight this battle
with me. It would be even harder without the loving support of my family and friends. My younger brother is very close to both of us and
he always keeps me laughing. It‘s important to stay optimistic and have fun when feeling good. I try to stay positive because I believe
positive thoughts bring positive results. My life is a roller coaster with many ups and downs, and I have no choice but to take things as
they come and conquer each one—whatever is thrown at me!

Ashley, 27

As a young adult and child with CF, I have always believed that I am not different from any other healthy person my own age. At 17, I
had to give up dance, and this became one of the first moments I was forced to accept just how sick I was. Dance had become a life
passion, rather than just a form of physiotherapy. Losing my escape, and form of normalcy, I finally accepted that I was getting sicker.
Still, the famously stubborn patient, I continued my education alongside my friends, graduated high school on time, and went on to
university, all while continuing to fight CF with numerous hospitalizations and home IV therapy.
In November of 2009, at the age of 19, I was granted a second chance at life with a double lung transplant. I went back to finish my
university degree, and graduated with double honors in English and Religion. I went back to dance and now help students in their
own pursuit of passion. I am continuing my education, and planning my future with more optimism and gratefulness than ever before.
Though I have fought many battles against CF in my lifetime thus far, I have always remained positive in my assertion that I really am
not any different from any other healthy person. I fight what stands in my way, and have goals and dreams. I plan for my future with
excitement, and believe that I will be successful. I have always thought that the only difference between myself and other healthy 24
year olds, is that I know my time might be a little shorter. Through this may be a bit scary, my experience with illness has taught me
that every moment of my life is to be filled with love and happiness. CF is not my definition, nor will it be my legacy. It will just be the
blessing in disguise that has helped me live each day to its fullest, and to enjoy every minute.

Amanda, 24

I have grown used to the idea of a trapped soul inside a haunted body, so all of the obstacles that I have been presented with Cystic
Fibrosis have become routine in my life. It has been this way for as long as I can possibly remember, my body has been weary since
December 14th, 1993; the day of my birth, and so began my journey with this taint starting with my life’s first year at the hospital.
It was no surprise that I had been in need of recycled lungs at the age of twelve. My late brother has already been through it; however,
due to the countless deaths that I have witnessed in front of my own soul I was led to denial. I was expecting the scythe’s special
appearance right before my fifteenth birthday, and I was convinced that my life would span to fourteen years.
Ironically enough, I was listed on my fourteenth birthday, which led to the ‘call’ seven months after. I’d have to thank the donor and his/
her family for being gracious enough to recycle their lungs.
“It has been six years. I think I am doing okay so far, am I not?” I asked the stars that hold onto my brother, cousin, best friend, and every
other friend that I have loved and lost.
It is my job to deal with the cards I have been dealt with. There is no need to praise for my valiance.
I am just good at what I do.

Maria, 21

I take honeymoons all the time. I take those trips that people “wait” for. The dream trips. I’m planning another one as I write, and
by the time you read this Ill be dreaming up the next one. Its because of CF that I don’t wait to take these trips. I don’t need a
special occasion or even a travel partner. I want to see, do, and taste now. I want to experience it all, before the day I’ll have to
pause to breathe. I know that if CF teaches us anything about life, it is that NOW is all we have. Those of us who breathe for
a living, also have to live for a living---it makes all the research dollars and scientists work all the worth while. I fight CF by living
loudly. When I get on a plane or ride in a train, a part of me thanks all the things that brought me to that moment. My parents,
family, and friends who have undying support for me, and the CF Foundation and my doctors who have provided me tools to be
healthy enough to see the world. Ill keep on traveling for myself--and those with CF who cannot.

Katie, 33

I was diagnosed with CF when I was two days old. I had an intestinal blockage that required surgery. I spent several years during
my childhood as a poster child for the CF Foundation, so I’ve always been open and honest about it. I am still in the lungs I was born
with, and not on oxygen. I am doing as well as I am due to a lot of hard work on my part. Hard work doesn’t always return fantastic
results with CF, but I’ve been lucky as well. I am very compliant with my CF routine. I do yoga, which I find to be helpful in various
aspects of my health. Additionally, I have a fantastic CF team on my side.
I graduated with a master’s degree in social work in 2010. Unfortunately, I am unable to work. When I tried, my health took a big hit.
So I use my degree by volunteering when and where I can. I am on my hospital’s patient advisory board, working to maintain and
improve patient care. I have written articles for the CF hospital newsletter and I contribute monthly to a friend’s disability blog. I also
spend a lot of time with the online CF community, offering information, suggestions, and advice when I have any.
I’m a passionate person. CF has taught me to appreciate the important things, both little and large. I love the month of October how it feels, smells, and looks. I have a large, close family and great friends. I love snow. I have the best dogs ever. I enjoy cooking
and sewing. My partner was my best friend for a decade before we got together in 2011; he is involved in my CF care and is always
supportive of me. I have CF, but I’m fortunate where it matters to me most.

Emily, 30

Years ago, in a rare moment of raw emotion, my doctor asked me why I was smiling as I told her how much I hate having CF. Before I could
respond she answered, “It’s a defense mechanism. Let yourself feel your emotions.” I cried because I knew she was right. I am not grateful. It is
truly unfair that, by no choice of my own, the amount of time I have on this planet has been cut in half. I have to rush to accomplish what a healthy
person normally would in 80 years.
There are things that suck: I struggle to make long-term plans like getting married, having a family, and advancing in my career. Traditional life paths
just don’t seem realistic. Paranoid of how I spend my time, I constantly worry about wasting a day or even a minute doing something meaningless.
I guard my true emotions and keep those closest to me at a distance to protect them from the emotional burden of dealing with a daughter, a
companion, or a friend who is terminally ill.
But it is not all bad: CF taught me to be resilient and self-sufficient at an early age. I appreciate the value of time and know those simple
moments, like star-gazing on a clear summer night or rocking out in the car with the windows down and speakers up, are just as significant as
more measurable accomplishments. I know that living authentically means living happily. I recognize what it means to love, and to be loved,
unconditionally. Above all else, I understand how rare that is and to never let it go.
Living with a chronic, debilitating disease like CF is physically and emotionally demanding. But to be jaded about it would be too easy. I may have
half the time, but I have double the determination to make this life worth living. Ultimately, while my lungs may disagree, what I have learned from
CF has made me a better daughter, companion, and friend. And for that, I am forever grateful.

Kate, 24

Cystic fibrosis isn’t a curse, it isn’t bad luck, it just happened to pick me. If you think I am looking for a pity party, you couldn’t be more wrong.
Whether I like it or not, cystic fibrosis is a part of me, there’s no way around it and no one to complain to. I along with thousands of other patients
will fight it to the very end. Cystic fibrosis does not control our lives.
Growing up, I wanted to play sports, so that is exactly what I did. I played ice hockey and football all the way through high school. Cystic fibrosis
may have been a hurdle at times, but it was not insurmountable. I learned that there is nothing quite like athletics when it comes to defining
someone’s character. The adversity that I sometimes faced led me to become a stronger and more determined person.
As a competitive person by nature, I challenged myself to finish college in four years away from home – an achievement, unfortunately, not without
any setbacks. My disease progressed while I was away at school, but my time at Boston College was beyond amazing. I made irreplaceable
friends and priceless memories. I do value my degree, but I do not see it as the most important part of the education Boston College provided to
me. I taught myself, more importantly proved to myself, that I am perfectly capable of being independent despite living with cystic fibrosis. College
was my time to grow up.
Now that I have made it further in life than any textbook would have said when I was born in 1991, I try to make the very most of it. The way I see
it, there is no timeline associated with my disease. It is up to me and me alone to determine how long I am going to live and how happy I am going
to be throughout the rest of my life. Giving up is not an option – I will be in this fight as long as I have to be.

