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HEALTH+FITNESS
PROFESSIONAL STUNT WOMEN

MARY-PIER GAUDET

I

want to become the
best version of me!”

processed food and sugar from my diet, I noticed an enormous
increase in my energy level and improvement in my muscle mass
levels. From here I knew I would never go back to the way I was
eating before.

Mary-Pier always deeply had this strong belief that if we are
on earth, it is surely to explore and push our limits to see how
great we can become, no matter the challenges we are facing…
Diagnose with CF at 18 months old and Type 1 Diabetic at 18
years old Mary never succumbed to the obstacles in her way.

Changing food habits is certainly not easy and demands a lot
of discipline and consistency, but so does the treatment and
pills regiment routine of having CF! It is frustrating to have to do
things differently than others, but you know what?

“I have always been active, from Figure skating to Fitness
competition to now being a professional stunt women.”
GETTING OUT OF COMFORT ZONE
I truly started to see the improvement in my health when I was
prepping for fitness competition. Forced to removed all the

WE ARE DIFFERENT! And to be honest... I actually really like
that fact : Every day when I wake up I know I have 2 choices :
Be a warrior or a sheep and I will never surrender to the second
option…”
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Precise Objective
First of all, you HAVE TO find what’s your real motivation to train. If your reason
is: Because I have too... Well, you wont last. Look deeper. Is it because you want to
attend family event and laugh without coughing? Is it because you want to go for a
long walk in the mountains with your nieces? Or just because you want to improve
your lung function percentage to XX%? To achieve something, the GOAL has to
be precise. It will be easier to keep to your schedule and to stay motivated… You
don’t move just because you have to, but because there is a greater goal behind it.

The routine
I am fortunate enough to have been into sports and training all my life but I know it
is not the same reality for everyone. But at the end of the day what is important is
to develop a LIFESTYLE that you can sustain. Training 10 minutes every day is way
better than 1 week of intense training and then quit completely! (If you recognize
yourself here don’t worry! It is the same thing for everyone, even those who don’t
have CF.)
After studying a lot about exercises, experimenting on myself and training various
types of clients, I came to the conclusion that no matter what you decide to do,
you HAVE TO ENJOY IT. Consistency is key in order to maximize the effects. Mind
and body work together. If you don’t like to run but do it everyday, I guarantee you
that the results will be minimal.

Everyday is a
surprise
There is another component that can’t be ignored : VARIETY. Doing the same
thing over and over again with Cystic Fibrosis’s routine can be really frustrating! I
get that. So I suggest you follow James Cameron’s advice (issue number 1). You
must first decide WHEN you are going to incorporate movement into your daily
routine. Morning ? Evening? After treatment? Adding a habit right after another
one is a winner and easier to implement!
Once you know when you will train, I suggest you go to

http://darebee.com/programs.html
And pick a program. Here is a good starting point :

Easy (low VEMF) : Foundation LIGHT
Medium (between 40-60) : Hero’s journey
High (higher VEMF or not beginner at training) : Military Fit
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The people who have come up with this concept are GENIUSES in my opinion. They understand the concepts and principles
of training but they put it available to everyone, in the comfort of your own home. Once you have decided which program you are
going to do, I suggest you stick to the BEGINNER’s set range for couple weeks, until you build some strength and endurance.
Take as long as you need too to perform the workout.
To increase your gains I strongly suggest you find a training partner! It can be your mom, your girlfriend/boyfriend, even your
kids! By pushing and encouraging each other, you will create a positive dynamic and your self-esteem will go to the roof!

Recovery
If you’re having a bad day (bad night, sickness, fatigue…) I recommend that you still do the workout but CUT BACK on the
amount of sets by HALF or 2/3! Example : If you are suppose to do 3 sets, than do just 1 set of every exercises, until you start to
feel better. (keep the repetitions the same). Cutting back on the sets will keep your body active, allows you to keep to your new
routine and will help from losing all your gains by allowing your body to recover at the same time. (tricking the mind always! :P )
Also, I am warning you!! Don’t look what the next day is going to be! The advantage of this program is that everyday is a new
day. Which keep the workout fun and motivating.

Reset Every Day
We are so hard on ourselves all the time so I want to remind you that IT’S OK if you a bad day sometimes. It’s ok if the training
wasn’t optimal today or if you really had to skip it because of other obligations… Just remember that every day is a new day
and sometimes priorities change. It’s ok, don’t punish yourself! And when you go to bed at night, make sure to be grateful for
at least 3 things during the day and ask yourself :
Did I do my best today regarding the challenges? If the answer is yes, than you win! ;)

Also Recommended
The benefits of yoga have been long discussed, and a routine
this simple you can almost do anywhere. As Mary told me,
“It’s REALLY easy but has fantastic positive effects (I used it
with really bad condition CF and works beautifully)”
The goal is 21 reps of each, but start as low as 3 reps the first
week and try to increase slowly every week. It opens up the
ribcage, improves digestion flow, actively stretches the muscles
and ligaments, increase blood flow and organs functions...
And it TRULY works! Go to the YouTube link below:

https://m.youtube.com/watch?v=juZxrvc8-A4
https://en.wikipedia.org/wiki/Five_Tibetan_Rites
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ADVICE FOR TEENS

H

I, my name is Madi Vanstone, I am 14 years old and I have
Cystic Fibrosis. It was an honor to be profiled in the Salty
Life’s first issue and now I will be writing a column that I
hope can inspire hope, positivity and strength to a group
of people that are already among the strongest I know
(including teens and tweens!)
I have been working for a cure by participating in fundraisers
and research since I was very young. In 2012 I was involved in
a drug trial for a new drug that improved my health greatly. For
those of us in Canada, the government didn’t cover the drug, so I
advocated to have it funded. I visited Queen’s Park several times
and met with the Premier of Ontario as well as the Ministry of
Health. Eventually the drug was covered for those who needed
it, but my hope is that we will soon all have access to drugs that
will cure our disease.
As a Cystic Fibrosis patient, I know for a fact that CF has made
being a teenager more difficult. I struggle every day with looking
in the mirror and not being happy with what I see. We look at
ourselves and all we see are scars. All we see is Cystic Fibrosis.
We all know that a big part of our obsession with perfection is
media based, although the gorgeous models in the ads don’t
even look like their real photos. How do you live up to such an
unrealistic expectation of body perfection?
If only we could stop. Just stop searching for something
unattainable. Perhaps we should start looking to better ourselves,
instead of working our whole lives to become something that we
will never be… because we will never be perfect; nobody will.
The truth is that everyone struggles with body image, and we all
try to live up to something that we will never be. We all strive to be
“perfect” without a definition of what “perfect” really is.
I reached out to friends in the CF community to see what Body
Image issues they are dealing with as teens. Each person had a
different relationship with their body and how they perceive their
faults caused by the disease.
Some were affected by their size because they are smaller, and
less developed, than people their own age. Others were upset
and embarrassed by their scars due to the many procedures
they’ve endured during their battle with CF.
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“Since the start of kindergarten I was different at school,
obviously. No one understood all the pills, nor how such a little
girl could eat two sandwiches plus big sized snacks. With all
these differences the bullying increased and I was an outcast for

my whole junior years of school. As the years past the bullying
changed from bad to worst. As other girls started to mature in
their bodies, I remained skinny, and didn’t grow into any curves.
They called me names and made childish jokes about how I was
more like a boy and how the flat chested girl would never get a
boyfriend. I had a tough time without any real friends to talk about
girl issues and would always look in the mirror and hate the body
I had and blamed the disease, considering it a curse. As I was
getting ready to go into high school, I was petrified. I thought I
was always going to be the skinny girl, and be rejected by a brand
new group of people. When my Mom finally bought my first bra,
it had to be a training bra, All I could think was that everyone
knew it was nothing but a training bra. I thought I could just hide it
and pretended it didn’t exist... but then came Phys ed. No private
change rooms. Although no one outwardly said anything or made
fun of me to my face, I heard a few of the girls on the way out of
class laughing and commenting that I probably didn’t even have
my period. I hadn’t of course and took on yet another negative
image of a body that was ugly to me. Now as an older CFer, I
don’t hate my body so much except when I’m sick, but that dislike
is based on an unhealthy body instead of an ugly one. More and
more people that I met in the big school I was attending, I realized
that we were all different in one way and another and by the time
I was 20 or so, I knew I was just the same as a lot of other girls.
Although I don’t love my body now, I do realize with pride that I
am a good person, that I have a great personality and that I have
the inner strength to shake of the ignorant people in life and just
enjoy my look no matter what some may criticize. I am a strong
gal with a positive outlook on life and that always trumps the way
my body looks. It may have taken me a long time to learn that, but
I am so grateful that my body is still good and strong - most of
the time - and can laugh at myself to cheer myself up. Who really
wants to look like everyone else’s ideals? Being a great person
inside is what shines through anyways so I’ll take my look over any
model out there”
- Bonnie Billinger
“Being a 25 year old woman with CF is hard. You don’t feel
attractive. Then again, I think without CF, I would still body shame
myself. But after 30 surgeries it has taken a toll on my body &
love life. As a teenager I hid it very well...very little pool parties. No
crop tops... Only a select few saw my scars. Once I hit 17 I had
my first relationship and was able to feel a bit more comfortable
with me body. But to this day it still bothers me… even if I act like
I don’t care. As a teenager looking back I would have played it
out the same way. Society has these unreal expectations of the
human body. I would still show skin but I would not advertise my
scars. Unless someone asked about my feeding tube or scars,
I wouldn’t speak about it. Keep in mind that I went to catholic
school of course… so you couldn’t show your body either way.
But on the weekends or at the pool, I would wear a bikini.... And
if someone asked? I would tell [my story], but if not… I would let
them stare.”
- Kelsey Lett
“CF defiantly made it hard to gain muscle and size compared to
the other guys I would hang out with and train with. In order to
get the same or close to the same results as my friends I had to
eat more, I found my body needed a high calorie intake of protein,
carbs and fats to build muscle. I tried to eat as healthy as I could
but when you’re a teenage in highschool that isn’t the easiest or
most cost effective. General Tao chicken was always cheap and
easy to get near my highschool, also very delicious. >>

Looking back I would have been more open to the fact I have CF
and not try to hide it from friends or girls I would date in school. I
just didn’t want to be known as the guy with a disease. Knowing
what I know now, I wouldn’t hide it, so people could see me for
who I am. Then that way if they choose to judge me based on
the fact I have CF then they aren’t people I want to call friends
to begin with.”
- Joe Johnson
“As a teenager, my body was very skinny! Even as an athlete,
putting on and keeping the weight on was always difficult for
me. I wouldn’t really pay attention to the way I looked until others
would see me eat and make comments like “Man, how do you
stay so skinny when you eat that much?” or “ Ugh, I wish I had a
metabolism like yours!”
I would deal with this by explaining to my teammates and friends
exactly why I have trouble gaining weight. The problem was that
they still didn’t understand. I’d get very frustrated, and that’s
where my mom was my lifesaver because she’s always
helped me try and look past the comments of how
incredibly skinny I looked.
I don’t think I would have done anything differently
[if I could]. It’s hard for teens to fully grasp what
Cystic Fibrosis is, especially when they don’t know
it or don’t have it themselves. Now, as an adult, I’ve
learned to just shrug it off and know that people just
don’t get it and that’s ok ,but as a teen it was hard
for me to let it go.”
- Samantha Wa
Since I’m far from an expert on anything, I reached out
to a couple of top doctors at Sick Children’s Hospital
in Toronto to better provide helpful hints for dealing with
body image issues. First, I reached out to Anna GoldPhD. C.Psych. Department of Psychology, as well as Joel
Tourigny- Pediatric Psychologist, Cystic Fibrosis Clinic
“I think that many children/teens with complex medical
issues are at risk of body image issues, especially
if their illness and/or treatment (e.g. surgery,
medication) has resulted in visible differences (e.g.
scarring, weight gain, short statue, skin problems).
Often many of these changes are out of their control,
as they were medically essential, which can result in
feelings of frustration or helplessness. In CF, weight
gain and nutrition can be an ongoing struggle, alongside
intestinal discomfort and bowel issues. Food /eating can
become a battle very early on in the medical management
of CF - with food intake and enzyme use often used as
a tool in this battle, as it can provide the individual with
a way of controlling their (often painful) symptoms.
Thus, the individual’s relationship with food and eating
may well be different than non-CF peers. Alongside
this, their ‘normal’ body weight and shape may be different
than same age peers. They may already feel different, because
of their medical appmts, treatments and exercise requirements,
and may even worry about their future life and relationships, so
in an attempt to ‘fit in’, they may be more vulnerable to putting
greater value on body shape / weight/ image than others who are
not faced with these challenges. It is really important for young
people to have a way of processing these often complex feelings,

