A Collection of Stories
HONORING

Cystic Fibrosis Caregivers

This book is dedicated to

AL L TH E CAR EG I V ERS
who bring love and compassion
to people living with
cystic fibrosis (CF).

THIS BOOK
IS MADE
WITH
.

At the center of caring is love, a force that drives us to go above and
beyond for others. Caregivers to people living with CF demonstrate
this daily with their compassion, dedication, and hours spent taking
care of loved ones.
This collection of true stories captures never-ending love and
devotion, through the good days and the bad. Whether you have
CF, love someone with CF, or are just learning about CF, throughout
all of these accounts, there’s one universal truth—CF caregivers are
true heroes.

To CF caregivers everywhere—THANK YOU.

Jen’s
NOMINATED BY FRIEND TARA
Washington, D.C.
My friend Jen’s son was diagnosed with CF in the hospital at birth. From that day on, she became her son’s
biggest advocate, caregiver, and fan. She took on the full responsibility of Michael’s care, all the while
ensuring that he lived the most normal, non-CF-focused life possible.
But Jen hasn’t stopped there. She is a true activist in the CF community, attending multiple CF events
annually, sponsoring a team at the CF walk in Philadelphia annually, and even speaking to her senators in
Delaware and Washington, D.C., to help other families with CF have a better chance of survival.
Jen has made her life’s work around providing Michael the best care possible. When Michael found a love
of running that helped increase his lung function, Jen was right there with him—first riding a bike and now
running along with him. Jen even kept on as World’s Best Caregiver
while enduring her own battle with thyroid cancer.
To say that she is selfless is an understatement. To say that she is
an amazing mother, caregiver, and voice for CF is a fact. Thank you
Jen, for inspiring me and teaching me about CF. Michael is so very
blessed to have you in his corner.
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“To say that she is selfless
is an understatement. To
say that she is an amazing
mother, caregiver, and
voice for CF is a fact.”
MICHAEL, JEN, TARA, AND TARA’S SON SEAN
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Kelly’s
NOMINATED BY FRIEND SHANNAN
Florida
My caregiver and I met 3 years ago. We moved to the same area just days apart. Our dogs introduced us.
Kelly learned that I had CF and read and researched until she had a very strong knowledge of the disease.
I was 50 years old when we met. I’m pretty healthy for someone with CF. Being pretty healthy wasn’t good
enough for Kelly. She knew that I could be even better. With her encouragement, I became more proactive
in my care. She made charts that were inspiring, and she organized all my meds and nebulizers on a rolling
cart so that everything was conveniently located. No more excuses!
What sets her apart from everyone else is her heart. Kelly
has raised over $20,000 in one year fundraising to find
a cure for CF. After meeting me and others with CF, she
realized the importance of being a donor. On November 8,
2017 , she gave the gift of life to her dying brother. He was
in end-stage kidney failure, and she was a match.
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KELLY AND SHANNAN

“Being pretty healthy
wasn’t good enough
for Kelly. She knew that
I could be even better.”
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Two months after we said “I do” (and the first week of my senior year in nursing school), my husband

Adam’s
NOMINATED BY WIFE MADISON
North Carolina

awoke to find me gasping for air and turning blue. He rushed me to the nearby emergency room and
held my hand as the doctors intubated me for the first time. For four days, my young, newlywed husband
sat at my bedside, watching me on life support—often neglecting his own needs so that I would have a
continuous advocate. Without prompting, my husband called his recruiter and explained that he would not
be enlisting after all, explaining, “My call of duty is my wife.”

I have always been, and will continue to be, inspired by the way Adam loves so sacrificially, putting the
needs of others before his own, and the pride he takes in his role of spouse and caregiver. How radically

My husband, Adam, and I met in summer camp as young children and began dating in high school.

different the world would be if we could all care for others the way Adam does.

Although my husband was aware that I had cystic fibrosis, he did not come to understand the full
implications of my diagnosis until my health began to decline in college and I was forced to medically
withdraw my second semester.

Knowing that completing my degree was at the top of my priority list, Adam, who was still only my
boyfriend at the time, took it upon himself to work full-time in order to pay my living expenses so that I
could return to school and focus solely on my studies. When I found myself in the ICU later that summer,
he slept on the floor beside my hospital bed with nothing but a sweatshirt for a pillow, all to ensure I would
never spend a second alone.