Gunnar, 23

My story is unique. Although I had a nickname growing up, Karen Cough, no one thought my “problem” was anything serious. My weight
was normal and I didn’t suffer from severe respiratory infections until much later in life. I pretty much lived a fairly healthy life. I traveled.
I could ski. I played a decent round of tennis. I bicycled many hundreds of miles. And I coughed through it all. When I was 22, a blood
test showed my white count very low so I was placed in quarantine where a pulmonary doctor determined after a bronchoscopy I had
Bronchiectasis, a disease that affected the cilia in my lungs where mucus would build up. I was prescribed a couple inhalers and sent on
my way. Over the next 25 years, I had a few respiratory infections that required oral antibiotics. It wasn’t until I hit my forties that I noticed
I was short of breath quite often and my infections were more frequent and more severe. I was hospitalized with a really bad respiratory
infection for the first time at age 55. My doctor had been suspicious of my condition and decided to have my genes mapped. That’s when
I found out I have Cystic Fibrosis.
I knew a little about CF. I worked with a man who’s son died at age 12 during the 1980’s. It is a fatal disease but that’s all I knew. I
researched the internet and went to my first CF Clinic appointment armed with questions. I joined my fellow Cystic Fibrosis patients with
hours of nebulizer medications, air clearance vest, periodic IV antibiotics, etc. It is not easy keeping to a schedule but at least I know what
is really wrong with me and that there has been great progress made to help treat the symptoms. I’m also on oxygen, 24/7. Since my
lungs are so damaged, the best course for me is to keep “healthy” while I wait for a double lung transplant. I am listed with two centers
and waiting for “the call” is the toughest part. There is a lack of organ donors registered in this part of the country so the wait is longer
and I fear it might be too late for me. However, my awesome husband and daughter are my inspiration that keeps me positive and hopeful.
I work full time on what little energy I have so after transplant, I plan to devote more time to help spread word about Cystic Fibrosis and
organ donor awareness.

Karen, 58

I was diagnosed with CF at 4 weeks old. I have heard my mom tell the story numerous times over the years at the beginning of each
hospital admission: The day before my 4 week check-up, I started coughing. My mom sat up all night holding me while I coughed. When
my mom took me to the doctor the next day, they discovered I had lost weight and had pneumonia in both lungs. My pediatrician did a
sweat test and the results came back positive.
I was fortunate to not spend a lot of time in the hospital as a young child. I was inpatient once when I was 4 years old and then not again
until I was 11. I consider myself very lucky. The teen years were a little rougher. I started getting admitted to the hospital a lot, but on the
bright side I made some amazing friends while I was there. I am old enough that I was able to experience CF camp and hanging out with
friends with CF without worrying about sharing germs.
I feel like I’ve had a pretty normal life despite CF. I went to college, twice. I learned to embrace exercise. The trick is to find something
you like to do — my friend Lisa Lubich Neuman taught me that when she took me on my first run. When I run, I often think of her and other
friends I’ve lost along the way. I feel fortunate to still be here and using my own lungs. I try to do everything! I don’t want to look back
with regrets. I’m currently learning how to play hockey and I also play recreational roller derby. I have married the most amazing man who
supports and encourages me in my various athletic endeavors. I’d also like to thank my parents for doing their best to raise me like any
other kid. They let me have as normal of a childhood as possible. We never dwelled on CF; I don’t dwell on it now. I know CF is a part
of my life, but just a part of it. I am so much more than a person with CF — that is not my identity. I am Jessica: a wife, a daughter, a sister,
a friend, a vet tech, and probably the most stubborn woman you’ll ever meet.

Jessica, 37

With Cystic Fibrosis, I feel like I’m constantly changing roles. Some days I’m a survivor, and take on that mentality—ready for anything to be
thrown at me. Prepared to conquer it without a single doubt or fear. Some days I’m emotional—spilling over with gratitude and beaming
with positivity. Those days, I want to uplift myself and others. Find the good in every situation.
Then there are the days where my role is survivor—trying hard just to keep breathing. Where I feel like the victim; where I have to ask for
help. That’s the hardest role of all. Why? Because having CF isn’t an option; it isn’t a choice. It just happens. One day you’re fine and the
next day is insanely hard—where you can’t hide behind your confidence and strong attitude. Where you have to bare your soul and admit
you need assistance doing normal everyday tasks.
I’ve always struggled with those days the most. Over the years, my lung function has slowly slipped away. But my strong mind is still here,
and is well aware of the situation. It’s hard for me to wrap my head around the fact that simply grabbing a load of laundry and heading up
a flight of stairs can take me thirty to forty minutes to recover from. In my head, tasks like that seem simple and need no extra thought. It’s
retraining your mind; accepting reality. Praying with every ounce of your soul that you’ll see tomorrow. That you’ll make it to the transplant.
Losing my ability to rely on myself is one of my hardest battles.
I was accepted to and listed on the transplant list on October 17, 2014. Until I get that call, I will continue on doing everything I need to
do to see the next day. I won’t take a single moment of life for granted.

Ashley, 28

Growing up, my family was pretty open about CF, but then again it’s kind of hard not to be when you have two kids who constantly
cough like a 90-year-old chain smoker. My sister, Tiffany, was the polar opposite of me when it came to our health. I spent more time
in the hospital visiting her than I did because I was sick. Like many people with CF at the time, Tiffany died before adulthood. She was
only 15 years old. Being only 10 year old, this had a huge impact on me. Not only did I lose my sister but I also saw how ruthless this
disease could be.
People always ask, “What’s it like to have Cystic Fibrosis?” I tell them, “It’s a lot like being in a boat with a hole in it. It doesn’t matter
how hard you try to empty the water out because the moment you stop working, that boat will fill up with water and you will sink. If I stop
doing my treatments and taking my medicine, my lungs start to fill up with mucus and I end up with a bad lung infection that permanently
destroys a part of what’s left of my lungs.” Using a boat analogy sounds a lot better than saying, “Well, I have to constantly take absurd
amounts of medicine and spend a few hours a day doing lung treatments or else I will end up in the hospital coughing up enough blood
to give the med student in the room a panic attack.”
CF sucks and there is no other way to put it. But just because CF sucks, doesn’t mean my life has to suck. I’ve accepted the fact that
this disease will probably kill me and that it doesn’t matter if I am happy or sad, I am going to live the same amount of time so I might as
well make the best of it.