whether it be through activity, chatting with a best friend, teacher,
family member/relative or health professional, so that they can be
begin to process and understood these complex feelings, and
hopefully develop a stronger sense of self and resultant selfconfidence. Ensuring regular exercise using creates positive
mood, and if possible, participating in an activity that allows them
to feel good about themselves, whether it be through sport, hobby
or community involvement.”
- Dr. Anna Gold
“I agree with Anna’s comments wholeheartedly, and have
certainly seen a number of kids with CF (and other conditions)
who struggle with body image. I think Anna captured the essence
well, that body image is something that ALL of us struggle with
in different ways and at different times, and that youth with a
chronic condition like CF have the same challenge
at a higher difficulty level for all the reasons Anna
mentioned. That’s often the case for kids coping
with chronic illness as well as for their parents:
they are faced with the “normal” challenges for
their age and stage of life (body image for teens),
and they have a more difficult challenge due
to all the added factors associated with their
condition.
I find that as kids become young adults,
this challenge morphs more into defining
their roles in the world: as friends, children,
boy/girlfriends, students, employees, etc.
Body image is of course still very relevant,
but the challenge expands to these other
areas in which the youth must find a way to fit
their chronic condition into their various roles.
How to be a good partner when you may be
infertile? How to be a good employee/student
when you will need ‘hospital holidays’ from time
to time? Again, I try to remind parents and kids
that these are not alien challenges, they are part
of all the great learning of life, but our CF kids
are definitely asked to rise to a higher standard
as they work them through in the context of their
health issues.”
- Dr. Joel Tourigny
Before the medication Kalydeco, I was skinny
and short. I struggled with body image and hurtful
comments everyday. In 2014, I weighed 90 lbs, but
I now weigh around 125 lbs. I still struggle with my
weight but in different ways. I’m still short, but I’m not as
skinny anymore which I am not used to. Although I am
discouraged by my body type and feel on the heavier
side, I do work to better it. I exercise and I focus on
making healthier meal choices. I also don’t like that every
time I eat, my stomach expands up to twice it’s usual size
(bloating).
I do have a lot of issues with myself… but doesn’t everyone?
We all look for our flaws in the mirror, and I think it’s time to
change that. Our bodies are beautifully flawed, and our scars are
reminders that we are warriors.
Our bodies are beautiful, and ultimately… so are you.
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PROFILE

SICKBOY PODCAST BRINGS
SOME HUMOR AND LEVITY TO ILLNESS
BY ERIN EVANS, WRITER

W
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hen Jeremie Saunders talks about living with CF he
doesn’t hold anything back. The 28 year-old actor,
yoga teacher, host and producer of the Sickboy
Podcast from Halifax Nova Scotia has mastered
the art of facing difficult topics. In the now, year-old
Sickboy Podcast, Saunders and his two best friends,
Taylor MacGillivary and Brian Stever, take the awkwardness out
of talking about illness, death, and personal struggle. Instead of
avoiding the hard subjects they face them head on with humor
and an honesty that can be felt in each episode. Sickboy not only
reminds us all what it means to be human but it insists that it’s
listeners remember to laugh at that humanness as well.

finding the heart in all things is what makes the Sickboy Podcast
so approachable. Did I mention that all three of them are yoga
teachers, too?

What started in June of 2015 when the three friends sat down in
a recording studio at their public library, almost on a whim, to talk
about Jeremie’s CF, rapidly grew into one of Canada’s (and my)
favorite weekly podcasts. They realized the huge potential for the
Sickboy Podcast and soon began a Kickstarter project to raise
money for their own studio equipment. They raised over $10,000
in less than 10 days. And that was before anyone had even heard
one of their episodes. Now with over 50 episodes under their
belts (all available on iTunes) they’ve had guests on discussing
anything from cancer, to PTSD, to living with HIV, to being married
to someone with CF, to eating disorders, and being transgender.
Their podcasts break through all the taboos of talking about the
things no one else dares to, and adds a light-heartedness that’s
been missing to these topics for so long. Some would say that
making light of such serious topics is disrespectful or insensitive,
Saunders thinks otherwise. “It’s my reality, it’s not going anywhere,
so why not choose to laugh about it, as opposed to get caught up
in the negativity?”

Each episode is as powerful and engaging as it is hysterically
funny and refreshing. This is a podcast about real life and a
subtle reminder that we’re all in this together. It puts things into
perspective and reminds us to go out and live a little harder. “A
common thread between a lot of our guests is the fact that most
people who we’ve talked to see their illness, or see their situation,
as an opportunity to really take life by the reigns, and not waste it,
not let it slip by.”

Although humor plays a large role in the Sickboy Podcast, it’s
mixed equally with compassion and moments of raw sincerity.
Each unscripted episode, recorded in their basement studio,
is as a different as the one before it, but also strikingly similar in
the trio’s ability to connect with their guests and listeners on a
basic human level. Currently, they have a list of over 200 people
who have applied to be a guest on the podcast, and Saunders
says that they will get to all of them. “I’m all for being completely
transparent. When it comes to topics that we talk about I don’t
think there’s anything that I wouldn’t touch.” Saunders also brings
his own struggles, triumphs, and blunders of living with CF to
each episode as he connects with his guests. For a podcast that
talks a lot about mortality, their undeniable enthusiasm for life and

Saunders who was diagnosed with CF at 18 months old has had
the last 28 years to get used to the fact that his expiry date may be
sooner than his friends’. And he’s okay with that. In fact he’s found
a way to spin even that in a positive light. Instead of running from
that fact he’s found the freedom that comes with accepting it. “I’ve
been forced to face this terrifying thing called ‘death,’ which I think
is actually a huge gift. Most people choose not to. It’s a blessing
and a curse.”

More than anything, Saunders wants people to be able to talk,
to share their experience, to laugh about it, and have the people
who are listening feel connected and empowered to do the same.
“We have this platform for people to speak out and talk about how
they’re living their life, how they’re managing their illness, and how
they’re using the cards they were dealt to make a difference, and
to live a positive life. That common thread is one of the things I
hope helps a lot of people who listen.”
Sickboy is not backed by any networks or sponsors and uses their own time
and money to do what they do. To help keep them going and show your support
please visit: patreon.com/sickboy or to contact Sickboy, read their blog, or listen
to an episode visit: www.sickboypodcast.com
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RECIPES

LOW ENERGY & HIGH IMPACT
CHEF JOE MARZULLO

Y

ou are coming home from a day at the clinic exhausted
and the last thing you want to do is make something to
eat for yourself. You are having a rough day and have
absolutely no energy to do anything especially cook a meal
for yourself. I may not know firsthand how it is to have CF
but I do know how each day can be completely different than
the next living in a CF household. So what I suggest is to take
advantage when you do have a good day and think ahead so
that when you do have a bad day it doesn’t compromise your
nutrition. I will give you two recipes that you can make ahead of
time, portion, and pull out of the freezer on those bad days while
still being able to get a home cooked meal.

Nut Goodie Bar

- 1 package of butterscotch chips
- 1 package of chocolate chips
- 1 package of regular size marshmallows
- ½-1cup peanut butter
- 2 cups of cashews (or other nuts if preferred)
- 1 stick of butter
1. In a bowl over a double boiler (google it if you need more
explanation) melt your butter, butterscotch, chocolate, and
peanut butter. Make sure your water is at a boil before putting
your bowl over it and melt everything together making a
chocolatey, peanut buttery, butterscotchy goodness in a bowl
2. In a separate bowl mix your marshmallows and nuts.
Pour the melted mixture over the marshmallow nut mixture
and fully incorporate the mixture together.
3. Pour the mixture in your pan and use your spatula to evenly
smooth out your creation.
4. Put in your fridge uncovered overnight
5. Cut & portion the bars and individually wrap and freeze
for later use (if it ever makes it to your freezer)

Crock Pot Creation

- 1 package of pork butt/roast or beef chuck roast or beef shoulder
- 2 Russett or 5 yukon gold potato
- 1 can crushed tomato
- 2 tsp dried thyme
- 3 carrots peeled and chopped or use baby peeled carrots
- 1 medium onion chopped
- 2 clove of garlic
- Chicken stock, beef stock, or water
- Salt & pepper
1. Place your can of crushed tomato (use the can to fill up
with water and add to crushed tomato), potato, onion, carrots,
thyme, and garlic at the bottom of the pot.
2. Salt & pepper your protein, and place on top of the mixture
and fill with water or stock half way up the meat.
3. Set your crock pot on medium and cook for 6-8 hours.
The longer you cook it the more tender it gets.
4. Use two forks to pull apart the meat (or two tongs)
and it should shred very easily otherwise cook longer.
5. You can take an immersion blender, food processor, or blender
and blend all the cook vegetables together to make a thickened
sauce to mix with your meat and use for later.
Later use: After your crock pot creation is cooled you can portion
into sandwich bags and freeze for later use. You can use them in
tacos, burritos, loose meat sandwiches, on a salad, or by itself.

Hint!! It may go well with black bean dip from last issue
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RUNNING
ELIZABETH SHUMAN

& OUTRUN38
BY BAILEY VINCENT
ASSOCIATE EDITOR / SENIOR WRITER
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or Liz Peri from Madison, Connecticut, turning 40 was a
pretty big deal.

While most 39-year-olds worry about wrinkles or stretch
marks or something in between, Liz was worried about
one singular thing: staying alive. It’s a worry that has motivated her
for four decades, despite the odds that have often been stacked
against her time and time again.
After being diagnosed with Cystic Fibrosis at the age of 7, Liz
(Schuman at the time) was told that her life expectancy was a
mere 12 years old. After leaving for college, it raised to 19 or
20. In fact, for every year that Liz grew and developed, CF life
expectancy seemed to parallel her own. Much like a shadow
following her around throughout youth, Liz was trailed by the
knowing that time was precious, fleeting and fragile. Thankfully,
she had other ideas.
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“I truly have been on the wave of riding medical advances and
new technologies,” Liz admits, giving thanks for improvements
that many before her were not afforded, including 4 of her cousins

who had long since passed away. At 7, Liz always knew that
something wasn’t quite right, despite complaints to family and
friends throughout the years. The second eldest of 4 children, she
was the only one frequently ill, with no idea as to why. Doctors
continued to push cough medicine and dismiss the case, and
it wasn’t until a close family friend and CF nurse recognized the
warning signs, and pushed for answers.
Growing up in Madison, Liz had a hard time accepting her fate,
especially as it continually evolved and shifted right along with her.
“Madison is a really special place that collectively took care of me,”
she admits. After leaving for college, Liz kept her CF a secret from
all but a few close friends. Although they helped drive her to the
hospital and keep her disease under wraps, she felt somewhat
ashamed of this affliction that she couldn’t control.
“I really struggled to accept it publicly,” she says, “Telling
employers. Everything was on me to take care of myself at the
time.” If it weren’t for her friends, Liz isn’t entirely sure she’d be
thriving like she is today. “Friends have really taken care of me.
OutRUN has changed my life… it’s like a family.”

OutRUN
family
really
“lifted me up... It has
saved my life.”

“I really struggled to accept it publicly,” she says, “Telling employers.
Everything was on me to take care of myself at the time.” If it weren’t
for her friends, Liz isn’t entirely sure she’d be thriving like she is today.
“Friends have really taken care of me. OutRUN has changed my
life… it’s like a family.”
So it’s only fitting that friends, in fact, were the driving force behind
OutRUN 38, INC, a 501©(3) non-profit that began in April of 2014.
Nicole Burke, Founder of OutRUN, was a friend of Liz for as long
as they could both remember. “Nicole and I wore best friend heart
necklaces,” Liz laughs, “We were the best of friends.” One day in April,
while Liz was in the hospital for a week, Nicole innocently prompted
her to check her Facebook.
“I was 37, and about to turn 38. And the life expectancy at the time
was 38”, Liz explains. “We had been athletes together [as kids], but
eventually Nicole moved away. She had stopped being an athlete
and gained some weight and one day was back in town, and saw
me running.” That moment was likely the catalyst for what would soon
become the OutRUN 38 movement. “It ended up inspiring her to
run a marathon, lose the weight and become an athlete again.” But
in April, Liz was in the hospital once more, and her best friend Nicole
wanted to motivate her, as she had done for her for years.
And so, OutRUN 38 was born. Initially created as a Facebook group,
the goal was to get family and friends to donate activity miles to the
cause, until a collective 3,800 was reached. “1,000 people joined on
Day 1,” Liz reveals, “By Day 9, they had hit 3,800 miles. And by Day
10? The Today show called.”
“Even though I had just gotten out of the hospital and Nicole is a
mother, we were up every night like giddy little girls,” Liz recalls,
smiling at the memory of she and her best friend. Every night,
they would tally the miles by hand, and then personally thank
OutRUNners striding for the cause.
“I would be out running where I live, and people would see
my shirt and start flashing an L sign with their hand. It became
sort of like this secret sign that you were part of OutRun.
Wherever I went, I got all this support.”
Today, OutRUN 38 boasts a website, social media, and
nonprofit status, with a special Miles Submission page for
anyone who wants to donate their time, energy and inspiration
to the cause. Liz, in fact, is now the Director of Inspiration for the
campaign, and says, “We are now in many counties, every state…
It’s taken on a life of its own.”
Currently, OutRUN 38 has a collective 475,219.49 accrued from all
over the globe, whether close friends that have always been family
to Liz, or from caring strangers hoping to raise awareness for Cystic
Fibrosis. But perhaps the greatest gift of all was the chance for Liz to
finally embrace who she was always intended to be. “I got into really
bad patterns of feeling shame about CF… hiding it,” she confesses,

16

“That’s how OutRUN changed everything. It gave me so much
confidence to really just own it… own who I am.”
Newly married to her husband Paul, who she’s known since college,
and 40-years-old, Liz has a lot of life left to live, and a lot more miles
to inspire along the way.
“OutRUN family really lifted me up,” she says, smiling to herself, “And
really… It has saved my life.”