Though my husband had shown his commitment to caring for me time and time again, the moment that
stands out to me the most came two months after our wedding. Adam had long dreamed of joining the
Navy to serve our country, like his father before him. His childhood bedroom was plastered with Navy
SEALS posters, and he had his sights set on obtaining that trident. He had filled out all of his enlistment
paperwork prior to our wedding and was set to be sworn in a few short months afterwards, but, as it often
does, cystic fibrosis had other plans for our life.
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“My husband called his
recruiter and explained that
he would not be enlisting
after all, explaining, ‘My
call of duty is my wife.”
MADISON AND ADAM
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Richard ’s
NOMINATED BY WIFE DEANA
Florida
Our daughter, Faith, who was diagnosed with cystic fibrosis as a baby, runs half marathons! She’s our rock
star! Meet the unsung hero behind her success. When your child is diagnosed with something like CF at 18
months old, accepting it and deciding on the next course of action is a process.

My husband Richard’s process was to read and investigate what the successful patients were doing that
was different. His conclusion was running. He decided that she needed to be a runner before she was
2. There was a problem, besides the fact that she was 2. Neither of us were runners. So, 14 years ago,
this man became a runner for her. In the meantime, he’s
completed many half and whole marathons and a 50k trail
race. Every mile has been for Faith. Not only did he become
a runner for her, but he did it early on. He wanted her to
always think of running as “his thing” that they now share.
He never wanted her to think of it as just another thing she
had to do for her CF. Rock stars rarely get to the top without

“Rock stars rarely get to
the top without great
managers. This man is the
greatest one of all to me!”

great managers. This man is the greatest one of all to me!
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DEANA AND RICHARD
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Jill ’s
NOMINATED BY DAUGHTER JESSICA
Kentucky
Our son was diagnosed with CF six days after birth. My husband and I both work full-time. Our “plan” prior
to Luke’s birth was that he would attend daycare after being home with me for 12 weeks. After we received
the diagnosis, our world turned upside down.

My mom, who herself has battled multiple sclerosis since her twenties, made the courageous decision to
move two and a half hours away from her home and her husband to make a new home and help care
for Luke full-time while Joey (my husband) and I both worked, so that we could afford insurance and the
care Luke needed.

Luke is now 11 years old, and my mom, Jill, Luke’s “Mum,” is still going strong, watching him and his sister
Emma every day after school. She makes sure that he has a fattening snack with his pancreatic enzymes,
and does his breathing treatments and his vest before we get home from work every day.

Eleven years later...how do you thank your mom for picking up everything and moving to a new city to help
take care of your son? My mom is truly an inspiration. She is an amazing caregiver. She exemplifies the
definition of a mother’s love. She is our angel, and we are beyond blessed to have her as our “Mum!”
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“She exemplifies
the definition of
a mother’s love.”
JOEY, JESSICA,
DAVID, LUKE, EMMA, AND JILL
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Lisa’s
NOMINATED BY DAUGHTER AMBER
Florida
I would like to recognize my mom, Lisa, who is an amazing woman. My mom found out at the young age
of 20 that her firstborn (me) had CF. She made it her mission in life from that day on to be the ultimate
caregiver. Doctors’ appointments, around-the-clock therapies, spending extra time on chest physical
therapy to keep my lungs clear—she did it all.
My first hospitalization for an exacerbation (tune-up) was in 2016; I was 30. My
mom is the reason I stayed so healthy for so long. My mom has been widowed
twice. Watching her go through the grief of losing her spouse—not once, but
twice—was heart-wrenching. She kept going, kept pushing on, and made sure
that everyone was taken care of; she didn’t skip a beat.
Now I’m a 33-year-old mom of one and on the verge of a lung transplant.
Mom, of course, has been assigned as my primary caregiver. She watches

“My mom is the
reason I stayed so
healthy for so long.”

my son while I work (from home) and still makes sure that I keep on top of
my therapies. She still accompanies me to my CF appointments, to have that
second set of eyes and ears to catch things I may miss, which is so helpful.
She’s strong, determined, and keeps me going. She truly is an amazing mother
and caregiver—I couldn’t ask for more.
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AMBER AND LISA
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everyone treats me normal—whether it is family members, friends, coaches, or teachers. It’s important for
people who have CF to be treated normal just like everyone else their age. She has never held me back in

Erin’s

any way and always kept pushing me to reach my dreams.
Emotional support is something that every person with CF needs. My mom is my emotional support
system. She is willing to drop everything that she has going on in order to just sit there and listen
whenever I am feeling down or angry about my health. I am beyond thankful to have a mom that is willing
to give up everything to help make my life easier. She goes above and beyond for everyone in her life and

NOMINATED BY DAUGHTER MAGGIE
Indiana

is willing to do whatever it takes to make people happy.