Brent, 24

My story started when I was only 7 days old. As far as my parents knew, I was a perfectly healthy baby... until I threw up everything I was eating. I had a meconium
ileus, a blockage in the stomach, and needed surgery for it to be removed. As my mom kissed me good-bye, she tasted the salt on my skin. The doctors had to
tell my parents that I had Cystic Fibrosis.
Life wasn’t too bad for me when I was younger. However, in fear of being made fun of, I hid my disease from my classmates and my friends. I would get sick
often as the years went on and I was out of school more often. It was hard for me to keep up with my school work and my grades. Eventually, I had to tell a few
of my friends who I could trust and they supported me throughout my struggles. When I started high school, my health started getting pretty rough. I felt like all
I was doing was breathing treatments, going to school, going to bed and doing it all over again the next day. During class, I tried holding in my nasty cough so
people wouldn’t think I had something contagious. I’d have to excuse myself to go to the bathroom so I could hack up a lung without being judged. Then there
was the dreaded gym class. Everyone would run to warm up while I had to struggle just to keep up, coughing up the other lung afterwards. I did however, play
volleyball. I tried my hardest to do as much as I could while living with CF and I did a damn good job at it.
I enjoyed my life as much as I could. I went out with friends, went to homecoming and even won prom queen at my junior prom. Shortly after I got severely sick,
and I ended up in the hospital with my first pneumothorax: lung collapse. I had painful chest tubes and had to have surgeries to get my lung to stay open. I went
home after a few months and 4 days later I had a pneumothorax at home. I felt like I was drowning. I was dying. Later, I woke up in the hospital with chest tubes
and my family around me. I was the happiest girl in the world; I wasn’t dead.
The doctors then recommended a double lung transplant at Columbia Presbyterian in New York. After months of being in the hospital, I left and went to New
York to get evaluated. After making it on the list, I waited 8 months. The final 2 were in the ICU. T hose 2 months were the worst. I was hooked up to high
flow oxygen and a bi-pap machine. I felt so much better being on those machines that I actually asked when I would be going home. Unfortunately, that didn’t
happen. My graduation was coming up and my doctors and I agreed that if going to my graduation was the last thing I was going to do, then we’d do it. I got
up out of my bed and walked around with the assistance of the nurses so I could get my strength up. Graduation day finally came. I put my cap and gown on
in the hospital, got in the ambulance and went to my high school graduation. I received my diploma, got back in the ambulance and went back to the hospital.
About a week later, I got the call for my lungs. July 11, 2003. It was a miracle and a blessing. I went back to school and started working.
However, the struggle did not end there. I went through rejection 5 years after my transplant. It was so depressing, but I stayed strong. I was relisted and
received a second double lung transplant on April 20th 2008. I then had kidney failure at the beginning of 2013 due to all the transplant medications. I had a
kidney transplant which was donated by my mom on October 2nd 2013. I love her so much.
My family and friends have stuck by my side throughout my struggles. Even though I have this terrible disease, I love my life. I’m happy. I’m feeling great and
in the end, that’s all that matters.

Justina, 29

To me the magic of life is to feel connected to others. To feel meaning in small moments. To feel purposeful in all our days. Being diagnosed at age 7 with
Cystic Fibrosis seemed to open the door to creating magical and meaningful moments in my 38 years alive. To feel connection requires us to feel vulnerable.
And what could be more vulnerable than having this diagnosis that can bring uncertainty, pain, fear and loss. But in that space of fear and pain is a place
where we can open ourselves to connection. Open our hearts to the beauty that lives all around us. And open our eyes to the kindness that is offered to us.
It’s such a paradox. The very diagnosis that made me feel ashamed, broken and want to hide away from the world is the very same diagnosis that has made
me feel empowered, whole and alive. The emotions that come along with living with CF are what made me feel vulnerable. And that vulnerability allowed me
to create the most beautiful connections with others that in turn, have brought me ultimate wholeness and meaning and love.
An example of how my vulnerability turned into beautiful connections is OutRUN 38. When I was in the hospital this year, my friend Nicole Burke started a
Facebook Group called OutRUN the Odds. The goal was sweet. How many people could Nicole get together to collectively run 3,800 miles by my 38th
birthday? My birthday was about 5 to 6 months away...seemed like a huge goal! To our surprise, we had 1,000 followers in one day. We ran 3,800 miles
in nine days. In just seven months now, we have over 5,000 followers and collectively have run over 9 times around the world! OutRunners have run all the
way to the moon! All people have to do is log their miles by running, walking, biking or swimming. That’s it! OutRunners post all about their runs, health,
positivity, inspiration and life experiences with us on our Facebook page. It’s a place where we have connected to cheer each other on in life. A place where
we are all OutRunning All the Odds. Together. A place where we inspire each other to live our best lives. And we won’t stop running until there is a cure
for Cystic Fibrosis. The mission is to create awareness for CF and find a cure while promoting friendship, healthy living and exercise. The other goal is to
raise awareness around “healthy sick” adults with CF. Healthy Sick is the term I use to explain our lives with CF. There is health in me until my last breath.
But everyday is full of managing the sickness. Healthy Sick is a dance in life. The tempo may change. The steps may change. The tune may change. But
we will keep dancing my friends. Connections to others, running and humor are my most powerful elements to living the best “healthy sick” life I can live!
We are all connected. I am connected to you reading this. I am connected to the CFers who fought before us. And I will be connected to all those who will
be cured from Cystic Fibrosis ahead of us. We are all in this together.

Liz, 38

Born in 1974, not much was know about CF. Most inflicted with it died young, very young. At 2 months my parents brought me to hospital because
I hadn’t gained any weight since birth and all food went right through me. With a simple sweat test they found out. My father walked out of the office
leaving my mother behind overwhelmed with emotion, fearing he had done something wrong for his first child , his namesake, to get this death wish.
Later in life he has become one of my biggest supporters and role models.
A childhood filled with neglect and abuse resulted in constant sickness and life expectancy’s. Its strange what a beautiful strong mind can block out.
I don’t recall much of my childhood. Stolen away.
Age 13 my mother sat me down and told me docs years earlier told her I wouldn’t live to see that age. That struck a cord with me. I ended up in a
foster home. Determined to “fit in” at high school I started to run. Growing up I was always fast. Turned out I was damn fast :-) I played basketball,
football, volleyball and running became my passion. My lungs changed. They grew. I grew. That changed my life. That was the last life expectancy
I ever received.
So many crazy adventures came after that. I love life. I LIVE life. Never have I let CF hold me down and never will I. Family became #1 for me.
Always will. Friends became family. Years ago I learned of vibrations. How everything vibrates on its own level. How it effects everything around us.
And most importantly how our minds effect our complex bodies. How the mind can control so much about us, mostly our health. Yes many things
are out of our control but being positive and meditation keeps my body healthy. I will continue to spread love as much as I can. Be the change you
want to see in this world. One Love. I will see a cure for CF in my lifetime!!