“

I pushed
Friends
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“really
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taken
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care
of me.
determined,
OutRUN
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it’sit.
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”
a family.”

Outrun 38 is a 501c3 charity organization located in Branford, CT, with members around the world. We promote
fitness and healthy living by offering a variety of health based community initiatives throughout the year. Since
April 2014, OutRUN has grown to more than 5800 members who have logged more than 335,000 collective running,
biking, swimming, and walking miles. Money raised by Outrun 38 supports adults living with Cystic Fibrosis, a
life-threatening genetic disease affecting the lungs and digestive system of more than 70,000 people worldwide.
Strides in CF research mean longer, healthier lives and higher median ages. Funding for medical treatment for
this newly thriving group is significantly limited. OutRUN 38 will help to ensure high quality treatment and bright
futures for the “healthy sick;” support the development of new drugs to fight the disease; improve the quality of life
for those with CF; and help OutRUN take one step closer to our ultimate goal of making CF stand for Cure Found.

For more information:

www.outrun38.org
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CHIEF DIRECTOR OF JOHNS HOPKINS ADULT CF CENTER
AND CFF VICE PRESIDENT CLINICAL TRIALS
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s most everyone who has followed the CF story knows,
the last several years have been very exciting ones for the
development of new CF therapies. The FDA approval of
ivacaftor (Kalydeco) and Lumacaftor/Ivacaftor (Orkambi)
demonstrated that medications that target the underlying
problem in CF, namely absent or poorly-functioning CFTR chloride
channels, can greatly improve CF outcomes. Growing evidence
suggests that restoring CFTR function (also called “CFTR
modulation”) not only reduces the frequency of illness, but most
importantly reduces the rate of decline of lung function that can be
characteristic of CF. But at the same time, approval of these drugs
showed us that we still have a great amount of work ahead of us.
These medicines only benefit a little over half of individuals with
CF. We desperately need to develop additional medications which
will enable all people with CF to benefit from treatment of the
underlying cause of CF. Second, we need to develop medications
which are even more effective than those currently approved. As
much as Orkambi is a good first step for individuals with the
F508del/F508del genotype in that it reduces the frequency of
exacerbations, it has only modest effects on FEV1. We know from
the experience of Kalydeco in individuals who carry the G551D
mutation that much more is possible.
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The good news is that the hope for more potent medications that
will be available for a larger number of individuals with CF than
currently is not just a pipe-dream. Over ten different companies
are currently feverishly working on new CF therapies which will
treat the underlying cause of CF, and will be both more potent and
enable more people with CF to benefit from CFTR modulation.
Many of these projects are now at the stage where they have been
demonstrated to work well in cells in the laboratory, but now must be
tested to determine if they will be safe and effective in people with
CF. Some of these approaches are called the “next generation”
of CFTR modulators, which when combined together are more
effective than the currently available CFTR modulators. Others
are unique approaches to replacing CFTR channel function. In
addition, other companies are developing new agents which may
complement these therapies by working as anti-inflammatories,
antibiotics against tough-to-treat bacteria, mucociliary aids, and
nutritional supplements. We are now reaching a place where the
limiting factor for advancing new therapies in CF is not the need for
new therapies to test – it instead is the ability to conduct enough
clinical trials to determine which of these agents are most safe
and effective. It is going to require a worldwide CF community
effort to most quickly identify the next group of new medications
which will transform CF from a life-shortening disease to a disease
which when treated early can be fully managed. This worldwide
CF community includes drug development researchers, clinical
trial teams, but most importantly individuals with CF and their
families – all working together to enroll and conduct clinical trials
which will allow the continued fast progress we have seen over
the last few years.

To assure that we move forward as quickly and safely as possible
in the development of these new medications, the CF Foundation
has been using its resources to build and support an 82-medical
center CF research network with expert clinical trial staffing, to
develop a review process of CF experts that identify the most
promising clinical trials to prioritize, to establish an independent
team of CF experts who review the safety of each of these trials,
and finally to support investigators and companies financially if it
will help to speed along the development of their new therapies.
As it is clear that this will need to be a worldwide effort, not just a
US effort, the CFF is also supporting development of CF clinical
trial networks in the UK, Europe, and Australia. The support for all
of the efforts described will exceed 100 million dollars in 2016
alone, but will hopefully help the development of new therapies to
be greatly accelerated!
But of all of these efforts, none of them are the most important part
of advancing new CF therapies. By far the most important part
of developing new CF therapies is going to be the participation
of individuals with CF in clinical trials to determine which of these
new therapies are most effective. In most CF centers in the Unites
States, less than 10% of individuals with CF participate in clinical
trials. If we were able to increase this number to 20%, we could
further accelerate the development of new CF therapies. The good
news is that in the upcoming year, there will be 62 clinical trials
being conducted in the U.S. in the Cystic Fibrosis Therapeutic
Development Research Network (TDN) - meaning that just about
every individual with CF may be eligible to participate in a trial of
new therapy regardless of age, genotype, or lung function. The
new Cystic Fibrosis Foundation Clinical Trial Finder is a great
way to determine the studies being conducted near you and the
studies for which you or your loved one may be eligible. The Trial
Finder even allows the opportunity to directly contact the research
team conducting the trial you may be interested in. The Clinical
Trial Finder can be found here: www.cff.org/finder
Every fall there is an international CF scientific meeting that is
held in North America. At this year’s meeting in October, one
of the main themes will be “CF Clinical Trials: A Worldwide CF
Community Effort”. At one of main talks, in front of the 5000
attendees from around the world, a US researcher, a European
researcher, and two people with CF who have participated in
several clinical trials will be speaking about the importance of this
worldwide effort. Highlighting this effort in a magazine such as
The SaltyLife and on social media will also help to spread the word
about the importance of our coming together in this effort. I have
no doubt that if every part of the CF community around the world –
people with CF, their families, and researchers – all work together,
we can make the next few years be even more exciting for the
development of new therapies than the last few years have been!

ROCKING CYSTIC FIBROSIS
SINCE 2007

www.letsrockcf.org
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No matter who you are or how healthy you consider
yourself, reading these words alone often makes us
cringe. Psychological illness in all its many manifestations
is easily the most misunderstood realm of health today.
In fact, it’s often considered downright taboo.

There is an old adage (at least according to Pinterest, which is
like this generation’s Socrates), that states: “Never give up on
someone with a mental illness. When ‘I’ is replaced by ‘we’, illness
becomes wellness.”
But according to the US Center for Disease Control and
Prevention, only 25% of mental health patients feel that others
are sympathetic or caring towards their plight. In fact, most feel
increasingly more alone, even as various formally proscribed
subjects gain traction and awareness online or in the media. “It is
an odd paradox that a society, which can now speak openly and
unabashedly about topics that were once unspeakable,” muses
mental health advocate and actress Glen Close, “still remains
largely silent when it comes to mental illness.”
Even First Lady Michelle Obama believes that the stigmatization
of mental health is also the “crutch” of the problem. “At the root of
this dilemma is the way we view mental health in this country,” she
says, “Whether an illness affects your heart, your leg or your brain,
it’s still an illness, and there should be no distinction.”
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Kate Middleton, Princess and perennial proponent for better
care, concurs: “A child’s mental health is just as important as
their physical health and deserves the same quality of support.

No one would feel embarrassed about seeking help for a child if
they broke their arm… and we really should be equally ready to
support a child coping with emotional difficulties.”
Yet, emotional difficulties might be inherently more difficult in a
child or person also suffering from Cystic Fibrosis, a chronic and
progressive disease that leaves little room for remission, reduction
or respite. “People often misunderstand the smiles and laughter
that cover the face of a CF patient,” states Wendy Caroline, 24,
“It’s not because we don’t feel pain or sadness. It’s because we
know how to mask it.”
Rachel Whidden, 25, agrees. “There’s such a stigma attached to
mental health… [As if] it’s not real, can be fixed with a change of
attitude, or that if you have depression or anxiety… that it means
a person is crazy.”
Kate Rokos, a 26-year-old Bostonian, feels that the anxiety
that comes with the malady is typically ignored. “I have to put
CF before every action, choice, and goal that I have. Not only
does that discourage me from pursuing the life I want to live, it’s
caused almost a paranoia of sorts. I’m constantly thinking about
how CF affects me- whether that be my career or traveling… Or
something as simple as wanting to go to dinner with friends.” The
apprehension she describes is one that many patients know well.
“The worst part about it is hearing from my care team that it’s
justified. That they get why… and yet, they can’t say anything to
ease my stress.”

Cystic fibrosis is now well recognized as a disease of
adults as well as children. In 2000 the median age of
survival in CF was 32. In 2015 (in Canada) the median
has now risen to over 50 years. As life expectancy
increases, the complexities of treatment and the
many competing demands in the lives of adults with
CF mean that such patients face many challenges.
The importance of quality of life and psychological
well being alongside optimal physical health receives
ever-increasing focus in the CF community.*
____________________________________

Stress, in fact, is probably one of the largest common denominators
in those with Cystic Fibrosis,
whether
or
not
they’ve
considered a psychosomatic
component. According to Life
Stress and Cystic Fibrosis, a
thesis works of DK Clark from
the University of Utah (1981),
stressful life events of both
the primary caretaker and the
child with CF became reliably
connected to the severity of
illness. In fact, the research
went on to demonstrate that
8 primary caretakers’ stressful
life events connected directly
to severe exacerbations in
the child with CF, leading one
to believe that not only does
personal stress impact the
patient with CF themselves, but
that stress-by-proxy negatively
influences as well.
Although mental health often
feels neglected and mistreated
in CF patients, it is actually
addressed even less in those impacted through proximity.
Worrying about loved ones whole-body welfare while serving as
support systems may seem like a misuse of resources, but in fact,
it should be facilitated more. Supporting those who support those
with CF is crucial in building a well-rounded care team, but it is a
subject that is seldom discussed. “I think there should be more
support,” Jessica Pritchard-Ryan says, regarding her husband
Luke and other caregivers, “I know there are social media groups,
hospital intros, lectures and camps for patients’ families, but when
it comes down to it… who is there to help them mentally?” Noting,
“Perhaps this is somewhere where the CF Foundation can make
more awareness and comfort to allow spouses and caregivers the
space to communicate effectively and have a place where they
can freely express.”
Not everyone has negative experiences as a CF caretaker, of course,
including John Caravella, a 24 year old that started dating 25 yearold Rosie Raabe 8 months ago. He admits, “Taking it all in was
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difficult but, it was a decision I am proud to say was the right one.
Dating Rosie gives me a sense of purpose. Like I have to be there
for her, as she would be there for me. It has impacted my life in many
ways… but all in positive ways.” If entering into a new relationship
with someone with an illness seems risky, John insists it’s all about
perspective. “I enjoy going to appointments with her and doing
whatever I can to help her with everyday life. It can get stressful, but
in the end we love each other and I would do whatever it takes to
make her happy.”
Rosie, who’s been awaiting a liver transplant for nearly a year, felt the
stress and strain of caretaker woes almost immediately. “For me, in
the beginning I was really nervous to start dating again. And when he
asked me to be his girlfriend, I wasn’t sure he knew exactly what he
was getting into. The following day, I gave him a chance to take back
asking me. I told him being with me is really hard sometimes and it’s
never boring, but at times really
scary… And what I feel could be
bothersome to someone if they
don’t quite get it.”
Fortunately, John had other
ideas, and the couple is still
going strong. “I feel like opening
up to him and letting him into
my sick little world is a big deal
for me,” Rosie confesses, “I
let my guard down and I hate
being vulnerable after past
relationships have failed… but I
know this one is unique.”

transplanted lungs.”