For helping me order my medicine, staying in the hospital with me almost every night, and coming to
numerous amounts of doctors’ appointments, my mom is the one who deserves to be recognized. My mom
is the strongest and most inspiring individual out there.
I am the only person in my entire family that has CF, but my mom made sure that when I was diagnosed
that she would learn every aspect of CF that she possibly could. She continues to look into therapies and
drugs that could benefit me the most and always asks questions at my appointments, ensuring that my
doctors are giving me the best-quality treatments. She not only works day in and day out on keeping me
healthy, but she is also the rock to our household. She
maintains the household chores, makes sure that we have
food on our plates after a long day, and even volunteers
several times a week.
My mom is very supportive and pushes everyone to be
the best that they can be. She has supported me in every
decision I have ever made and has never held me back
because I have a lung disease. She has made sure that
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“Emotional support is
something that every
person with CF needs.
My mom is my emotional
support system.”
MAGGIE AND ERIN
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Janet ’s
NOMINATED BY DAUGHTER SARAH
Georgia
Hands-on care isn’t what everyone needs, and nobody understands that better than my mother. We knew
from the time I was 5 months old that I had cystic fibrosis and that my life would look different from those
around me. It’s often easy to look at children with CF and feel sorry for them, but my mother refused to
let me be a sob story. Her willingness to talk about the implications and realities of CF may have made me
grow up a bit faster than my peers, but it also gave me the knowledge and tools I needed to successfully
care for myself as I went through my teenage years onto adulthood.
My mother knew every single treatment by heart: the dosage, time of day for administration, and even
when I needed a refill. But she also knew that doing everything for me would never make me functional
in the real world. My nights of at-home IV infusions included her showing me how to keep dressing sterile
and how to get air bubbles out of the tubing. She was knowledgeable, but had the wisdom to teach

“...my mother is always
there for any questions
or help I may need.“

instead of do.
To this day, my mother is always there for any questions or help I may need. When my health made it too
difficult to continue working, my mother didn’t hesitate to help me move home and make sure I was okay.
She also didn’t hesitate to tell me to get a different job and go back to school, because she knows I’ll only
succeed if it I do it for myself. She may not be the coddling type, but, as a teacher, there is no one better.
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JANET AND SARAH
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Ginney’s
NOMINATED BY MOTHER GINGER
Florida
My granddaughter with CF, Holly, will be 4 in March and has only been hospitalized once. My daughter
goes the extra mile to give her the best life possible.
Ginney has raised thousands of dollars every year through
fundraising to help not only my granddaughter, but also
others with CF. This is a huge task to take on, and she does it
from her heart to help raise awareness for CF.
Having a child with CF can be challenging. My daughter
homeschools her other, non-CF child in order to keep her
from bringing home germs to Holly. My daughter doesn’t
keep Holly in a bubble, but she does everything she can to
keep her healthy and doesn’t mind the sacrifices she has to

“MY DAUGHTER
GOES THE EXTRA
MILE TO GIVE
HOLLY THE BEST
LIFE POSSIBLE.”

make. So I feel she’s an outstanding caregiver.
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GINNEY AND HOLLY
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Janet ’s

“MY WIFE, JANET,
IS MY SUPPORT
SYSTEM FOR
ME DEALING
WITH CF.“

NOMINATED BY HUSBAND JEFF
Florida
My wife, Janet, is my support system for me dealing
with CF. She wears many hats in dealing with my
disease. When I was unable to work due to being in
the hospital so often for lung infections, she became
the breadwinner. She made sure that I went under her
health insurance policy for my medical benefits.