James, 40

What child born in 1972 with cystic fibrosis imagined living long enough to have a 21 year old daughter and a 10 year old son? I had a beautiful little classmate who
also had CF...she died at twelve. A CF diagnosis back then was not a ‘life shortening’ diagnosis it was “maybe she will live until 8 years old or if you are lucky, twelve”.
I was not diagnosed until I was five, after three pneumonias.I looked pretty healthy, the only outward physical evidence being my huge swollen belly and constant hunger.
These symptoms were interpreted by my ultra conservative bible thumping parents as evidence of gluttony and greed. I thought about food constantly! Fortunately, I
grew up on a farm and learned to forage and cook pretty darn quickly..a skill that I have been able to use to make a living. One of the best things I’ve learned in life is
that almost every seeming negative can be turned into a positive.
The farm was great for providing lung clearing exercise. I was expected to work,hauling hay, mucking stalls,weeding the garden, my Mom was smart enough to
never give me a break because I was sick or ‘had CF’. This felt rough at the time but taught me to keep going and not excuse myself from the hard stuff. I especially
appreciated having learned this while I was waiting for transplant and just breathing was difficult.
Having new lungs is truly a miracle! We use the word ‘miracle’ lightly in our society now,but it is the only word I have to describe the experience of being given new
lungs and YEARS of life. I have had fifteen years I would not have had. My daughter was six when I was transplanted, she is 21 now! The enormity of that gift can not
be quantified. Days and years and uncounted moments and experiences, I can’t help but wake up even on the worst days full of gratitude and amazement.
I had my son five years after transplant - the transplant center I was being followed at the time encouraged me to terminate my pregnancy. I was lucky enough to find a
high risk obgyn who supported my decision to go through with the pregnancy. I was extremely worried about what the effects of the anti-rejection meds I had to take
on my unborn baby. We made adjustments and did our best. Tom was born a month early but very healthy.
I think the key to fighting CF is to always keep going,find the good in every situation. Find something you can learn or appreciate in every hurdle you must cross. Find
something to enjoy in every day, be grateful for the small things that bring you joy...on days when I am having trouble or sick I remind myself that I may not be able to
go to work or accomplish all I wish to, but I am here to cook dinner for my son, to laugh with my kids, to weed my garden, to notice the sunrise...all so much better than
not being here at all! I have met so many amazing compassionate people because of having CF. So many doctors,nurses,and kind human beings have contributed
to making my life possible and better. Of course there is the odd horrid doctor or nurse. I had one doctor tell me (I had just coughed up a large amount of blood and
my lung capacity was 25 percent) if I just took Sudafed (a decongestant) I would be fine! Everyone with CF has these experiences. They are our chance to teach and
make things easier for the next patient, and they are good for a laugh later.
I hope these beautiful lungs last many years more, I want to see my son as a young man, I want to see people stop being scared to give there organs for transplant, I
want to see all the kids suffering with CF to know how it feels to breathe easily, and I wouldn’t mind getting to hold my first grandchild. But, I have been given so much,
every day is a gift, a miracle.

Fiona, 42

I think Cystic Fibrosis gives me a powerful drive to live and achieve that I may not have had without it. I refuse to believe that this
disease is my future, and so I plan accordingly by living, learning, and making memories every single moment of every single day. If I
could have anything in the world, it would be more time and more energy to become the very best version of myself.
I think it’s one of those things that you know you can’t have, so you want it more—like the big red button that says: “Do not press.”
Knowing that my time may be limited pushes me even harder to defy the odds. In fact, I do not strive to be normal, I strive to be
above average in all things and quite frankly, to overachieve. And I think this is a quality that all of us CFers share. It’s like we are all
enlightened and know something about life that the average person does not.
Each and every day is a new day for personal growth and development. I wish I could say that if I didn’t have Cystic Fibrosis that
statement would still have the same meaning. But I don’t think that’s the case. I think having Cystic Fibrosis has taught me many
valuable lessons about what it means to not just be alive but to genuinely live. There is so much in this world that is taken for granted,
but having a fatal illness is a reminder that you can’t put life on hold—you have to challenge yourself to experience and learn all that the
world has to offer, and you have to aspire to live fully and fight for whatever it is that your heart desires before it is too late, no matter
what obstacles come your way.
Cystic Fibrosis may be apart of us, but it will never define us.

Kristy, 20

ON THE OTHER SIDE OF FEAR LIES FREEDOM
~ Jerry Cahill
My story is about LIVING… But to be clear, it’s a story about being ABLE to live. Most importantly, it’s my story about how I found courage to overcome
FEAR. Fear in the face of each, countless, painful medical procedures; fear of suffering every moment I was reminded as a child that I wasn’t like the others –
that I couldn’t keep up; fear that I couldn’t be a man… and the most gripping of all, that my life would fall short of my dreams…BECAUSE IT COULD END.
“Life is short, LIVE IT. Love is rare. GRAB IT. Anger is Bad. DUMP IT. Fear is awful. FACE IT.”
I was diagnosed with CF as an infant. As my mother held me in her arms, she was told I wouldn’t live past 16. Despite the trials of my abnormal childhood,
I was taught to believe that this FEAR I felt was not real…that it was an illusion created in my mind; a fabrication of my insecurities brought on by my
inconvenient plight. I had developed will through encouragement, meditation, and most certainly through the love I was shown. I developed the belief that
I could not fail with efforts big and small. I held these words of C.S. Lewis close to heart: “Hardships often prepare ordinary people for an extraordinary
destiny.” I wanted that extraordinary destiny.
So over and over again, I’d reach deep to muster COURAGE. It became mind over matter…Faith over self-sabotage…having the sheer confidence to
JUMP THE FEAR. I AM HERE TODAY to say at age 58 I’ve completed a 10K run… just 3 months after receiving a double lung transplant.
A life miracle and gift…But not won without a hard fight. Each of us has a different obstacle course…each different, often a dark and slow trajectory through
life. And each of YOUR struggles that may paralyze YOU with fear, no matter what they are, are equally paramount to your existence, as mine have been for
me. Those of you with good health, yet emotional pain, can also self-defeat and lose the precious prize of happiness if you choose fear over courage. It is all
the same… and it’s extremely difficult.
But we emerge from the womb headfirst. We MUST keep heading in that direction. It’s far too easy to turn around in the face of difficulty. We must travel
in the direction of our fear…because you WILL reach your extraordinary destiny. Make the effort to live in the forward of possibility and change…
I am LIVING, BREATHING, PROOF of this…Jump the fear! There is power in the belief that you cannot fail…

Jerry, 58

I have never known life without Cystic Fibrosis. Diagnosed at birth, it has been something that I have dealt with since the day I was
put on this earth. Growing up, everything I read about CF was terrifying. When you’re a child you shouldn’t be worried about having a
shortened life expectancy, not being able to have children someday, or not being able to fulfill all of your dreams. In the early years of my
life these thoughts consumed me, but as I got older I made sure I dreamed .. and I dreamed big.
I vowed to never let my disease take control of my ambitions and goals. At 34 years old, I can say every dream I had growing up has
come true. I married the love of my life at 24 and it still feels like a fairytale. We have two beautiful boys who mean the world to me; to
date, they are the biggest accomplishments in my life. After countless inseminations and 10 in vitro fertilization cycles, I can proudly
say that I earned those boys. I went to college and got my Master’s Degree in Speech Language Pathology and now run a successful
business. It is all so much sweeter knowing that this life wasn’t even supposed to happen — but it did.
I am so grateful for all of these things, and yes, at times living with this disease is scary; other times I am thankful that I have it. It has
made me who I am today… a fighter. I can truly say I have lived every single day of my life to the fullest. When given a choice, the answer
has and always will be yes. I would not be where I am today without the amazing support of my husband, children, family, friends and
doctors. They are the greatest support system in the world and I am forever in debt to them. I know I wouldn’t be where I am today
without the incredible care of my pediatrician, Dr. Vera Maitinsky, who treated me as if I were her own child. Rest peacefully Jeremy Katz,
the strongest fighter — you will forever be missed.