Feeling vulnerable is scary
for anyone, but even more so
when your life is often reflected
in the lives of others. “As a
kid, when my friend Debbie
died,” Kirsti Tancock recalls,
“She was the fist person I had
known with CF and her loss
made me fear transplant. Ironic,
as I’m now on my second set of

And even if patients express their need for support willingly, they’re
often ignored due to stunted resources and budget concerns. “After
my friend Emily died [nearly 2 years ago], I was already struggling
being around so much death,” Kirsti admits, “Psychologically, this
was when I first reached out for help…and I was met with nothing.”
“My transplant team was 180 miles away, so couldn’t really offer
help,” she explains, “And it took 10 months of waiting lists to receive
help due to my CF team psychologist changing jobs.”
*HOW A CLINICAL PSYCHOLOGIST MANAGES THE PROBLEMS
OF ADULTS WITH CYSTIC FIBROSIS
Journal of the Royal Society of Medicine. Supplement No.45 Vol.98 2005
Authors: Helen Oxley MSc, A.K. Webb FRCP

Although the need to support mental health melees in both
caretakers and cystics themselves is obviously high, more often than
not… patients just want to feel validated. “I really hate that when I
started seeing a therapist for my anxiety, and instead of telling me my
fears are irrational and helping me change my perspective… she told
me that in my ‘unique circumstance’, my anxiety is completely valid,”
Kate states. “Now, we work on managing stress, being mindful and
grieving for having CF.”
This grief can extend far beyond the afflicted, of course, often
evolving into the literal sense far too frequently. For every patient
grappling with the exhaustive effects of Cystic Fibrosis and its
treatment protocols, many are also suffering the loss of their peers,
as well. Megan Davis, a 24 year old who was diagnosed with CF at
20, says, “I don’t think doctors can really do anything for grieving.
I would just hope they would do
everything in their power to help.”
Kirstie, 26, concedes: “I’m unsure
how it should be handled. Death
is something we live with everyday
in this disease. As social media
brings us together, we risk making
good friendships that open us up
to amazing experiences but also
sadness and loss.”
Losing a loved one from Cystic
Fibrosis is not any less daunting
because the decline implied fair
warning either… In fact, often, it’s
even more painful. “The hardest
for me was after he died,” Megan
recalls, after losing her brother
from CF when he was 24, the
same age she is now, “Because
I was diagnosed soon after, and
we could have been through that
together. It was hard knowing there
was nothing that could be done
to help him anymore.” This sort of
helplessness takes an emotional
toll. “Seeing him connected to tubes and being unable to talk. It wasn’t
who he really was in life. He looked so fragile.”
There is little justification for why mental health is pilloried amongst
chronic sufferers, but the dichotomy continues to date. For now,
the stigmatization perforates nearly every area of management and
healing, even when somatic grievances are progressively addressed
via improved treatment routines and new medications on the market.
“Social media has proven to be beneficial to match with others who
struggle or have similar stressors,” Jessica notes, “It’s a great way to
create a sense of community that truly proves that you are not alone
in your journey.”
Still, with little being done for mental and communal support, and
with most patients seeking help within their own ranks, the question
remains: when will mental health become a focal point of total-body
wellness, and when will care team support and grief counseling gain
equal credence? “Mental illness is nothing to be ashamed of,” former
US President Bill Clinton once said: “But stigma and bias shame us all.”

“People often misunderstand
the smiles and laughter that cover
the face of a CF patient.”
And until we can improve upon our mental health care system with
Cystic Fibrosis patients and caretakers… shame it truly does, indeed.
___________
Mental health is an integral and essential component of health. It is
a state of well-being in which an individual realizes his or her abilities
to cope with the normal stresses of life. The individual is able to work
productively and make a contribution to his or her community.

The World Health Organization
(WHO)1 constitution states:
“Health is a state of complete
physical, mental and social wellbeing and not merely the absence
of disease or infirmity.”
One of the most common forms
of anxiety is Generalized Anxiety
Disorder (GAD). GAD is defined
as excessive anxiety and worry
I.e. apprehensive expectation,
occurring more days than not for at
least six months. It could relate to, a
number of events or activities such
as work or school performance.
The individual is unable to control
the worry and the anxiety, GAD is
associated with at least three of the
following six symptoms:

• Restlessness or feeling ‘keyed
up’ or on edge
• Being easily fatigued
• Difficulty concentrating or mind going blank
• Irritability
• Muscle tension
• Sleep disturbance such as difficulty falling
or staying asleep, or restless, unsatisfying sleep.
The anxiety, worry, or physical symptoms cause clinically significant
distress or impairment in social, occupational or other important areas
of functioning2.
Similar to depression, it is important to consult your health care
practitioner if you feel you are developing symptoms of GAD. Prolonged
worry or anxiety can affect your ability to complete tasks. Appropriate
help can ensure you have the tools to assist with day to day stress. *
* www.cysticfibrosis.ca/about-cf/living-with-cystic-fibrosis/mental-health
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“...we risk making good

friendships that open us up to
amazing experiences, but also
sadness and loss.”

PROBLEMS PRESENTING TO THE CLINICAL PSYCHOLOGIST
AT MANCHESTER ADULT CYSTIC FIBROSIS CENTRE *
Main Presentation

Details

% of referrals (n)

Anxiety problems

Includes: panic attacks, phobias, severe
worry, anxiety about medical procedures,
trauma after medical events such as
haemoptysis or pneumothorax

32% (47)

Depression or significant low mood

Includes: mood changes significant enough
to interfere with normal functioning and
quality of life

31% (46)

Problems coping with CF/adjusting
to changes

Includes: anger at CF, reactions to late
diagnosis, reactions to deteriorating health,
news of need for transplantation

9.5% (14)

Other psychological problems/
non health life events

Includes: low self esteem, previous abuse,
anger management, post-traumatic stress

9% (13)

Relationship problems

Includes: problems with partners/parents/
children

4% (6)

Substance misuse

Includes: alcohol and illegal drugs

3% (4)

Sleep problems

Includes: difficulty falling asleep/frequent
waking

3.5% (5)

Problems with health behaviours

Includes: adherence to treatments, problems
with hospital admissions/outpatient clinics,
‘inappropriate illness behaviour’

3% (4)

‘End of life’ issues

Includes: coping with ventilation, making
decisions about future care, concerns
regarding transplantation

2% (3)

Weight/eating problems

Includes: disordered eating, body image
problems, need for weight gain/loss

2% (3)

Pain

Includes: problems managing chronic pain

0.5% (1)

Self harm

Includes: non-suicidal self harming behaviour

0.5% (1)

There may be an increasing need for psychological therapy for adults with CF as patients
grow older and disease becomes more severe. This may be necessary to treat psychological
difficulties, or preferably to prevent such problems developing, through work on employing the
most effective coping strategies to adapt to the changing demands of CF.
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BY KRISTY O’CONNELL, WRITER

What would you say if I told you that being optimistic and thinking
positively could increase your life span, strengthen your immune
system, improve your coping skills, and reduce the risk of cardiovascular
disease? There is a wealth of research in Psychology that suggests the
mind is more powerful than you may think. In the paragraphs to follow,
I will share with you a brief explanation and relevant examples of how
one’s mental state can affect his/her physical health.
I know it may sound cliché to
say that it’s better to look at
the glass as half full rather than
half empty, but it’s important to
realize that though we may not
be able to change the hands
we’ve been dealt, we do have a
choice in the attitudes we adopt.
As people with a chronic illness,
it’s important that we take care
of our bodies both physically and
mentally.
The idea is that the mental and
physical functions of the body are
not two separate entities: there is
a mind-body connection that is
more powerful than the common
person realizes.
Perhaps the most significant
foundation of this connection is
the Placebo Effect in which the
consumption of a placebo drug
results in a positive effect due to
a patient’s belief in the treatment.
If we can understand the power of the mind in this way, then we might
begin to accept that our decisions to think positively or negatively might
impact our health.
Learning to master your own emotions might be just what your health
is missing. In 1990, a behavior therapy study found that those who
used negative self-statements and reported negative thoughts rated
themselves as experiencing more severe pain and psychological
distress than those who did not. Briana Swan, a twenty one year old
CFer from Gahanna, Ohio, has agreed that negative thoughts and
stress seem to harm her health:
“After surgeries, cultures, and medications, I’ve noticed that hemoptysis
typically occurs during periods of stress especially around finals or
when I’m fighting with friends or family. I also feel that negative thinking
can be harmful to my health as well. When I find myself upset and not
focusing on the positives in my life it’s much more difficult for me to be
compliant with my medications and treatments.”

On the other hand, a study called Optimistic expectancies and cellmediated immunity: The role of positive affect, by a University of
Kentucky professor, found that as students became more optimistic,
they showed stronger cell-mediated immunity— the flood of immune
cells that respond to an invasion by foreign viruses or bacteria. When
optimism decreased, so did cell-mediated immunity.
A positive outlook can not only
improve your health by helping you
cope and reducing the release of
destructive hormones, but it can
also alter the way you perceive
pain and influence the way you
live your life: for example, one who
thinks optimistically might stress
less, be more courageous in the
face of adversity, and be more
likely to eat healthily, exercise,
and remain compliant with
medications and therapies.
I am by no means suggesting
that one should never feel sad or
down. That is unrealistic. My goal
is not to encourage you to feel
artificial feelings but to instead
invite you to realize that your
emotions can be controlled and
that emotional wellbeing can be
learned. By learning how to think
positively, you might just see your
own wellness take a turn for the
better.

Below, I leave you with a list of (beginner) steps
to lead a more positive life:
1. Practice positive affirmations
2. Meditate
3. Smile
4. Express yourself through a hobby,
like writing or painting
5. Set & stick to goals
6. Remind yourself of the good in your life
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MENTAL HEALTH,
CYSTIC FIBROSIS, AND
THE CF COMMUNITY
– A CALL TO ACTION
BY CHRIS KVAM

I

f, on my next visit with my CF care team, I learn that my lung
function has dropped 15 percent, and my weight is down a
few pounds, I know that a few things would happen. My care
team would be appropriately alarmed. I would be unhappy, but
would start to steel myself for the inevitable IV antibiotics. We
would do additional testing to look at my current lung cultures,
look at their sensitivity to particular antibiotics, weigh my choices
in terms of drug options and hospitalization versus home IVs, and
develop a plan in an effort to recover lung function and maximize
my physical health.
If this series of responses to my decline in lung function didn’t
happen, I’d lose my mind. I’d let every member of my care team
know that my expectations weren’t being met, if that didn’t work,
I’d contact the Medical Director in charge of outpatient specialty
care, and find someone at the CF Foundation in charge of clinical
care accreditation to air my grievances. I’d contemplate changing
clinics, and am certain I would ultimately receive needed care. I’m
also certain that my likelihood of receiving such a low level care at
my clinic is close to zero.
Over the past 30 years, CFF accredited care centers have
become remarkably good at defining best responses and triaging
sudden declines in physical health due to the progression of
CF, and my clinic is no exception. We have gained an array of
treatment options that are lessening my need for IV antibiotics,
and have dramatically extended life expectancy compared to what
my parents were told to expect in 1984.
Can we say the same for the delivery of Mental Health services?
Can we count on well-coordinated clinical responses to
depression and anxiety that threaten our overall health just as
much as lung exacerbations? Over the last few years, the impact
of depression and anxiety among people with CF and their families
has been well documented. The International Depression/Anxiety
Epidemiological Study (TIDES) in Cystic Fibrosis, published in
the December 2014 journal Thorax revealed elevated symptoms
of depression and anxiety 2-3 times those of community samples
among adolescents and adults with CF, and parental caregivers
of children with CF. Further research, such as “Associations
between adherence, depressive symptoms and health-related

26

quality of life in young adults with Cystic Fibrosis” published
in the journal Springer Plus suggests a critical link between
depression, non-adherence to treatment, and overall quality of
life. We also know that parental depression has a negative impact
on adherence to treatment among young children with CF. Taken
together, this body of work demands an orchestrated clinical
response that recognizes mental health as a critical component in
stemming the progression of CF and maximizing overall wellness
and quality of life for people with CF.
Change is not automatic. The astounding advances in clinical
care and drug development over the last 30 years mean that
the treatment of CF is no longer about mere survival and the
management of physical symptoms. They mean that CF care
must be about treating the whole person with CF. The building
blocks for the future of CF care are being laid. In 2014, the CFF
published new clinical care guidelines calling for annual screening
of depression and anxiety among adolescents and adults with CF,
as well as parents of children with CF, and set forth guidelines for
clinical responses to positive screening results. The guidelines
also called for a commitment to prevention of depression and
anxiety through clinic interventions, such as building coping skills,
establishing open and safe communication about these issues,
and promoting exercise. The CFF established grant funding for
mental health coordinator positions within pediatric and adult
care teams, and in 2015 awarded over 70 grants.
There is a lot more work to do. Grant recipients are only just
beginning to implement the guidelines and integrate new staff.
Many CF clinics did not apply for grants, or were not awarded
grants based on deficient applications. This does not mean
that the new CF clinical care guidelines do not apply to those
clinics. In some instances, large structural challenges exist, such
as a complete absence of community mental health providers
for referrals or a lack of support from larger institutional forces.
People with CF have an immensely important role in overcoming
these barriers and ensuring that mental health services become
a meaningful part of our CF care. I strongly encourage the CF
community to stand up and demand these services.