I have been to many hospitals, from Florida, to Denver,
to New York. She always goes with me, even rents a
hotel room nearby to be with me. I have good days and
not-so-good days. I have spent many of nights sleeping
on the bathroom floor vomiting my brains out, and she
helps get me up and into bed. Many a night she is up at
3 a.m., changing the bedsheets from me being sick.
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JANET AND JEFF
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Her love for all things Anna, Elsa, Belle, and other princesses.

Amber’s
NOMINATED BY MOTHER TERRY
Ohio

Her love to belt out, “Holy! Holy! Holy!” at the top of her lungs while shopping at Kohl’s.
Her love to entertain the neighborhood as she and her brother scream/sing, “Oh, this is the
GREATEST SHOW!”

“Her mom has done
everything in her power so
that this disease doesn’t
overshadow their lives.”

At just 1 week old, our granddaughter was diagnosed with CF.
CF? This was not something that we were prepared for or ever expected; the shock of it shook our world.
My daughter began one of the toughest journeys for a mother to ever face, and I still stand in awe of
her tenacity, courage, determination, honesty, hopefulness, and resilience from day one. My daughter is
a Type 1 diabetic, so she knows a thing or two about having limitations placed on you – thinking about

Her love to proclaim, “This girl is on fire!” after she used the training potty.
Her love for adventure in jumping off the diving board for the first time at swimming lessons.
Her love for using a Sharpie to make polka dots on her baby brother’s head.
Her love for tea parties with her aunt, Rachel.
Her love of reading books with Papa.
Her love of baking with Nana.
Her love of playing “The Incredibles” with her brothers (she plays Violet!).
Her love of Saturday morning breakfast out and library trips with Daddy.
Her love of watching “Gilmore Girls” and going to the coffee shop with Mommy.
Her love for holding a candle by herself at the Christmas Eve candlelight service.

what you’re eating all the time, carrying around equipment that is vital for your life, dealing with insurance
companies about coverage of medicines, the bad days of living with it when you hit a tough spot (and
getting over it) and trying to educate others who say, “You look fine on the outside.”

The gift to be a person first – and, especially, to be a kid – often
gets lost when someone has a diagnosis like CF. Her mom has done

TERRY, AMBER, AND
SISTER RACHEL

everything in her power so that this disease doesn’t overshadow their
My daughter has always believed that we look at the person first and the disease second. This disease
does not define you, and this same principle has been carried out as they raise Belle, a feisty, spunky girl
with CF. You have to do this just right so that the right stuff comes first in Belle’s life:
Her love for playing baby dolls comes first.
Her overwhelming love for her brothers comes first, and often with some pretty super tight hugs.
Her love for marshmallows will not be denied.
Her love for sparkly shoes and twirly dresses is eternal.

lives, and has dealt with it all in a tremendous display of grace and
balance. Hospital visits for check-ups, learning about awful words
like “pseudomonas”, following routines of breathing treatments and
percussion therapy, dealing with malabsorption on a second birthday,
and holding a crying toddler and stroking her back until it’s all
better. Mothers are unsung heroes, but mothers of a CF child are a
treasure, and carry burdens and responsibilities often beyond others’
comprehensions. They need our support, hugs, prayers, and thanks.
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Charles’
NOMINATED BY WIFE REBECCA
Alabama
My husband, Charles, is an angel on Earth. He
protects me from anything that will harm me
because of my CF. He guards me against germs
and viruses as much as humanly possible. I am
66 years old, and he has protected my life with
his own. I would not be alive today without his
love, patience, care, and devotion.

“I would not be alive
today without his
love, patience, care,
and devotion.”
28

REBECCA AND CHARLES
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the endless amounts of snot found in any CF household – all while sometimes working two to three jobs.

Amanda’s

I don’t know how she does it, so when I say that Amanda is one of the hardest-working women on the
planet, THAT is an understatement.