Kimberly, 34

I was born a very sick baby in a rural area just outside of Asheville, N.C. My parents were young, both 22, and were initially clueless as to what
ailed me. They were frightened. Eventually, I was diagnosed with “CF”, or Cystic Fibrosis. We moved to my parents hometown of Memphis
within my first year or life to have the help of family and doctors, and facilities, that were more capable of caring for me and my disease. At
the age of two my sister, Rowan, came along; she too has CF.
I credit both of my parents for instilling in me the sense of humor I possess. Although I give primary credit to my mother for shaping the
attitudes Rowan and I have when it comes to how we perceive ourselves as well as how we deal with having CF. We were brought up with
the firm idea that we were no different than anyone else, except, at times, we got sick. It simply happened, and so we dealt. That mindset
effects how I view most everything in life. I know I can get through things. I am strong. I’m a fighter, as is my sister. At times, especially as
I get older, it’s hard having an illness such as I have and merely doing “things” other people view as basic, day-to-day things, being: holding
a job, sleeping “normal” hours, and, quite simply, the act of being in motion. There are times when I feel as if I can’t move another step or do
another thing, but I always manage to. At 22, I am tired; that scares me.
I find that I worry about time a lot, such as: will I have time to have a career of some sort? Will I be able to marry? To have children? If I’m
blessed in having children, will I have the time to see them grow? To do my damn vest (a treatment) before I fall asleep? I hope, sometimes
pray, that I will get to do those “big things” in life a person without a life threatening illness may take for granted, although, I’m at peace with
the fact that it might not happen. It’s an odd sort of peace, an ever changing idea of what exactly I deem peace being. Ultimately, I am a
fighter and will continue to do so until I am no longer able to. Hell, watch me live past 99.

Jesse, 22

I was diagnosed with CF at birth. My older sister had tested positive almost two years before I was born so when I came along, the doctors
tested me right away. Despite my diagnosis, as a child I never considered myself to be a sick person, much less someone with a disease.
Having our mother smash enzymes into our applesauce or pat our backs so that we could “cough it all up” before bedtime was just a normal
part of our lives; we never knew anything different. I’m so thankful for the people who have been in my life and have supported me as I’ve
grown up with this disease. I was and still am lucky to have a brave older sister who would always get the shots we needed first, would go in
first for a surgery, and has always understood that some days you just feel lousy and can’t do much of anything. When I was a little girl other
children always asked me about my enzymes at lunchtime, no matter how many times they’d seen me take them before. My best friend at
the time had parents who were both doctors and who had taken the time to explain CF to her. She used to fend off all of the other children
by telling them I had to take enzymes so that when I turned 18, I would turn into a polka-dotted elephant. For some reason, that seemed
more normal than having CF did.
Being young with CF was pretty easy though... it’s the growing up that’s turned out to be difficult. Ever since my teens my health has seemed
to worsen with each passing year and it’s goddamn scary. My life used to be more carefree but gradually my disease has become something
that affects every aspect of my daily life. How late should I stay up? How will this meal make me feel? What should I be doing with my life?
Having CF is like being stuck in a subpar relationship but one that’s been going on for so long that you no longer know yourself outside of it.
It’s the little spirit or shadow that’s always lingering with you no matter how hard you try to ignore it. It’s easy to feel like the disease controls
your life so you have to remind yourself what a strong person it’s forced you to be. I’m thankful for the outlook on life that CF has given me;
it’s helped me realize what’s important and what I truly want out of my life, because CF or not, who knows how long anyone’s health will really
last? That’s the blessing and curse of CF. As hard as it is sometimes, you cannot give in to the disease, just remind yourself how far you have
come and that you can do anything.

Rowan, 20

Cystic fibrosis is so much more than a disease to me - it has influenced my life in many ways. I’ve never known life outside of CF. I was
diagnosed with cystic fibrosis at seven months old. As a child, I was very shy and I always tried to blend in with the other kids. I was admitted
to the hospital for the first time at age 13 when I was diagnosed with CFRD and began getting the first of many antibiotic “clean outs”.
During my college years, I began running and joined the track and field team as a distance runner. After graduating I maintained an active
lifestyle by running and exercising daily and joining various sport and social leagues. I eventually took on a new challenge of getting certified
to teach Spinning and BodyPump classes at the gym. In addition to my full time job, I taught three or more classes a week, which greatly
improved my endurance and lung capacity. I had minor setbacks with the removal of a collapsed lung lobe, but still remained active. I loved
teaching classes because it was something that many people thought I “shouldn’t be able to do”. It gave me confidence and pride to prove
them wrong.
In 2011, I was forced to face the reality of cystic fibrosis when I had a long bout with pneumonia, which led to respiratory failure, being
intubated, and a month long hospital stay. After that, I fell into a downward spiral of hospital stays, getting admitted every month. My infections
got worse and became resistant to medicine. I was dependent on IV antibiotics and needed oxygen. I left my job and went on long-term
disability. My new goal was to embrace each day.
I received my second chance at life on November 29, 2012 when I got a double lung transplant. I spent my first year fighting CMV and kidney
disease, spending a lot of time in the hospital but after many hospital admissions, I am now learning how to manage my new health issues
and am beginning to live again.
Live life to the fullest. Do things that make you happy. Do things you never thought you would or could. Be thankful for every new day and
most importantly, cherish each breath.

Lynne, 38

I was diagnosed with Cystic Fibrosis at 18 months old. I had an active and relatively healthy childhood. It was not until I turned 15 that I
came face-to-face with the reality of CF because of my first hospitalization. At the age of 17 I decided to research CF to better understand
the physiological changes affecting my health. I was shocked when I realized that I had a life-shortening genetic disease for which there
was no cure. Rather than feeling hopeless I empowered myself through knowledge based on published and peer-reviewed CF research.
I refused to believe I would simply become a statistic.
In my 20’s I developed severe GI complications followed by numerous pulmonary exacerbations and hospitalizations. In 2011 I experienced
massive life-threatening pulmonary hemoptysis requiring emergency bronchopulmonary artery embolization. My lungs were declining
despite being compliant with my aggressive treatment regimen. Thankfully, in fall of 2013 I was given the opportunity to participate in a
study targeting my genetic mutations on a cellular level. The last year has been a much needed reprieve from the rollercoaster ride of
exacerbations I was on! The future looks brighter than ever!
I appreciate the simply things in life that most take for granted. I enjoy making others laugh, especially those brave enough to engage my
unique sense of humor. My lifespan may be less plentiful than those without CF, but I love passionately, unconditionally and allow myself to
be consumed by each beautiful moment. Time spent with those I love are the most cherished of these moments.

Meranda, 31

I was diagnosed with CF in 1982 and I have had my trials and tribulations of in and out of hospitals as child and since technology and
modern medicine I have cut down my visits to once a year maintenance. I am surrounded by a loving family, my parents and sister that mean
the world me and the love of my life that I have spent the last 10 years with and our daughter that we chase around and laugh with. Coming
May 2015 we will be expecting twins to join this family. I have a great brother-in- law my sister married a greater man and I couldn’t have
married into a better in-law family! I enjoy playing and hanging out with my 11 niece and nephews. I would say I have it pretty good and yes
I have my bad days and good days, but with the support and love I have around me make the bad days disappear!!