How can we do this? First, we must all truly understand and
accept the critical importance of mental health, and that having
symptoms of depression and/or anxiety does not make us weak.
In the face of a chronic, progressive, life shortening illness that
consumes hours every day and weeks every year, it is not at all
surprising that these challenges present themselves so often.
Break down stigma by recognizing that depression and anxiety are
not abnormal, and require treatment when they present. Just as
we shouldn’t ignore a significant drop in lung function or culturing
a new unfriendly bacteria, we shouldn’t ignore our mental wellbeing. Prioritize mental health. Work on building coping skills and
resilience, and be open to mental health screening and services
as they become available in CF Clinics.

My personal journey through life with CF has shown me that
resilience is a skill that can be learned, and that luck should not
be allowed to play such a large role in determining whether or
not someone with CF successfully navigates the minefield of
challenges to living fully with CF. Addressing depression and
anxiety within the structure of the CF care team is critically
important to improving the quality of life for every person with
CF and their families. These issues will present themselves,
regardless of what our lung function is or what treatment options
are available, and we as people living with CF have too much at
stake to ignore them.

Second, realize that while having CF does not preclude people
with CF from the rest of life’s hardships or challenges, it can
amplify the negative effects of them. If other things are going on
in life such as domestic violence, financial or housing insecurity,
or self-medication through substance abuse, and are contributing
to mental health symptoms, lower adherence to CF treatment
and substandard self-care, these issues, while they may not be
directly perceived as CF related, must be addressed. Opening up
to clinicians gives them a better understanding of the challenges
facing many people with CF, and may open doors to support and
possible solutions.
Third, be open and honest with care teams about our needs.
It might be incredibly easy to brush off inquiries into mental
wellness with standard responses like “I’m fine” to get out of clinic
20 minutes faster, and to otherwise hide symptoms of depression
and anxiety, doing so doesn’t help anybody. Be open to receiving
help from care teams that exist to help maximize health.
Lastly, if a clinic isn’t providing annual screening and related
services, and fails to recognize or act on their importance in
helping you achieve greater wellness, demand them. Hold clinics
accountable. Make noise. If a clinic doesn’t screen for depression
and anxiety, and discuss those results appropriately, ask for the
screening tools, and ask clinic directors if they are aware of the
CFF’s mental health guidelines. The task of advocating for mental
health services should not be left only to those individuals with the
most acute mental health needs. The overwhelming stresses of
CF plus depression and anxiety may make this kind of advocacy
extremely burdensome on those just trying to get through today.
The responsibility lies with every single person with CF, whether
we are currently experiencing these symptoms or not. Building
mental health literacy and infrastructure within clinics will help
every single person with CF at some point in our lives, be it from
benefiting from preventative tools, or dealing with acute moments
of crises, or building needed support structures for lasting
wellness. A concerted effort calling for implementation of already
established clinical guidelines is not unreasonable, and making
this effort will elevate the profile of these services for clinicians and
everyone who attends any CF clinic. Work with clinics and partner
with them to make it clear that there is an unmet need for these
services. If you live in a geographical area that lacks mental health
infrastructure, ask your clinic whether or not they have requested
grant funding from the CFF to develop resources within the clinic
to help meet these needs, or contemplate partnering with your
clinic to develop innovative responses to deal with the very real
challenge of under provided mental health services.

About the author: Chris Kvam is 36 years old, and has CF. He is married, an
avid cyclist, and a practicing attorney in New York State. Chris was a member
of the International Guidelines Committee and helped write the CFF/ European
CF Society Mental Health Guidelines. He spoke at the 2014 North American
CF Conference Symposium on Mental Health introducing the mental health
guidelines, and was on the Mental Health Task Force responsible for awarding
Mental Health Coordinator grants to CF clinics. He continues to serve on the
CFF’s Mental Health Standing Committee. Chris speaks regularly at CF Family
Education Days across the country about healthy goal setting, learning coping
skills and building resilience. Follow him on twitter @cmkvam.
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MY JOURNEY:
CARLYE BICKINGS
Living with cystic fibrosis is in no way easy. It’s
even harder when you have a mental illness,
too. My journey of living with cystic fibrosis and
a mental illness began when I was diagnosed
with depression and anxiety at 16-years-old. As
we all know, there are many life changes and
challenges that teenagers have to deal with.
For me, though, I began to realize how little
the people around me understood what I was
going through personally. I decided to make an
appointment to see a therapist basically to have
someone to vent to.
She was the one to diagnose me with depression
and anxiety and I had a great connection with her.
I was lucky because many people find it difficult
to make a connection with a therapist that makes
you feel safe. It didn’t take too many sessions for
my therapist to prescribe me an anti-depressant.
In the beginning, I saw my therapist once a week
until I was able to get my depression and anxiety
under better control. For two years, I continued
to work with my therapist until she closed her
practice.
It terrified me that I had to find a different
provider, but knew that I had to or things would
fall apart for sure. Since I needed a provider
that could prescribe the anti-depressant that I
was still on, I decided to contact a psychologist.
The first time that I met him I was really anxious,
more so than my very first appointment with my
therapist. The psychologist worked at a bigger
office which meant that I’d come in contact with
more people, I was 18-years old which made me
officially an adult, I had already graduated high
school and couldn’t use school as a distraction,
and I worried more about unknown possibilities
than I used to.
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I was extremely relieved when I saw him for the
first time, though. Maybe it was the ducky bow
tie that he was wearing or maybe it was because
he was only a little taller than me and had a very
welcoming smile. During our first appointment,
I told him about my previous therapist, that I
was taking an anti-depression, how I was doing
mentally, and gave him a very shorten version
of my past, both personally and medically. He
agreed to keep me on the anti-depressant that
I was on and renewed my prescription that
day. When I left, I knew that I was in good
hands mainly because he knew what CF was.

It turned out that he had not only worked at the
hospital where my pulmonary team was, but he
had worked with my pulmonary doctor for a little
while. The only problem was that he was not a
therapist, so he suggested that I consider finding
one.
I decided to wait on finding a therapist because
I hate changes. My anxiety goes through the
roof and I think about all the bad things that
could happen relating to a new change. For
a while, things worked out with only seeing
my psychologist. I felt like my depression and
anxiety were well managed. My psychologist
had me do a mental health screening within the
first couple months that I had started seeing him.
The results confirmed that I had depression and
anxiety. He also diagnosed me with insomnia.
Sleep and I are not friends and the older I get,
the worse my insomnia gets. I’ve tried many
different techniques to try to fall asleep, but
nothing seems to help. My psychologist and I
had decided shortly after my diagnosis, to try a
prescription sleep aid because I would go five
to seven days (yes, a week) without any sleep
before I would crash and sleep for a whole day.
When I don’t sleep, it affects a whole lot more
than just my mood. My body doesn’t get any
rest which means it has a harder time fighting off
germs and infections. For someone with cystic
fibrosis, that could be extremely dangerous and
even deadly.
When I was 20-years-old, my psychologist
diagnosed me with bi-polar. It didn’t change much
about my mental health care, though. For me, it
just meant that I should be more aware about
my moods. It also meant that I had to be careful
with medication changes because there are a
lot of medications that have negative impacts for
someone with bi-polar. By this point, I had tried
other therapists, but didn’t stick with seeing any
of them. I felt that they weren’t friendly enough
or they were clueless about cystic fibrosis which
wasn’t going to help me at all.
For my 21st birthday, I got the absolute best gift
ever. My amazing baby boy was born two weeks
after my birthday. Up until then, my mental
health was going good. I was still on the same
prescriptions and I felt like I had my depression,
anxiety, and moods all under control. I started to

notice small changes with my mental health after
he was born, though, and it started with postpartum depression. I felt like I was never doing
enough for him and that I wasn’t good enough to
be a mom, all because of CF.
It’s not like I didn’t know that CF was terminal
or that it would make parenting more difficult.
My son’s father and I discussed all the different
possibilities and how we would balance being
parents and dealing with my health. While
pregnant, I spent my alone time contemplating
how to manage appointments, my medications,
respiratory treatments, and hospitalizations as
well as explaining cystic fibrosis to my son. I
wrote down my ideas about how things should
go if I were to die, too. I thought about the
different stages of my son’s future and how my
health might be at each stage. I think the postpartum depression was more because I never
wanted to let him go. I never wanted (and still
don’t) him to know what it’s like to be without
me here.
I decided to ask my psychologist if there were
any therapists that he would recommend when
my son was about a year old. It took some
time to find a provider that had availability. He
introduced me to one that worked at the same
mental health practice about six months later.
I liked her and we seemed to have a good
connection, but after only a year of working
together, she stopped seeing patients. I was
upset that I had to find another therapist yet
again. I probably should’ve kept searching for
another therapist, but, at that point, I was tired of
the search to be honest.
I was 24-years-old and I felt like I was barely
holding it together because I spent the previous
two years in a downward spiral. Depression
seems like an understatement. I left my son’s
father right after my son turned a year old and
moved back in with my parents because my
health was starting to decline. I had only been
hospitalized for lung infections once (when I was
7-years-old) up until my senior year of high school.
After high school, I would get a bad enough lung
infection and needed to be hospitalized once a
year. Once my son was born, though, my health
started declining and I was hospitalized three to
four times a year.

My grandpop passed away September 28,
2010 and it was the hardest thing I’ve ever gone
through. He was the center, the foundation of
my dad’s family. Plus, I lived in Vermont with my
parents and son, but my grandparents lived in
Pennsylvania near Philadelphia. We weren’t able
to be by his bedside when he passed which to
this day breaks my heart. We also had to find a
way to get, not only ourselves, but my sister and
brother who were at out-of-state colleges there.
My sister was going to Penn State University
and my brother was going to the University of
Arizona.
Thankfully, with some help, we were all able to
get to Pennsylvania fairly quickly. Since I’m the
oldest of three children, I also knew that I needed
to be there for my sister and brother to help
them with our loss. My mom and I both worked
together to help my dad through it. I ended
up bottling up all of my emotions, though, and
instead of grieving I focused on a guy that I had
met right before my grandpop passed. I jumped
right into a relationship with him as soon as I got
home from Pennsylvania.
I spent that year basically brainwashed by the guy
I was dating. I pushed away most of my friends,
tried to push away my family, stopped pursuing
my own dreams, and even allowed myself to be
repeatedly abused in more ways than one. I even
stopped caring about my physical and mental
health. The guy convinced me that I didn’t need
to take medication for my depression, anxiety, or
insomnia, so I stopped taking it. I never did my
respiratory treatments and hardly remembered
to take my other medications for cystic fibrosis.
I still went to my doctor appointments, but I told
them what they wanted to hear, not the truth.
On my 24th birthday, I snapped out of it and
kicked the guy out of my house. I knew I had to
do something drastic to protect myself and my
son, get my life back, and start taking care of my
health again. For the next three months, I stayed
locked in my house with the curtains closed. My
parents helped with getting my son where he
needed to be. I also told my parents and friends
that I still talked to that if anyone asked, I moved
out of the state. I wanted to turn my life around
and was going to do whatever it took.
I asked my psychologist to put me back on an
anti-anxiety medication and a sleep aid. I also
talked to my psychologist about my inability
to focus on tasks. He thought that what I
was describing sounded like Attention Deficit
Hyperactivity Disorder (ADHD), but since I
wasn’t diagnosed as a child, he wasn’t positive.
I agreed to have an ADHD evaluation done and
we also discussed how focused and active I was
as a child.
I realized that the only way I could focus was if
I had an ultimate goal that I wanted to achieve.
When I was a child, ADHD was never mentioned
because I didn’t seem to have any trouble
in school. I very rarely earned less than a “B”
throughout school, but it took every ounce of

my focus and control to do so. My parents
were strict about school and I never wanted to
disappoint them. That was my focus.
My psychologist diagnosed me with ADHD after
the evaluation and our discussion. Once my
mind started to clear, I started to be happier. I
wasn’t as depressed anymore and was able to
focus more on my physical health to try and keep
my lungs in good shape. I reenrolled in college
and a couple months later, got a new job. I
made the decision to stay single, so that I could
focus on my son and myself. Even now, four
and a half years later, I have stayed single and
it has definitely helped with keeping my priorities
straight.
Eventually, my psychologist had to retire. A nurse
practitioner took his place and took over my care.
Within the first ten minutes of our first appointment
together, she informed me that her goal was that
her goal was to take me off of all of my medications
for mental health. I knew that it was not a good
idea because I had done that before and things
turned bad quickly. My anxiety went from 0 to 100
in seconds which caused me to get angry and yell.
I realize now that my reaction was not a good idea,
but my first thought was that she was going to
jeopardize everything I had been working so hard
to improve.
My mental health wasn’t my only worry either.
My baseline lung function was now around 60%
and it had only been 3 years prior that I could
still hit at least 90%. If I experienced another
huge impact on my health, I could potentially
lose another 30% which would be critically life
threatening. She agreed to refill my prescriptions
that day, but by the next appointment she denied
to refill them.
I tried to be more level headed and asked what
her reasoning was. She listed off a couple
things, telling me that it was due to new policies
that the mental health practice put in place, she
was only a nurse practitioner and had to follow
her boss’ instructions, and that since I wasn’t
seeing a therapist, which was a new policy, she
couldn’t prescribe the medications. I tried to
explain to her the troubles I had with finding a
therapist as well as the fact that I hadn’t known
about the new policies let alone been given time
to follow them, but she still wouldn’t refill my
prescriptions.