I am inspired by Amanda’s drive, determination, and the love that I see she has for her family. She
takes this CF caregiver/Mom life with a grain of salt (and sometimes a margarita or two), and she never
complains. All the while, I know, she’s always thinking about the hand her girls have been dealt. She

NOMINATED BY MOTHER BETH
Arkansas

remains steadfast in her faith, knowing that God has this, and He only gives us what we can handle. Her
heart is full of emotion about their future, quality of life, and life expectancy – yet she remains hopeful

My daughter, Amanda, is the very proud mother of four beautiful children. The two oldest suffer with cystic

for that cure.

fibrosis. My granddaughters, MaKenna, age 11, and Madison, age 10, have only known a life of treatments,
medications, doctors’ appointments, and hospital stays. Amanda is the role model that gets them through

Amanda is proud and modest, and she’s one of the

their day-to-day routine.

most caring and compassionate people you will ever

AMANDA AND BETH

meet. She fundraises, she’s active in the CF community,
Each and every day starts early, as any CF family knows; it becomes the norm without a second thought

and she mentors other young CF mothers she’s met on

given. It’s all-consuming and frustrating but a life necessity. Amanda has instilled the importance of this

social media and in-person. She’s protective, genuine,

routine in a way, the two little girls can understand. They talk about CF – she’s explained to them how

spiritual, and the kind of friend everyone wishes they

each medication helps them and what they are for. They know what happens if they miss a treatment or a

had. She’s the kind of daughter I’m not sure I deserve.

medication, and they know what it does to their bodies.

As I sit here with tears in my eyes writing about all the
wonderful things that are Amanda, I smile, and can’t

So, while MaKenna and Madison go throughout their day,
Amanda is in the background doing Mom stuff AND CF Mom
stuff. She’s making sure that the girls have enough medication
and sterilizing nebs, making doctors’ appointments, arranging
schedules so that everyone gets to and from their school
activities, and, of course, picking up Kleenexes and wiping up
30

“I don’t know how she does it,
so when I say that Amanda is
one of the hardest-working
women on the planet, THAT
is an understatement.”

help but be proud myself for the wonderful woman,
wife, daughter, and mom she has become. I probably
don’t tell her enough how proud I am of her, or that
I love her more than life itself, but I know that she
knows. She’ll be humbled by any recognition (she’s
selfless like that), but she is so deserving.
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Willow’s
NOMINATED BY SON MILES
Idaho
My mother, Willow, is the best caregiver I could have asked for. When I was diagnosed at age eight she
stepped up to the plate and took the responsibility to ensure that I lived the best life I could. Every time
I got sick, my mom was there to help me in any way that she could. She spent weeks on end with me in
the hospital, several times a year – always being there to talk to the doctors and learn what needed to be
done. After several years of fighting my CF, my mother decided to do more – she decided to go back to
school to study respiratory therapy.

When I was 18 years old, I was able to see my mother graduate from Indiana State University. This was
a proud moment in my life, knowing that my mom was able to help me fight through my trials while she

“Willow is a true
caregiver not just to
me, but to everyone
she meets.”

fought through her own – studying hard to obtain a degree in the field that had made it possible for me to
live a longer and better life.

My mother is a hero in my eyes. She didn’t let my disease become a disability – she made it a strength and
made it her life. She is now a practicing respiratory therapist at two different hospitals. I owe my life to my
mother because she made me fight even when I didn’t want to. She taught me that life is worth fighting
for, and that, just because I have different trials than others, it doesn’t mean that I can’t do what they do.
Willow is a true caregiver not just to me, but to everyone she meets.
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MILES AND WILLOW
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Valerie’s
NOMINATED BY GRANDFATHER IRV
Florida
Since my granddaughter, Jessica, was diagnosed with CF 21 years ago, my daughter, Valerie, has provided
emotional and therapeutic support to her in ways that go well beyond the usual care expected of a CF
parent.

She has become an advocate and voice for CF fundraising on local, state, and national levels – planning
and sponsoring creative, informative events that successfully capture the attention of many who then
contribute and join the search for a cure. Valerie has not only helped her daughter manage and cope with
the daily medications and therapies, but she also instilled in her the confidence to become a powerful
spokesperson for what it is like to deal with this disease, while staying aware of the progress made.

Valerie makes it possible for my granddaughter to become
an independent and self-sufficient adult who won’t let go of
hope for finding a cure for CF.
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“She has instilled in
her the confidence to
become a powerful
spokesperson.”
JESSICA AND VALERIE
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When I look at my sister, I not only see her strength, I see her courage. She never complains and is always

Megan’s

trying to encourage me. You see, I also have a CF baby (we took the whole twin thing to the next level). I
really don’t know what I would do without her constant support and encouragement. She never acts like
having two babes with CF is harder, or makes my worries feel small. I am so thankful that we can share this
journey together, and I can’t imagine that anyone else could help me more. Most of the time, her courage
and sacrifice go unnoticed. Sometimes being a parent is like that, but I still wanted to take a moment to
tell her how amazing I think she is.