Chad, 34

Hearing the words, “She’s coding!” isn’t anything anyone wants to hear. During one of many hospitalizations thanks to my lung’s constant need to bleed uncontrollably,
drowning me in mucus and blood, I was oh-so-fortunate to hear these words being yelled by my nurse to – well, I don’t really know who specifically, but my guess is quite
a few people. I vividly remember thinking, “Ahhhh, Shit! I don’t wanna die like this,” just before everything went black.
The idea of dying had really never been a part of my daily thought process when I thought about my life with cystic fibrosis. Hell, up until just a few years prior, I never thought
much about CF at all. Born in the small town of Albemarle, North Carolina in the early 1980’s, cystic fibrosis wasn’t what you’d call common. I was the only person I knew
with this disease and by all accounts I was extremely healthy. The only way you could look at me and know that I’d been through something was the 10-inch long scar down
the center of my abdomen. The scar that started it all and helped diagnosis me with CF at the age of 2 days old.
My diagnosis wasn’t more than something that kept me heading to Duke Medical Center a few times a year for x-rays, blood work and pulmonary function tests. I was
hardly ever sick, and never sick enough for IV antibiotics, hospital stays or feeding tubes. I played – and excelled – in sports, eventually winning several awards for soccer,
basketball and cross country, even being named Conference Runner of the Year and becoming a State Champion track athlete during my senior year of high school in 2002.
Fast forward a few years (seriously, like seven) and there I was, coding on a hospital bed, covered in coughed up blood. Clearly, I survived that particular moment, but it was
clear to me at that point that things were not at all well in CF-land, and unless something changed drastically I was unlikely to be around much longer. After another few
years, I was finally SERIOUSLY facing death – my lung function was a pathetic 21% and I had lost so much weight I was barely recognizable. Oxygen was my best friend
and getting up to walk across the house was more tiring than those cross country meets I was winning less than a decade prior. Time had finally come for me to accept my
time was running out, or take a chance with a double lung transplant. It’s an odd thing to know you’re dying. It was something I wasn’t scared of, the decision to go with a
chance of a transplant an easy one. Yeah, it could go terribly wrong and I could die, but without it I was gonna die anyway. I was ready to go if it was my time, but wasn’t
convinced it was. I might as well take a chance on life.
Ten days after being listed for transplant, my call came. I was transplanted at Mayo Clinic in Jacksonville, Florida on July 31, 2012. Nine days later I was discharged. I went
from death to life in little less than three weeks.
Waking up after surgery and being able to breathe was almost terrifying. I had been so vividly aware of every breath before – the way it felt, the pain it cause, the sound it
made. For it to be so quiet, so effortless had me in a panic for days. I couldn’t believe that it had worked and that merely taking a breath could be so EASY. Since that epic
day, my life has been more than I had ever thought it could be. Being able to take deep breaths without having coughing fits or excruciating pain, and having to go out and
buy bigger clothes because you’ve put on a healthy amount of weight is amazing. Achieving things I never dreamed I’d be able to do again like being able to run my first 5k
in over a decade just 6 months after my surgery or climbing a 14,000ft mountain peak in Colorado weeks after the second year anniversary of my transplant and my 30th
birthday – completely mind blowing.
Cystic fibrosis has taken its toll on me. My body is littered with battle scars from a monster that will continue to wage its war with me. But through it all, it’s never broken me.
It’s come close – won a few battles, lost a few. But this is a war it won’t win. I wear my scars with pride, knowing that I am stronger - physically, mentally and emotionally than it will ever be.

Erin, 30

I’m a free spirited, twenty-four year old rockstar. Many people have referred to me as a human encyclopedia. I love to read and I’m
always researching something. I enjoy learning about topics like physics, quantum mechanics, biology, pharmacology and medicine
just to name a few things. In this life I choose to spread healing to all through the power of the natural world. Through music and
the wisdom of the ancients I create a world of rejuvenation by restoring whats been lost. I aim to lead a revolution of integrating
traditional healing sciences with the cutting edge that is modern medicine.

Nicholas, 24

I a man on a mission to inspire creativity, by modeling the truth in my soul. Music is my scribe that will change
the world. For music is the healing vibration in us all.

Rory, 24

Ever since I can remember I’ve had CF, but CF has not had me. Diagnosed at 4 months old I have never known any different. My lungs became
involved at 13 and I was diagnosed with CFRD at 15. As a teenager all I wanted was to be normal. Non-compliance was my middle name, I was
ashamed of my disease. I wanted to keep it a secret. Today I know my CF has given me a different perspective on life. I wouldn’t be the amazing
woman that I am today, the inspiring, tenacious, bubbly, positive, confidant young woman. I believe CF gives me the ability to see the world through
different eyes. My body is a roller coaster I can feel amazing one day and be laying in a hospital bed attached to tubes from every orifice the next.
75% of my days today consist of taking care of myself whether that means treatments, exercise, eating a balanced diet, meditation or sleep. The
other part of my life is giving back. I own a vegan certified health and wellness company and I am able to give others a new lease on life through
my business. I’ve also started an organization called Waiting to Breathe, which right now I raise money for my future double lung transplant, but it
will soon be the vehicle to help other Cysters and Fibro’s raise the money that they need to breathe again. I am so grateful for CF and the hurdles
it has caused in my life, because without it I may be another person who just takes life for granted.

August, 34

My name is Shelia Rose. I love to sing, dance, and workout. I’m a hyper, bookworm, energetic, hopeless romantic, passionate, and happy person who has
85% lung function and who has a fatal illness also known as “the pretty disease”, or medical term Cystic Fibrosis. I was diagnosed at 4 months old. My
family had no idea what CF was. I am the first in my family to have CF as far we know. I have a 2 1/2 yr. old son, who is my world and a husband in the military.
It gets tough with my health sometimes to raise my son, there’s no breaks... being a mom is a full time job. My childhood was simple, my health was the best
with 105% lung function. It’s when you get older that CF starts becoming scary and tougher. I have some days where I don’t even want to get out of bed or
it feels like a weight is on my chest. I’ve learned with CF you find your courage to keep on keeping on, for your loved ones, your cysters and fibros, your kids,
and friends because you never want to feel like you gave up. I’m beyond blessed though, I have the most perfect little guy and I helped create him! That’s
really lifes greatest feeling. My son, Matthew is perfect in every way. He’s happy, healthy, smart and just brings so much joy into my life, even on my worst
days. He even helps bring me my medicine. He’s my miracle. I have a wonderful husband who supports me in every way, takes care of me when I’m sick,
understands my CF and loves me just the way I am . In my life I’ve learned to appreciate my CF while hating it at the same time. I appreciate it because its
made me see beauty where others can’t, to live life, to always be thankful, and never hold onto grudges because life is too short to hold onto anything but
good vibes. I hate it because it takes so many lives daily, its hard to breathe, the simplest tasks are sometimes the hardest, and you can be fine one minute
and than next be gone, you never know with CF. I try to live life to the fullest because if there never is a tomorrow I don’t want to have any regrets, “life is not
measured by the breaths we take, but the moments that take our breath away”. Keep fighting my cysters and fibros, always chase happiness!
“It should kill you, but it doesn’t .Instead it leaves you wounded. Flattened. Broken. But alive. Curled up in a ball on the floor, but alive. Isn’t it odd how
great joy and great pain both draw tears from your eyes.? How love and loss both take your breath away? Such a thin line between hurt and hope. Between
tragedy and triumph. Between sorrow and strength. It should kill, but it doesn’t. Instead it leaves you stronger”. That is CF.
I want to thank the following:
My Grandma - For raising me and always putting my health first. To always making sure I had everything I needed and to all the memories
I’ll never forget. I love you.
To Big She - For always being my partner in crime and being one of the greatest people I know. I love you.
My Dad - the hospital stays, countless late chats and laughs, to getting up at 4am because I was hungry and being there for me as best as you can. I love you.
My Mom - For always being there whenever I needed you. I love you.
My Sissy - For always being the best sister and forever staying by my side. I love you.
My Best Friends - Caitlin, Mariel, Lizzi, and Jessica for all the countless laughs and wonderful memories I’ll cherish forever. I love ya’ll.
My Husband - For always being the constant in my life and being the most wonderful a husband.
I love you to the moon and back.