My dad tried to help me find a provider and
the two of us called every place in Vermont
that provides mental health care within driving
distance. I couldn’t find a single provider that
would take me on as a new patient because
they didn’t have any openings or didn’t take my
insurance. I decided to call my cystic fibrosis
team since the situation would end up affecting
my physical health, too. My CF social worker
also helped me explain the urgency, of getting
treated, to my family doctor. The new mental
health provider agreed to put me back on all of
the medications that I was taken off of for my
mental health and take me on as a new patient.
For the most part, I have gotten back on top of
things again and have started moving forward
with my life. Things have been going well
with my new provider, too. During the second
appointment with her, she mentioned that she
thinks I have PTSD, but we haven’t started
looking into that yet. As of now, I’m not too
worried about it.
I started seeking mental health treatment when I
was 16-years-old and now, 12 years later, at the
age of 28, I am still glad that I made the decision
to take that first step. During those 12 years, I
have been diagnosed with depression, anxiety,
insomnia, bi-polar, ADHD, and will be evaluated
for PTSD. I’ve had “rock bottom” lows, but I’ve
also had “higher than the clouds” highs. Through
it all, though, I have learned some of the biggest
lessons. The greatest lesson I learned is that a
person’s mental health can directly affect their
physical health. It is especially true for someone
with cystic fibrosis. When you are diagnosed
with cystic fibrosis, you (or your parents) are
told a lot of information. The most devastating
part is that it’s terminal and currently there’s no
cure. Every cystic fibrosis patient deals with it in
their own way, but one thing that is the same is
that we all have to take care of our health. This
includes mental health.

I went straight home after the appointment and
told my dad what had happened. I couldn’t even
get through the explanation without bursting into
tears and asking “why me?”. I was born with cystic
fibrosis and already struggle with staying healthy
and then I was forced to go through something
unnecessarily, by a healthcare provider, that was
going to affect my overall health. I spent the next
month completely out of it. I tried to still keep
up with daily things, but the whole situation sent
me into a major depression spell. I also went
through withdraw because I was on a stimulant
that can’t be stopped suddenly.
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INTERVIEW:
CLAIRE WINELAND
CLAIRE’S PLACE FOUNDATION
BY JANEIL JAGGERS WHITWORTH, WRITER

I

magine waking up from a coma after complications caused by
a routine surgery gone wrong to find that three weeks of your
life had faded away. You’re 13, your lung function has dropped
exponentially, and the disease you had formally embraced is
now staring you in the face demanding a battle. Would you
run and hide, overwhelmed by feelings of fear and self-pity, or
would you find the slightest sliver of light and hope and rebuild
your expectations from there? Claire Wineland chose the latter
and began forming her purpose and her message ever since.
Now at just 19, Wineland is starting her first year of college
while serving as the founder of her own foundation, Claire’s
Place Foundation. She’s a decorated public speaker and candid
Youtuber, and was recently featured in CW’s documentary series,
My Last Days, which highlights those living with a terminal illness
in powerful and inspiring ways. She is truly an accomplished
young adult by any set of standards, but it wasn’t until she
breathed a bubbly and equally raspy, “Hi!” into her end of the
telephone that I understood what made her undeniably special
apart from her many endeavors. Her positive attitude, depth for
gratitude, incredible honesty, and thirst for more experiences with
end stage cystic fibrosis wafted through the phone and filled
my tiny room-- even thousands of miles away. Proving that an
individual who may be fading physically can live on mentally and
emotionally, Wineland has an undisputable beaming energy.
Wineland’s parents never allowed her to feel sorry for herself
while growing up with CF. They taught her that her disease was
just another component of her life- a unique reason to live fully and
definitely not a reason to waste it away. A life with CF may never
be “normal” by any means she says, but it can be something
incredibly great. “It’s hugely important to just realize that because
your life is labeled as something and it’s kind of deemed as being
less because you are sick, it doesn’t mean you have to buy into
that,” discloses Wineland. She refuses to fall victim to this mindset
and admits she has been trying to prove it wrong.
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She habitually decorates her hospital room, enjoys sunsets
from those very windows, listens to music, and holds onto the
beauty that can surround you in a routinely gloomy setting. She
speaks about the power you have as an individual to craft your
own happiness and look beyond the restraints of your illness (or
other afflictions) to find the pieces and parts of your life that truly
make you feel alive; and furthermore, proud to be alive. Pain is
inevitable, and suffering and grief certainly come with the territory
of CF, but those feelings and emotions do not obliterate the many
opportunities you might have to enjoy the life you have been given.
Wineland believes this is something both the sick and healthy
population should become aware of if they truly want to be happy
and reach their full potential as a human being. She goes on to
say that your narrative is your own and it is a meaningful process
because you have the power to create experiences you are proud
of-- despite being sick or healthy.
Certainly, CF can feel like an all-consuming experience. Losing
function, missing work or school, or feeling wildly out of control
in your own body can evoke negative feelings and poor mental
health. The best way to get over a particularity hard time
physically, emotionally or mentally in your own life is to focus
on others who are also experiencing loneliness, sadness, or
loss. Wineland agrees that over the past five years, following
the birth of her own foundation, she has realized, “The moment I
start helping others and seeing what others are going through—
that’s when I get over my own pain.” Currently, Claire’s Place
Foundation offers grants to families to help limit the financial
burden of extended hospital stays. The grants are awarded
to recipients to pay for mortgages, utilities, car payments, or
other basic necessities allowing them to spend more time at
the hospital without worrying about lost wages. Wineland feels
this is a meaningful way to help families with children with CF.
Being surrounded by people, especially family and friends who
reminded her of the positives in such terrifying situations, once
saved her life, and she wishes to grant the same support to
other families in similar situations. By providing for those families
financially, Wineland is able to fulfill her wish.

Although Wineland says she is immensely happy and proud of
the life she has fashioned, it doesn’t excuse her from feeling the
realities of CF. “No matter your outlook on life; no matter how
happy are you, you are going to have great periods of feeling sad—
great periods of feeling lonely. Sometimes you just have to feel
them and let yourself feel them-- let yourself be human,” she says.
Wineland concludes that because we are human, we are not an
exception to those feelings we might wish away. It’s important to
remember you’re not alone and that if anything; our mental health
connects us to those around us who find themselves in the same
darkness. At the end of the day, Wineland says no matter what
you are facing, it’s important to consider, “You wish them the best
and you wish yourself the best—and just know, we are all trying
our best.”

clairesplacefoundation.org
Claire’s Place Foundation, Inc. is a 501c3 non-profit organization
providing support to children and families affected by cystic
fibrosis (CF). Claire’s Place Foundation is named in honor of
Claire Wineland, now a teenager, who has been living with CF her
entire life. The foundation provides grants to families affected by
CF, offering both emotional and financial support. A young author
of bestseller “Every Breath I Take, Surviving and Thriving with
Cystic Fibrosis,” Claire’s unique inspirational model for people

living with this disease has led her to be a TEDx Speaker and
receive multiple awards including FoxTeen Choice Awards 2015,
Gloria Barron Prize for Young Heroes, Southbay Magazine’s“Top
10 South Bay Teen”, Looking Beyond LA’s “Soaring Spirit Award,”
and winner of Los Angeles Business Journal’s “Small Nonprofit
of the Year.” She has been featured on Inside Edition, The Dr.
Oz Show, CNN, Huffington Post, ABC News, Cosmopolitan
Magazine, People Magazine, Ladies’ Home Journal and many
more. Claire’s Place Foundation is a way for Claire to give back
with hope, strength, and joy and make meaning of what she has
had to go through.
In honor of Claire’s experience and enthusiasm for life, we created
Claire’s Place Foundation, Inc., a charity committed to providing
heartfelt help to families affected by Cystic Fibrosis. Our mission
is to heighten public awareness about Cystic Fibrosis, and
improve the quality of life for the families it affects by providing
education, life skills, inspiration, and positive support.
Our mission is to heighten public awareness about Cystic
Fibrosis, and improve the quality of life for the families it affects
by providing education, life skills, inspiration, and positive support.
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BY ALISSA KATZ, WRITER

W

hen Liz Noble gave birth to Justina, now 30, she
kissed her and noticed how salty she was. As a firsttime parent, Liz thought that was normal. When she
found out why her daughter tasted so salty -- a cystic
fibrosis diagnosis -- she started bawling. “I don’t
know how to handle this,” she recalls telling one of the nurses. “I
don’t know I can handle everything that’s going to happen to her.”
Five years later, Liz gave birth to her second child, Richard, who
also was diagnosed with CF.
The hospital staff immediately took Richard out of the room when
they learned he was born with intestinal blockage.
“I felt so alone. Here you are, just gave birth, and now you’re in the
room by yourself. It was a lonely, scary position to be in. I didn’t
know what was going on with him, what they were doing with him.
I’m very protective of my kids,” Liz said. “I can’t explain the feelings
I was going through. I learned to hold on a shield on my feelings.
It was killing me to watch my kids.”
And killing her, it really started to. Liz became drained all around:
fiscally, mentally, physically. She had high blood pressure, and
thought at one point she was having a heart attack. Her blood
pressure skyrocketed, and her physicians put her on anxiety
medicine. She started seeing a psychologist.
“Things were hitting me really, really hard. And once after Justina’s
second pneumothorax and lung transplant in 2003 I thought I was
in the safe zone,” Liz said.
But she was far from it.
“I lost control. I started drinking. I just don’t know what came over
me. To see all of these chains of events happen to my kids, feeling
helpless, I tried committing suicide. I took some pills. A whole
bottle. My husband came home and he noticed I wasn’t right, so
he called an ambulance. I ended up in a psych ward.”
She said she doesn’t really have a valid explanation why all of her
mental unraveling took place.
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“I lost it. That’s all I can say. I lost it. I did my best and I didn’t think
that was good enough. This was very hard for me. Justina kept
asking, ‘why, why?’ I didn’t know why. I thought maybe my children
would’ve been better off. Obviously what I’m doing isn’t helping.
That’s the way I felt at that time. My husband and I were not hitting
it off. There was pressure on both sides financially, pressures
at work. I quit work, which brought on financial problems. It just
progressed,” Liz said.

Luckily for her, however, she had people around her that helped
her crawl out of this dark hole she’d been living in. “Without my
family, I don’t think I would’ve made it through the whole thing.
My pastor was great, too, and my sisters and brothers, nieces,
and nephews.” Looking back on this period of her life, Liz feels
extremely ashamed, and realizes how selfish she’d been. “But I
can’t go back in time,” she said recollecting. “I still see a psychiatrist
and I’m on antidepressants. My husband and I get along great
now. We’ve been through marriage and family counseling.”
With the right support in the life of any person affiliated with cystic
fibrosis, there’s a light at the end of the tunnel.
“Today I’m a much stronger person as far as health and mental
stability. My husband and I are getting along great, the kids are all
grown up. Rich is even engaged! I’m in a good place right now.”
For others still trying to fight off mental instabilities, learn to just let
it go, Liz suggested. “It was out of my hands. I’m there for support
-- I would do anything for my kids -- but on the other hand, if this
is God’s choosing, I have to let it go. You have to take care of
yourself in order to take care of your kids.”
Liz goes for walks, reads books, and gets out of the zone of
medical concerns. “I’m so much happier. I think I’m a better
mother, not that I was ever a bad mother,” she said.
“I live everyday as it comes. We all enjoy each other and that’s
what life’s about, right?”
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INTERVIEW: JULIE DESCH
BY JANEIL JAGGERS WHITWORTH, WRITER

J

ulie Desch, a 56-year-old Californian and retired surgical
pathologist, has certainly witnessed the changing
landscape of the care and management of cystic fibrosis
during her years as a patient. She admits the existence of
her own begrudged memories of early pancreatic enzymes
that failed to work correctly; she can picture her siblings lying in
mist tents receiving poundings as a form of airway clearance; and
she even recalls the first time she strapped on what is now known
as the Vest. However, the most recent noteworthy shift in care is
the focus on the significance of mental health as a component to
overall health for all with CF.
Decades ago a perceptive Surgeon General suggested, “There
is no health without mental health.” Now that researchers and
clinicians agree, we are learning that patients with CF face unique
challenges when it comes to stress, anxiety, and depression in
the dynamic world of chronic illness. Individuals with CF and
parent caregivers are two to three times more likely to experience
anxiety or depression when compared to the general population.
Desch further expands by explaining that along with typical daily
stressors such as occupational demands, parental duties, and
financial responsibility, people with CF and caregivers are faced
with the steady uncertainty of their prospective health and futures.
Furthermore, stress, anxiety and depression can be the catalyst
to noncompliance towards treatments and self-care causing
a vicious cycle of further health decline, followed by increased
anxiety and depression.