NOMINATED BY SISTER MEREDITH
Maryland
My twin sister is my hero! She is the mom of two beautiful little girls who both have cystic fibrosis. I’ve
never known someone who has more strength than her!

When Megan found out that her first little girl, Teagan, had cystic fibrosis, she was also dealing with
Teagan’s other health issues that left her in the hospital for her first year of life. She was in a small hospital
room, day after day, caring for her baby, yet never chose to complain as life continued around her. She
seemed just to take the news of cystic fibrosis in stride, and started her journey as a CF mom.

My heart broke for her when she found out that her second beautiful little girl,
Skylar, also had cystic fibrosis – but again, she didn’t seem to let it get her
down. She takes each day as it comes with the treatments, multiple doctors’
appointments, tests, and all that comes with being the mom of two babes
with CF. She never shows them how worried she is at times about their health,
instead showing them what true strength looks like. She also works as a nurse
caring for her own patients, yet still manages to help her own two girls stay
as healthy as they possibly can. She is actively involved in fundraising for her
36

MEGAN, TEAGAN,
AND SKYLAR

“When I look at my
sister, I not only see
her strength, I see
her courage.”

girls, and has been cycling for CF since they were born.
MEGAN AND MEREDITH

37

Marshall ’s
NOMINATED BY MOTHER MARIAH
Missouri
My caregiver is my son, Marshall. He is only 2 years old, and can’t walk in a straight line, talk in complete
sentences, or even feed himself half the time. But, even though I’d usually be the one with the title of
caregiver, he is the one who really gives me the drive to keep going. He helps me put nebulizers together.
He helps cook and clean. He brings the sunshine to the day with the smile on his face. He makes it all
worth it. He makes it fun. My 28-pound hero - who loves eating corn dogs, watching Elmo, and picking up
every bug he spots - is the reason I breathe easy.

“My 28-pound hero
is the reason I
breathe easy.”
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MARIAH AND MARSHALL
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It’s inspiring that, in the midst of obstacles, he continues to step up to show support for me, and also is

Spencer’s

always willing to make financial sacrifices so that I can have the best care possible. I am blessed to have
such a supportive husband who puts my needs above his own. No matter what. I can always count on him
being there.

SPENCER AND JESSICA

NOMINATED BY WIFE JESSICA
Wisconsin
My husband, Spencer, provides the utmost support and care for me—not only when I am very sick, but also
when I am well. He always supports my adherence to my treatments and plays an active role in going to
all of my CF appointments. I am always at the top of his priority list, especially when I am sick. He takes off
work to stay with me at all times when I’m in the hospital, and makes arrangements for others to take care
of our dogs and home needs when I am hospitalized.

He has always been my voice in the corner advocating for my wants and needs when I am unable. I have
learned over the years that, while I am the one physically going through medical interventions, the person
in the corner (often a spouse or parent) has just as difficult of a role—and often a more emotionally difficult
role. Spencer will bathe and dress me when I am unable to, as well as take care of all the other household
duties—on top of working full-time—when I am sick.

He makes sure to provide the best quality of care for me in the comfort of my own home so that I don’t
have to stay in the hospital any longer than absolutely necessary. His support and assistance allow me to
do as much outpatient care as possible, to be able to remain in the comfort of my own home. He knows
how to provide “tough love” when I need it, but also has a caring side.
40

“He has always been my voice
in the corner advocating for
my wants and needs when I
am unable.”
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It is my mom who has taught me everything I know about patient advocacy, about tenacity, about
resourcefulness, about caring for the world, and about believing that change is up to us. It is my mom who

Liza’s

has taught me about love and about the ends of the earth we’ll travel to, to help and care for the people
we love—she demonstrates this every single moment of every single day of my life. I am alive today and I
have the will to keep fighting this vicious disease because of the unrelenting, boundless, and unbelievable
love, devotion, and commitment of my mom.