Shelia, 24

My name is Cristy Lopez Bird and I have Cystic Fibrosis. I am the third of four siblings and my little sister, Sarah, and I were both born
with CF. I was diagnosed at 8 months old and a life expectancy of 15years old. Growing up I lead a ‘normal’ life. I went to school, I
did all kinds of sports and overall enjoying my childhood. I just had a few more responsibilities on the side that my friends didn’t. Like
having to spend hours doing treatments during the day, having to travel to clinic every three months and having 10 day “vacations” in the
hospital every so often.
It has never been easy living with this disease but from 2008 to now it has been a nightmare. In December 9th 2008, Sarah passed
away of complications after a double lung transplant. Imagine my fear when 3 months later the doctors had to add me to the list because
my lungs had deteriorated past the point of no return. Four months I waited and finally I was called for my transplant. All went well after
the operations but 3 and a half years later my new lungs failed and was placed on the list again. I was in an induced coma for a week
and I though that was the end of me. I was so critical that it only took 2 weeks for new lungs to become available. Recovery was even
harder second time around but I fought through it and came out on top. Everything was fine for 9 months when my kidneys failed. I had
to be put on dialysis for a few months until I received a living donation from my mom. That is three transplants in a 5-year span.
Now coming up on a year since my last one I look back at all I have been through and all that I have accomplished in spite of so many
obstacles I have faced and I feel proud. I have never stopped my studies, although it has been paused and drawn out because of my
health issues. I’ve had my first real job, which I never though I would get to do and this May 2015 I will graduate with a Bachelor’s degree
in Sign Language Interpreting. I am a fighter; all who know me can testify to that, I will continue to more forward always.
I just know this, I am strong, I have fought to stay healthy, and I have come a long way. But I will say that I could have never gotten through
it without my support. My mother, father, brother and sister have been with me through everything. Family, friends, donors and their
families, nurses and doctors have been so important, vital, and deeply appreciated. Thank you to all of you from the bottom of my heart.
Having CF has changed my whole life and all the struggles that come with it made me who I am today. I am appreciative of everyday
that passes and I hope I am able to do so for many more years to come.

Cristy, 24

A normal doctor’s appointment for an ear infection thirty years ago would change my life as we knew it.
In a blink of an eye my mom was told I had a terminal illness and I would die by the time I was 14. There were so many questions
and no answers. I was her only child, how could this happen?
Time has changed, medicine has changed, and many things in my life have changed. I’ll be turning 35 this year and have
accomplished many of my hopes and dreams and keep dreaming of bigger and better things. I got the chance to get married and
have a beautiful wedding, build a house, go to college,  graduate as a cardiac sonographer, and I am now a Registered Diagnostic
Cardiac Sonographer (RDCS).
Even though the marriage did not work the way we had planned, I have now found someone to be a great support and compliments
my life! He has encouraged me to continue dreaming big! We have sky dived, we enjoy riding motorcycles, boating and
camping.  I even have my motorcycle license for 3 years now, and my own bike. We have started to travel to see the many places
I want to see.
I may not have any children, but I have gotten involved as an advocate for pit bull rescuing and animal rescuing in general and
have two rescue pitt bull and bull dogs who are my children. These are just a few of many things that my mom and family thought
they would never get to see me do or achieve.
You have to dream big and hope for the best because no one knows when the real end is.
God has a plan and he obviously isn’t done with me yet.

Kelly, 34

My Journey to CF was a long one. I was finally correctly diagnosed with CF at the age of 30, I am now 36 yrs. Old. I grew up in a very small town in NE
CT, even though I was born with lung complications and riddled with digestive issues I was always treated for severe “Asthma”. When the CF diagnosis
was made I honestly felt relieved, some may say how can you feel relieved to know you have Cystic Fibrosis. I always knew there was so much more to
the storms that raged inside my body than just asthma, finally being able to get the correct therapies and treatments helps me fight against CF in a way
I was not able to do before. It also completely transformed my life, I guess it’s like a wake up call. EVERYTHING changed, for both the good and the
bad. Cystic Fibrosis has humbled me, it has taught me so much about myself and others that I don’t think I would have ever learned without it. It was like
finally having that one puzzle piece that had been missing for all of those years, and now that I found it the picture is clear. That picture is both beautiful
and frightening all in one. Cystic Fibrosis, I have learned is a disease that takes, and not just from us but our family as well. In turn I have learned to give,
to fight with all the courage and strength I can find. To be patient and kind. I have witnessed a total transformation of my family, we have come together
and walk this journey hand in hand.
Cystic Fibrosis is a roller coaster for sure, there are good days and bad days. It can be very difficult emotionally to come to terms with the limits it sets on
your life and suddenly not being free. Life becomes full of tubes, machines, medicines, pills, scans, tests, appointments, surgeries all in the name of survival
to be honest. There is little to no room for just get up and go for the entire day unless you want to skip important therapies, which I have learned very quickly
the Piper is there to collect no matter what. But in the midst of all of this physical illness an pain is something extraordinary, and so beautiful, it’s called Life
and when your tethered to a nebulizer or oxygen tanks you take things slower which means you see more. You appreciate the days you feel well and savor
each moment, each experience. The days you feel bad you tap into strength you never knew you had. Living a positive life style is so important as we travel
this path as Adults living with CF. These are the changes I am grateful for, so when the bad days feel like I am in that roller coaster car slowly climbing the
big scary incline, I just hold on tight and know that once it gets to the top I can see the horizon, and enjoy that decent…even if just for a short time.
Being a late diagnosis from a clinical standpoint has not been kind to my body. My lungs have taken the brunt of chronic infections not correctly treated,
years of no enzymes have scarred my pancreas and left me with CF liver disease. Also all the years of steroids and corticosteroids treating the wrong
illness has now brought on Steroid Induced Cushings which has remolded me physically as if I was simply just play doh. I also have Heart Failure. But I am
still LIVING, still SMILING, and ALWAYS will!! CF will never take that away from me.

Stacey, 36

I was diagnosed with CF when I was 9. That’s considered pretty late compared to the fact that most diagnoses happen right after birth
or within the first year of living. It was hard because all of a sudden I had all these treatments to do before going outside to play, before
going to school, or even before going to bed. As much as I fought and argued about not wanting to do my treatments, my parents
pretty much told me I had to deal with it. My doctors even told me that I had to do these treatments or I would die much younger than
the average lifespan which was around 35, I think. Being told that at a young age is something that makes you realize how serious your
situation really is. I now had frequent doctor visits, 2 week long hospitalizations, and what felt like a million and one pills I had to take
every day. My friends and other kids at school started asking me “what’s wrong with you?” And I remember one girl coming up to me
and asking me if it was true that I had a disease. The way she said disease made it sound like I was contagious and gross. I would try
and answer the best I could about a disease I just found out existed and was diagnosed with. Needless to say 4th grade was a hard
time for me.
Flash forward to today and my life is so much different than what my family or I ever expected for me. It’s amazing how far research and
medicine and therapy have come since my diagnoses. I’m now 25 years old and doing fairly well with a lung function of around 60% after
being told at 9 that there was a 50% chance I wouldn’t make it passed my 21st birthday. I started a new drug called Kalydeco about 3
years ago. Because of that drug I regained lung function that I never thought I would get back and I was able to climb a mountain the
summer after starting it which is something I never thought I would be able to do. Something else I thought would never happen is that
at the end of February of 2014 I became a mom to my son Hurricane.
My son and my fiancé are definitely what keeps me going on days when I don’t even want to get out of bed because it hurts to breathe
and I sound like I’m about to cough up a lung or when I’m on a two week round of IV antibiotics and doing a simple load of laundry is a
daunting task because of my body’s reaction to the medicine. They are my reason to keep doing the hours of breathing treatments and
keep taking the numerous handful of pills a day and to do the chest therapy. I try to live a healthy lifestyle because if I don’t keep myself
healthy then I can’t be the mother or the fiancée I want to be. I want to be healthy for me and for my family. Cystic fibrosis is a part of
me but it doesn’t define me and I want to show my son that no matter what you’re told and how grim your diagnosis is, you can always
fight and be strong and exceed expectations and let nothing hold you back.