priority. Years later through a grant from Cystic Fibrosis Research,
Inc., Desch was able to construct and host a quarterly virtual
program with eight weeks of two-hour sessions and a unique
silent retreat focusing on mindfulness based practices. Activities
include hatha yoga; meditation; body scans; instruction to bring
mindfulness to the breath, feelings, thoughts, and emotions; Chi
Gong and mindfulness walking. After three complete cycles of
classes, pre and post questionnaire measurements have shown
an increase in quality of life measures and a decrease in the
depression and anxiety scale for participants.
Desch’s class is truly a unique experience that connects patients
and caregivers with desired support from peers and practices to
placate negative feelings, thoughts, and emotions. Desch’s hope
is to equip those in the CF community with tools and exercises to
positively manage stress and its unwanted associates: anxiety and
depression and in exchange, improve overall health—something
we can all get on board with.
To learn more about MBSR: http://www.cfri.org/mbsr.shtml

If you’re like Desch, you might be asking yourself at this point,
“What in the world can we do to reduce stress in our already
demanding and busy lives?” Desch’s moment of clarity erupted
at a period in her life when she collectively experienced the
declining health of both her parents and herself, and the demands
of modern adulthood. Ultimately, she was confused as to why she
felt mentally stable at such a chaotic time and recognized it was
the Mindfulness Based Stress Reduction (MBSR) program she
had been practicing intermediately for the past 15 years.
All most immediately, Desch knew she had to figure out a way to
bring MBSR and it’s benefits to the CF community—a population
that lacked the time, resources, and energy to make mental health a
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“ I want to live my life with a sense of urgency
and see and explore as much as I can before
this disease progresses.“
Michael Rowe was diagnosed with Cystic Fibrosis at the age of 23.

He was in the middle of his mission to climb every 14,000 foot peak in Colorado. His focus has turned from climbing for
himself to climbing for awareness of the disease that now engulfs his life.

Check out Michaelʼs Story at:
https://youtu.be/hoeLLRHPFx0

We want to hear your story!
Email us at MTJMeTV@mtjm.org

08

What started with JUST BREATHE and SALTYGIRLS - portraits of those with cystic fibrosis telling their OWN
story - is now a regular feature in the magazine called The Salty Portraits. So now we can include everyone...
male and female, young and old. Every issue we’ll try to showcase as many people as we possibly can,
from as many different places as is physically possible for us to visit. We want you to tell YOUR story, we want
to hear the good, the bad and ugly side of cystic fibrosis. At The SaltyLife we encourage open and honest
discussions about CF. Nothing is off the table. It’s YOUR story and we want you to tell it.

Every issue we will showcase more new people.
With your continued support for this magazine we’ll hopefully be able to travel to places we’ve never been before,
and add a fantastic cross-section of CF stories to help motivate and inspire.

>>>
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When talking about CF, my inclination has always been to talk about my medical history, the challenges of the past
and what growing up with CF is like. I could talk about how far behind I was when I was diagnosed at age 4. How
my pediatrician apologized to my mom after years of misdiagnosis and dismissing her concerns. I could tell about
figuring out “normal” childhood experiences in between g-tube feedings, 14 PICC lines, and daily treatments. I’m
sure a lot of the story would sound familiar. I could also talk about what a difficult time I had in my teens and early
twenties. I skipped my treatments more often than not and felt a lot of resentment towards anything that I thought
interfered with a “normal life.” Although, I can’t say I went completely off the deep end, I certainly wasn’t doing
myself any favors. My feelings of anger and guilt for allowing my health to decline haunted me for years. Luckily,
from where I am now, I have a lot more to say than just how angry I used to be. Through my growing Christian faith
and tons of learning from my mistakes I have come to realize I have a pretty awesome future to talk about instead!
I always pictured myself having kids but having CF made that seem like a stretch sometimes. I worried and prayed
for years about whether it would be possible and how my body would handle a pregnancy. While my health is
stable now, the decline I saw in my early twenties made me very unsure of my future. With motherhood in the back
of my mind, I graduated college, got married and started a career as a teacher thinking I knew what I was going
to do with my life. I found myself struggling to get organized between the high demands of teaching and my own
health. It was a very uncertain time in my life. I felt like I had an obligation to succeed because of and in spite of
having CF. With a lot of support from my husband and the rest of my family I made the difficult decision to walk
away, even if it was temporary, and start fresh. I resigned from teaching and worked in a few other lower pressure
jobs while I tried to figure out where I was heading. God had other plans for me though and I found out I was
pregnant mother’s day weekend in 2014!
Watching my son grow during the pregnancy made me realize this sick old CF body was capable of a lot more
than I thought. In the past, I felt like my body failed me at every turn and the daily treatments were just a reminder
of my failing health. I feel proud to be fighting CF in a much more productive way these days. It’s still not always
easy, and sometimes I feel overwhelmed and oppressed by task of living with this disease. In those times I lean on
my faith in God and my hope for the future. When I read stories about the amazing things people with CF have
accomplished I am completely in awe. I may not be climbing mountains but I can’t help but be proud of how far I’ve
come. Being a full time mom and balancing my own care is certainly not easy! I have learned to take help when I
need it and I do my best to be proactive with my health. I don’t worry much about the mistakes I’ve made anymore.
Never in my wildest dreams would I have planned the life I have now but God has made amazing things happen. I
am so excited to say that my husband and I are expecting our second child in January 2017!

Caryn
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I was born on February 19, 1980. My mother, a nurse by profession, spent the first few weeks of my life trying to figure out why her newborn
baby wouldn’t sleep or eat properly. After many trips to the doctor, at 6 weeks old I was diagnosed with Cystic Fibrosis. My parents were
unaware that they were carriers of the CF gene, and I had two healthy older sisters, so my diagnosis was a surprise to everyone. To their
dismay they began to research the disease and was given my prognosis. Back in the 80’s, people born with CF had a life expectancy of
about 20 years. My family immediately got involved with the CF Foundation, raising money and participating in events around the state. At
two years old, I was nominated to be the “Poster Child” for CF in Connecticut. My face was on billboards along the highways and I was
honored by the Governor at the time (Governor O’Neil). We became committed to understanding the disease and doing all we could to
stop its progression. Growing up my family and friends were
As a kid my parents used to pat my chest every morning to loosen the mucus in my lungs. I took breathing treatments three times a day
(more when I was sick) and I had continual problems with my stomach. The mucus would build up in my intestines and cause food to get
“blocked” in my stomach. I would take specific medications every Thursday night before bed to loosen up these blockages, and I would have
to stay home on Fridays from school to get the food to pass through my stomach. I never went to school on a Friday as a kid. They purposely
did that, though, so I would feel better by the weekend and be able to go out with my friends like a normal kid.
When I was first diagnosed (at 6 weeks) the doctors didn’t think I would make it to 10. When I passed 10 years old, they said I would
probably live to be 16 or so. (At 10 years old “Make a Wish” Foundation paid for myself and my family to go to Disneyland for a week.) They
never expected me to make it to 16, however 16 came and went. As a young adult I struggled with keeping a steady job due to sickness
and long stays in the hospital. I graduated from Wolcott high school in 1999. I spent a year at college before I got so sick and that I ended
up missing an entire semester, which resulted in me dropping out because I felt like I was too far behind to catch up. I eventually got a
job working for the Carpenters Union and continued living my life, not knowing what to expect. Although I enjoyed my job as a carpenter,
working inside with sheetrock dust or outside on hot days were detrimental to my health. I am currently a lineman apprentice with a power
company in Connecticut. I had struggled throughout my life to secure a job with reliable health insurance, and this job has given me the
security that I need. It is also a very tight knit community and the men and women at I work with make work enjoyable and fulfilling on a
daily basis.
At 26, I met my future wife. I had never considered getting married, and believed that I couldn’t have kids, so when I met LeeAnn, I wasn’t
sure what to do. She talked about wanting children someday. We talked about the possibility of never having children and she said she
loved me either way, so we decided to get married. We were engaged after 6 months of knowing each other and got married 1 1/2 years
later. We eventually consulted doctors and found out that with IVF we could have kids. After two successful procedures, I now have a sixyear old son, Mason and a four-year old daughter, Lela.
Currently I still takes many medications. I continue my breathing treatments on a daily basis (although because of the kids, work and daily
life activity, it is much harder for me to find the time to sit for an hour for the whole procedure.) I try and spend an hour each night taking
a series of breathing treatments while simultaneously working out. I find that doing push ups while I take a treatment helps to loosen the
mucus, much like chest PT would. This helps me build muscle and clear my lungs.
I am also on Kalydeco. I started taking in in June of 2012. It’s amazing! I feel better then I have in the last ten years. Since I started taking
this drug in 2012, I have been to the hospital only a handful of times. This is a huge difference from what it was like for me before kalydeco
and without it I might not have the job I have today.
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Sean

Well, here we go. My life with CF has been...a roller coaster. It all started to get bad when I was a teen. More
frequent visits to the hospital and having to be out of school more and more because of it. My friends and others
knew what I had. I think some or most of them treated me differently, especially the ones who didn’t like me. They
would tell me “I can punch you in your chest and stomach and you will die! Don’t mess with me!” I wouldn’t call it
bullying though, just being a showoff really. Anyone can pick on someone who is small and supposedly too sick
to fight. As the years went on, I got more and more sick. My CF affected more of my GI than my lungs. I had liver
problems which then made my kidneys start to fail. I had gotten Osteomyelitis (an infection in the bone) in my
spine from my port which became infected. That was THE worst pain I ever had to endure. I wish it on no one.
Once we treated it, it was very hard to walk. I had to use crutches or a wheelchair if we went to places that had
a lot of walking. I recovered 100% from that, which was great, but now I needed a liver and kidney transplant.
Almost getting to the dialysis stage, I got the call on September 5, 2010. After the surgery, it has been a huge
difference. I’m not pale, I no longer retain extra fluids or harmful toxins, and I look healthy and feel alive! I have
been through a lot, as so have many other CFers. I’m happy to be just...breathing.

Rich
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When I was younger, I didn’t really notice that I had CF. For me, the only thing that made me different from other kids was that
I had to take enzymes before I ate anything. Nobody at school even really knew that I had to take pills because I always went
to the nurse’s office before lunch to get my meds since I was too young to carry them around by myself. I would occasionally
have coughing fits and have to use an inhaler but that wasn’t any different from what someone with asthma would have to
do. So having CF wasn’t too much of a big deal. Things started to change when I began middle school. I had my first sinus
surgery and several hospital stays. Since then, CF has become more of a presence in my life as I’ve gotten older, as is
probably true for a lot of people who have been diagnosed. I started to experience new problems and became sicker more
frequently. I also started to have severe anxiety and depression. I had panic attacks a couple of times a day and refused to
leave my house. There were times when I locked myself in my room because I was too scared to go out. I thought something
was wrong with me. I felt alone as well as physically and mentally exhausted from being constantly at war with myself. It felt
like my body and mind were betraying me. I didn’t want to feel like this. I knew how blessed I was, and how lucky I was to
have the most amazing family and group of friends that support me and help me deal with having CF. I constantly try and
remind myself of the blessings I have but sometimes having those thoughts made me feel even worse. If I was so lucky, why
wasn’t I happier? I felt weak for not being able to shake this. I finally entered counseling after one severe panic attack placed
me in the emergency room. Even though it was scary to have gone through having to go through that, in the end, it ended
up being a positive experience. I’ve learned that I’m not alone and that a lot of people with chronic illnesses battle anxiety and
depression on top of what they were diagnosed with. Fighting a lifelong illness is a fight both physically and mentally. It was
a relief to know I wasn’t alone and to be getting the help I needed. It also helped to know that there was no cure all for the
panic attacks, obsessive thoughts, and being so sad I can’t even get out of bed. Despite how much it sucks, it’s a learning
experience. It’s ok to have setbacks. It’s ok to not feel happy all the time. We don’t always have to put on a brave face or try
and over compensate for having a chronic illness. We are allowed to feel how we feel whether it’s happy, sad, silly, or angry.
I’m still trying to realize this and to not be so hard on myself when I do take a step backwards. It’s not easy, and sometimes it
feels like there are more bad things than good but we still need to try and hang in there. Support one another when we can
and accept help from others when we can’t. There’s no shame in that. Through social media, I’ve been able to chat with other
Cystic Fibrosis patients and I’ve learned that we are pretty damn awesome. We go through a lot but we get through it. We
are stubborn, strong willed, beautiful fighters who will not let CF get the best of us. To my CF family, breathe easy and always
remember how far you’ve come to be where you are today. Each day we wake up and take a breath is an accomplishment.
Be proud of yourself. You are a warrior.