NOMINATED BY DAUGHTER EMILY
Pennsylvania

Life with CF is hard. We’re forced to endure unbelievable amounts of pain, restriction, fear, uncertainty
and loss—always loss. Growing up with CF (and also with a sister with profound non-CF special needs who

It was my mom who drew on her mother’s intuition and knew that, when I was a newborn, my cough
was not a healthy one. It was my mom who scoured medical books and found this disease called “cystic
fibrosis” and learned that if you licked the skin of the child, it tasted salty. She licked my skin, and, indeed,
it tasted salty. She pushed the doctors to do a sweat test, and, sure enough, I was diagnosed with cystic
fibrosis at the tender age of 6 weeks.

couldn’t walk or talk), our lives were often dominated by sickness and suffering. We endured because of
the spirit of my mom.

Despite all the sickness, we’ve traveled to Utah and Colorado, to Hawaii and Italy. I remember being
discharged from the hospital after a two-week stay for IV antibiotics, and my mom allowing me to go
directly to the airport to travel to see my best friend in England. As a kid, I remember hauling IV antibiotics
on our summer vacations to Utah and Colorado, coordinating
with homecare agencies all across the country. Throughout,
my mom made sure that our lives were punctuated with
happiness and fun, and I believe that is what kept us afloat
and gave us a reason to keep fighting hard.

“She is my role model
and my conspirator,
my moral compass,
my partner in crime.”

I owe everything to my mom. She is my role model and my
conspirator, my moral compass, my partner in crime in Emily’s
Entourage, and my very best friend and secret weapon in
the world. Though she never wants it, there’s nobody in the
universe who deserves recognition more than she does.

42

LIZA AND EMILY
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In high school, Emily wanted to participate in marching band. Amy did not think it was best for Emily’s

Amy’s
NOMINATED BY SISTER TRACEY
Texas

health, but she wanted her to have the experience. She took time to talk to the band directors about
what Emily would need, made sure that Emily had Gatorade and salted water to reduce dehydration, and

“Amy stood up to him
and told him that’s
what was best for
Emily and the family.”

helped do treatments at odd times and places.

When Emily went to college an hour and a half away, Amy would drive to pick Emily up and take her to
doctors’ appointments back home, so that Emily wouldn’t have to drive herself and she could study in the
car. If Emily needed IVs, Amy would spend several nights on her dorm room floor so that Emily could get
good sleep and do well in school.

I am nominating my sister, Amy. She is one of the most selfless people I have ever known. Her daughter,
Emily, was diagnosed with CF at 2 weeks old (she is now 26). Since that time, Amy has done everything she
could to give Emily a “normal” life. Emily has a twin sister who does not have CF. Having infant twins is a
task in and of itself, but add in Emily—who needed specialized (and expensive) formula, extra feedings,

Even though Emily is now working four hours away from her, Amy still continues to go to doctors’
appointments and help with IVs—still wanting Emily to have a “normal” life. I only live an hour away and
offer to help, but Emily really wants Amy there, and Amy wants to be there with her.

and breathing treatments—and the task seems almost impossible. It would have been easier to skimp on
feedings or treatments, but Amy knew how important every calorie and breathing treatment were. Three
years later, they added a son to the family.

Amy is a CPA and could be making much more money than she currently does, but she chooses to work
part-time so that she can be available for Emily. In addition to caring for Emily, she gives just as much time
and attention to her other children, her husband, and

As the children grew, CF was just part of life. Hospitalizations were hard with kids in two places. But Emily

her friends.

never spent an hour without a family member with her. Amy did slip away from time to time to spend
time with her other children, but she always wanted to be there when Emily’s doctors came by. Whenever
possible, Emily’s family opted for home IVs. When Emily was little, a doctor tried to dissuade them from
doing home IVs, but Amy stood up to him and told him that’s what was best for Emily and the family. They

Amy inspires me because she works tirelessly to take
care of Emily and encourages her to be as healthy as
possible, while making financial and physical sacrifices.

have been amazing keeping up with the schedules and managing without sleep. When Emily was on IVs in
school, Amy would make trips up to the school as needed to make sure she got her medicines on time.
Amy has never been afraid to push doctors to try new things with Emily. She has never been one to just
accept a decline as a “new baseline” without trying to fight for improvement.
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Francy’s
NOMINATED BY AUNT DARLA
Wisconsin
Francy is a mother of two young children. Her daughter was diagnosed with CF shortly after birth. As
a registered nurse, she immediately began educating herself on CF to ensure that she would get her
daughter the best possible care needed. Working full-time is not always easy for her, but is necessary to
ensure health insurance coverage. Her days start very early with her daughter’s treatments, getting the kids
off to school, and then going off to work herself.