Lauren, 25

I was diagnosed with Cystic Fibrosis at birth - they checked because my sister had been previously diagnosed. I have a mild case and I
am relatively healthy.
For me, CF has not only caused lung, sinus and digestive problems, but has also hindered growth and made weight gain virtually
impossible. I am 5’ 2’’ and weigh roughly 96 - 102 pounds. I feel very fortunate that my lung function base line is 70%. I work full-time
and don’t have many restrictions. I get hospitalized about every year and half. I love going to the beach, reading and riding my bike. I try
to just live my life as normally as possible. I do struggle with being compliant with my medicine and would like to add exercise to my busy
schedule. I take each day as it comes: one step at a time!
My sister Heather was the only one that really understood. We were born two years apart and you could never tell by looking at us that we
were sick. It was hard for me growing up because CF affected me differently than my sister. CF caused many complications for my sister
and she was constantly admitted into the hospital. At the age of 20, she was on a lung transplant list and a year later received her new lungs.
Shortly after her double lung transplant she went into rejection. She lived for about a year after her transplant. Watching Heather made my
disease all the more real for me, and worries me. But at the same time her story gives me the strength I need to fight for my life and my future.
I miss my best friend and sister, but I know she isn’t suffering anymore and she would want me to keep fighting. I fight for her.
Some days it might be all I think about, but other days I barely even notice I am sick. The blessing I have from living with CF is taking each
moment in and living for the NOW.

Carmen, 32

My name is Kristen Thomas. I was born and raised in Brandon, MS. I was diagnosed with cystic fibrosis when I was 5 days old.
My doctors told my family that I would not live past the age of 5. When I turned 5, they said I would not make it to 12. I am now 34
years old and have beaten all the odds! I had a normal childhood. I wasn’t hospitalized a lot, but I did have medications I had to take
daily. Taking enzymes with every meal, antibiotics, breathing treatments, and trying to stay healthy was basically my life. I graduated
high school and went to college for a few semesters. As I got older, my illness got worse. I was hospitalized more and more. At the
age of 32, my doctors told me that my CF was so severe, that they did not think I would not make it another year without a transplant.
On March 9, 2012, I underwent a successful double lung transplant at Ochsners in New Orleans, LA. While I was in NOLA, I met
another CF patient going through the same thing. His name is Jason Johnson. He had his transplant a week after me. I am happy
to say that we have been together since then and are now engaged to be married!
Breathing with new lungs is a miracle from God. And also my donor. I am so glad that I got a second chance at life. Even if it is
only a couple of extra years added onto my life, it was so worth it. I can now wake up every morning without coughing all the time,
talk without gasping for air, and I can live each day with a smile on my face! Life with CF is not easy. It is an ugly disease. So have
FAITH in the doctors. Have FAITH in God. And most importantly....have FAITH in yourself! I’ve always told myself to live everyday
to the fullest. I always have and I always will!

Kristen, 34

Hi my name is Jason Johnson. I was diagnosed with Cystic Fibrosis at 5 weeks old. Living with a terrible disease like CF is not easy.
Your daily routine consists of taking handfuls of medication, breathing treatments, and sometimes you will need to be hospitalized. I
was fortunate enough to not be hospitalized very much growing up. It wasn’t until I grew older that I got much sicker and required
more hospital stays. My lungs were in bad shape and I was on 4 liters of oxygen all the time, I was in need of a lung transplant. On
March 17, 2012 I received a double lung transplant at Ochsner’s in New Orleans, La. I met an amazing woman at Ochsner’s, her
name is Kristen Thomas and our transplants were 8 days apart. We got engaged in December of 2013 at a New Orleans Saints
game. I’ve been asked by friends and family if I would go through the transplant process again, and my answer is definitely. There’s
one thing I know about people living with CF and that is we won’t go down without a fight!

Jason, 29

My name is Kelly Fillback I was born November 14, 1980. I was diagnosed with CF at 8 weeks old. The life expectancy at that time was
13 years old. I have been very blessed with my health. I have thankfully never been hospitalized for a “tune up”. I take very few meds and
do my Vest once a day and my nebulizer twice daily. I live by two rules…I never complain about my health and I promised to never feel sorry
for myself. Those rules have allowed me to establish a career that I am proud of and a life full of memories that I wouldn’t trade with anyone.
I am now 33 years old and my goal is to live a very full normal life. I have two dogs and hope to have a baby in the very near future. My
hobbies are simple, I love going out to eat and trying new foods and traveling the world. I hope to one day see part of all the states in the
United States. Both with family and those friends whom I consider family. One day I would like to be a beacon of hope for young adults
with CF or anyone with a loved one that suffers from this disease.

Kelly, 33

I am many things in my life. I am a son to my parents, Karen and Daren. I am a student at Dayton’s Wright State University. To my
employers I am but a lowly intern, learning Geographic Information Systems. I am fortunate enough to be called “friend” by some of
the greatest people I have ever met. To some others I am a patient, someone to be watched and cared for. But to myself, I am just
me, Alec Marshall.
Yes, I have Cystic Fibrosis, but it is not who I am. It remains just another band on the spectrum of my life, and while it may command
great attention and require tireless effort, it does not outshine who or what I am.

Alec, 21

Eventually a project like this becomes a team effort, and without everyones’ support and dedication it would not have happened. I feel truly blessed
to have all of you involved, helping to make a difference. Thank you to everyone that actually took part in this project. Meeting all of you has been so
rewarding, and this book is as much yours as it is mine.

Thank You...
BEF
Many people have asked me “Why make this book? Why take time out of your regular photography business to do this - essentially for free, spend
time away from your family, travel all over - just to pursue this project?”
Besides the obvious reasons that I’ve always stated - to raise awareness for Cystic Fibrosis and change the public perception of CF, change the face
of Cystic Fibrosis from being strictly a childhood disease, and to raise awareness for organ donation - it’s also to talk to that one specific child. Maybe
this child is only 12 or 13 years old, just hitting his or her teens. Maybe she is old enough now to see the bigger picture, how this disease affects her
life fully and completely. He is frustrated he can’t be out with his friends. Maybe the frustration makes him non-compliant with his medications and
treatment. All she see’s is a dark tunnel ahead, a bleak future. I want this book to be a testament of hope, to show young adults there is a future living
with CF, a future of thriving in spite of this disease. I want those growing up with CF to read these stories, the personal journey of others, that have
paved a path for success with CF, a path for others to follow. There is hope. Hope for a longer life than any of us have ever imagined.
If one young adult reads this book, and has faith their restored, then all the hard work will have been worth it.
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