Francy works closely with the school nurse and teachers to make sure
that her daughter gets the necessary treatments and medications while
attending school. Despite her busy life, it is very important to Francy
and her husband that both of their children are able to participate in
activities that they enjoy—such as soccer, gymnastics, bowling, and
camping. Francy is the most loving and giving person that I’ve come to

“Francy is the most
loving and giving
person that I’ve
come to know.”

know. And that radiates to everyone she comes in contact with.
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I’m thankful for his strength, his faith, his tenacity, his diligence, his presence. I know that I could not do
this disease on my own. And I’m thankful that even though he knew what CF would mean for his life (as

John’s

well as mine), he married me anyway. I’m thankful for the beautiful life we have.

NOMINATED BY WIFE HOLLY
Wisconsin
Beginning with our rather comedic first date, John knew that my CF would require his involvement and
care. Over the last 19 years of marriage, he has never once failed to set his own needs aside to meet mine.
Despite his own daily battles with severe depression, he always gives whatever is needed to help me fight
my battle. Even with a 16-year-old daughter who also needs his attention and care, he is always there for
both of us—even when I am hospitalized for weeks at a time. This year has been a particularly difficult one
for my health, and we’ve tackled every setback together.

I love the way he loves me and how he’ll wrap his arms around me and pull me in when I just need to cry
out my fear or frustration. I love that he never begrudges having to take me to yet another appointment
when I’m not well enough to drive myself. I love how we’re able to
turn a trip to the doctor into a date, just because we are together. I
love that he always allows me the freedom to feel as well or as poorly
as I am, and for me to do as much or as little as I’m able. I love that
he sometimes knows my health better than I do because he studies
me. I love the way he’ll protect me from doing too much when he can

“I love how we’re able to
turn a trip to the doctor
into a date, just because
we are together.”

see that I’m really not up for it.
48

HOLLY AND JOHN

49

Vanessa’s

“The truly amazing
part is that Vanessa
accomplishes all of this
with joy in her heart.”

NOMINATED BY FRIEND BECKY
Minnesota
I have known Vanessa for over 20 years. We were college roommates, and remain friends. When Vanessa’s
daughter, Olivia, was born with CF, I had no idea what it was. That’s part of what is amazing about Vanessa
as a caregiver; she is a wonderful advocate and educator about this disease.

Vanessa’s husband works out of state, and she has a full-time job. They also have another daughter, so
schedules are full and life is busy. When you add in the caregiving routine for a child with CF, life becomes
very overwhelming—especially when you live in a rural area and have to travel to the hospital and clinic
often. Somehow, she manages to take amazing care of both of her daughters, work, take care of their
home, get them to all the activities they are in, and provide every single necessary treatment to Olivia.
Now, all that may sound like just the life of a mom with a kiddo who has CF, but the truly amazing part is
that Vanessa accomplishes all of this with joy in her heart. Even when Olivia is hospitalized, or things don’t
look very positive, she remains a calm and faithful mother and caregiver.

As a mom myself, I know how challenging life can be—it gets me down sometimes; it gets us all down
sometimes. But, in the face of everything that has been thrown at her, Vanessa remains faithful, joyful, and
diligent. She is one of the most amazing people on the planet. She has been through so much, and yet is
selfless and always there for everyone who needs her.
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Allan’s
NOMINATED BY SON BRYAN
Michigan
I am nominating my father, Allan. He was married to my mother, a CF patient, for 26 faithful years until she
passed away in October 2015 while waiting for a lung transplant.

He helped care for her throughout her battle with CF. He was with her for every doctor’s appointment,
taking the lead on her treatment plan, which truly exemplified the marriage vow of sticking with each
other through sickness and health. He balanced a full-time job that supported our whole family with the
increasingly full-time job of caring for my ailing mother. He had help, of course, but he was always there for
her in her moments of need.

I find him inspiring because he has given me a great gift: the gift of
showing how to truly love and care for someone through sickness.
He chose to marry her, knowing that she had CF. He knew that there
would be rough waters ahead, but he was not afraid. I hope that I
can be as great of a spouse to my future wife as my father was to my

“He has given me the
gift of showing how
to truly love and care
for someone.”

mother.
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