Emily
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We knew when I was in my mother’s stomach that I was a fighter with Cystic Fibrosis. The doctors told my
parents to take me home and love me, that I only have 6 months or less to live. From then on I have proved
to all the doctors wrong. CF has faced me with many obstacles through my whole life but those struggles
just make me stronger. During my younger years in elementary school was the most difficult time of my life. I
was constantly hospitalized for minor or major health issues. The teachers and staff members were extremely
understanding through it all. They wanted me to succeed in school even though I wasn’t able to be there
physically. They would send all my homework home with my sister who was a few years ahead of me and I
would work on it when I was able to. I was in the hospital for eight weeks because I had a bowel obstruction.
I have had six to seven sinus surgeries my whole life. I have had a few bronchoscopies. About two and a half
years ago I was told I had a antibiotic resistant mycobacterium in my lungs. I’ve been on a ton of different
mixtures of antibiotics to try to beat it back so it doesn’t keep growing.

Jacqueline
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I don’t let cf get to me, and it’s been that way since my diagnosis at age 5. Whether it’s playing an organized sport
almost every season, or out on my boat fishing 3 +days a week, it keeps the thoughts of doing my meds at bay.
I recently started a lure company with my friend Mike, as we were unsatisfied with current products we normally
fish with. Plum Island Swim Baits is my new passion, and as we expand weekly, I have a new obstacle to overcome
in the near future, Transplant.
Working hard keeps me grounded but also let’s me know I have something to look forward to post TX.

Gabe
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Growing up with Cystic Fibrosis was never easy and it still isn’t. When I was diagnosed at 6 months
old it turned my parents’ world upside down. I knew from a young age that I had to work harder to get
to where I want to be in sports without my illness getting in the way. I never let CF get in the way of my
goals and I embrace the challenges as they come.
Being a student athlete all my life with CF has really challenged me in many different ways. It has
taught me more than I could ever imagine and it has taught me to be thankful for the opportunities
I have gotten to experience. I got the opportunity to play in the national championships, win a state
championship and play for Scanlon Creek Hockey Academy where my teammates were Olympians
who went on to play for their countries.
Going into my junior year at Westfield State University I look forward to all of the fun and excitement of
playing sports there while working towards a bachelor’s degree in Athletic Training. During the school
year and summer I am an EMT in the city of Springfield and it has been interesting. Yes having CF and
being an EMT are dangerous combination because of the exposure to illnesses, bacteria and viruses.
But when you ask me I’d rather take the risk and do something I love rather than playing it safe doing
something I’d be settling for.
Turning 21 is exciting because there is still so much that I want to do but it’s also a milestone my
parents couldn’t imagine when I was diagnosed. I will continue to fight CF until I no longer have the
strength to but when that time comes my hope is that CF will finally stand for “Cure Found”.

Sarah
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17 Scars, 10 Surgeries, a Lung Transplant, Diabetes, PTSD…the list can go on and on. It has been my
entire life since the night I was born. After delivery it became very apparent my intestine had split open. As
I was rushed to hospital my heart stopped and my journey almost ended before it started. On more than
three occasions the doctors have told my family to prepare for the worst as each situation I was inches
from death, each time the team of surgeons and doctors attempted something never done before. I’ve had
a colon removed, a heart pumped by hand, visited 4 continents, done a 5K with an oxygen tank and been
honored to represent the Cystic Fibrosis Foundation for over 34 years. But that’s what CF is all about,
fight and fight and fight until there is absolutely no fight left.
Over 38 years that has been my message to those I have had the privilege of knowing through CF camps,
fundraisers, Shinerama and social media. I know what it’s like to be the brunt of jokes and the inspiration
to thousands. To have someone leave you because of fear of your disease, as well as find someone who
is with me in sickness and in health. I have watched friends and love ones die weekly from the disease
that I fight every day.
So what’s my future? Hopefully 20+ more years with my wife, who is my strength and hope through the
last 15 years. To see my daughter graduate from high school and University and someday walk her down
the aisle. To get there means another day of fighting, followed by another.

Rob
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INTERVIEW
PHILIP WATT

CEO, CYSTIC FIBROSIS IRELAND

What inspired you or brought you to getting involved
with the organization?
I have been involved in advocacy work throughout my working
life. As a student, I was President of the Students’ Union in Trinity
College, Dublin. I then worked as an advocate in Belfast with the
Northern Ireland Council for Voluntary Action, working with both
unionist and nationalist communities in my home city of Belfast to
improve access to housing during the very troubled decade of the
1980’s. I subsequently moved to Dublin worked for 11 years as
CEO of a body that advised the Irish government on anti-racism
and the integration of minorities during a period of significantly
increased inward migration into Ireland. I was attracted to work
in Cystic Fibrosis Ireland in 2009 when I heard people with CF
speaking out so courageously and articulately about the very poor
hospital conditions. At that time there were so few dedicated
inpatient rooms in CF hospital centres that many of our patients
were actually afraid to be admitted because of the dangers of
infection and cross infection. Thankfully, there has been a lot of
progress in improving CF centres in Ireland in recent years.
Do you have a personal connection to CF?
I had no personal connection to CF prior to being appointed
CEO. However Cystic Fibrosis Ireland is the kind of place where
you quickly find yourself building up an emotional attachment to
the work. Three (one quarter) of our staff in Cystic Fibrosis Ireland
have CF and our Board of management is comprised of parents
and people with CF.
Do you remember the first time you learned about CF?
My mother, Eleanor Watt, was a health visitor (nurse) who worked
in some of the most disadvantaged areas of Belfast in the early
1970’s. I remember her talking about the high mortality rates of
children with CF in Belfast at the time and there was only limited
access to treatment. Thankfully there is much more hope today in
Ireland, north and south.
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As CEO, what are some of your main responsibilities
within the Association?
You really have to be able to multi-task in a relatively small
organisation, which also contributes to making the job so
rewarding. Working with the Board and staff of Cystic Fibrosis
Ireland we continue to implement a robust advocacy and lobbying
approach that seeks to improve CF services in Ireland. We have
a major fundraising programme to sustain our work and we have
a developed creative public awareness programme including our
annual ’65 Roses Day’. We meet up with patients, clinicians and
the CEO’s of the 12 CF centres in Ireland on a regular basis and
we liaise closely with our 19 branches.
What advancements has your organization been
involved in that you are most excited about? What will
they mean for CF patients?
Cystic Fibrosis Ireland carried out an audit of CF services in
Ireland that was published in 2005 and was called the ‘Pollock
Report’. This seminal report highlighted the infrastructure and
staffing deficits in Ireland and identified an optimum model of care
based around specialised CF centres. The Department of Health
in Ireland subsequently endorsed the Pollock report, leading to
an increase in the number of CF consultants from 4 to 14 in the
space of around 5 years. In more recent years (during the financial
crisis in Ireland) CFI has raised almost €9 million resulting in major
improvements 7 of our CF hospital centres. CFI has also support
the Irish lung transplant programme in a number of ways. The lung
transplant programme in Ireland is now recognised as one of the
most effective programmes in Europe.

Where do you hope to see CF in 10 years?
What are you most excited about?
The biggest excitement in recent years in relation to CF care is
in relation to game changing drugs that address the underlying
cause of Cystic Fibrosis. Along with the improvements in hospital
centres in Ireland, these emerging drugs have contributed to an
increased sense of hope. However because of the very high cost
of these therapies, there is also an increased sense of anxiety
among the CF population in Ireland that these drugs will not be
reimbursed by the Irish government.

What can we do better in terms of care for CF?
The key issue in relation to CF in Ireland is the shortage of
specialised multi-disciplinary staff.
Some centres have 20 clinical staff
less than that prescribed by European
standards. This is leading to staff
‘burn out’ in some centres.
What is the hardest part about
being so closely involved with a
chronic illness, like CF?
The most difficult part is the job are
the daily challenges facing people
with CF and the realisation that more
can be done if the government had
the will to do so.
What has been the most
rewarding moment in your time
with this organization?
I was at a medical conference in
Killarney, County Kerry and was sitting beside our research officer
(who has CF) at our information stand and a phone call came
through from the Minister for Health to my mobile phone, He
kindly let us know in advance of a public statement that he was
approving payment for the new CF drug Kalydeco for Ireland. I
will never forget her tears of joy when I told my colleague of the
decision and aunt appeared about an hour later with a surprise
bottle of champagne.
What will be the biggest obstacle in care as people
with CF live longer and healthier lives?
The ‘utilitarian mind-set’ can be summarised as ‘it is better to
give 1,000 people an aspirin rather than provide access for one
person with a rare disease to an expensive therapy’. This is a
mind-set has not been an obvious feature of Irish health policy to
date, but there is a danger that it could be in the future.

Given the increase in life expectancy for people
with CF, has that shifted the focus of your organization?
And if so, in what ways?
We have just established a subgroup on independent living that
will explore how CFI can be more supportive of our members
as they increasingly are living long enough to access part time
employment; complete third level education and to begin families
of their own.
CF care differs slightly from country to country, does your
organization communicate and/ or work with similar
foundations in other countries? If so, in what way and
what benefits have come from those collaborations?
CFI seeks to work closely with CF Europe and CF Worldwide and
we link in with individual patient groups
including our nearest neighbour in the
UK, the Cystic Fibrosis Trust which
also covers Northern Ireland. We
are also members of the European
CF Society and participate in their
annual conferences. We also work
closely with colleagues from other rare
diseases groups in Ireland through
the Task Force on Rare Diseases and
through EUPATI and EURODIS at a
European level.
How much of the focus for your
organization is on the mental
health of CF patients and what
resources do you provide related
to mental health issues?
We have a strong focus on positive
mental health at our annual conference. We also support the
employment of psychologists in some centres where they are
not part of the multi-disciplinary team to their need to the hospital
centre.
Overall, what do you think the future looks like for people
with CF? What are your goals and hopes?
Overall (and without glossing over the challenges of CF) it is a
time of increased hope for people with CF in Ireland. We would
hope that this hope is sustained through continued access to
new and innovative therapies. We would also hope that other
countries in Europe and beyond with poorer services will draw
hope from the experience in Ireland, where CF services have
been transformed over a period of 10 years. In future we would
hope to work more closely with some of our colleagues in Eastern
and South Eastern Europe to help improve CF services.
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CF
RESEARCH
AND
CLINICAL
TRIALS

BY MERANDA HONAKER, ASSOCIATE EDITOR/WRITER
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ystic fibrosis research is progressing faster than ever with
several therapies coming down the drug development
pipeline. However, patient participation in clinical trials
remains an essential and required component of moving
this research forward. Currently, the Cystic Fibrosis Foundation
has several studies listed that are enrolling patients. These
include drug studies and observational studies.
On a personal note, I have been participating in CF research
as a patient for over two decades. I have participated in drug
studies (phase III Orkambi clinical trial), observational studies,
an early intervention study and meaningful studies for genetic
markers only requiring a simple blood test. My contribution to
CF research, even as a child giving blood for genetic markers,
has advanced scientific knowledge. Every person with CF who
participates in research is making a positive impact on the future
of thousands of people living with CF. Standing alone, this
should be enough reason to encourage each person with CF to
participate in research in some way.
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I participate in clinical trials for a few reasons. First, the data
collected from me advances knowledge of CF and gives
researchers valuable information that may ultimately lead to a
cure. Second, I want to gain access to potential therapies prior
to marketing. For example, I chose to participate in the phase
three Orkambi trial because I knew I had the option of enrolling in
the open-label extension study. This allowed me to have access
to Orkambi for 18 months prior to FDA approval. Third, I have

always hoped that someday a child born with CF would not have
to endure the challenges us older CF generations have. This will
only be made possible by research breakthroughs which are
impossible without clinical trials and patients who participate in
CF research.
When considering a clinical trial you should first find out if you
meet the inclusion criteria. This means you will need to meet a
basic set of qualifications such as age, lung function, culture (for
antibiotic studies), genetic mutations (for CFTR studies), etc.
If you meet the basic inclusion criteria and are screening for a
drug study you will then have testing at a screening visit. This
initial testing will determine your eligibility to proceed further into
the study. Some studies require more than one screening visit
depending upon the tests being conducted for each individual
study. A patient must pass all screening tests to be approved
for the first drug dosing visit where
the drug or placebo will be given.
Sometimes patients fail screening
visits and are subsequently excluded
from the study. However, there are
some circumstances in which they
can rescreen for the study at a later
time depending upon the reasoning
for a failed screening visit (I.e.
exacerbation) and study sponsor
protocol.

Participating in drug studies means subjecting oneself to known and
unknown potential side effects. It is imperative that each study participant
thoroughly reads and understands every sentence on the consent form.
Consent forms consist of information to include known side effects, who
to contact during the study in case of emergency, limitations of the drug
company’s responsibility should you experience complications and state
that a patient may drop out of the study, by his or her own choice, at
any time. I join drug studies with hope of symptomatic improvement, but
consider possibility of unpleasant side effects. Participating in clinical
trials is voluntary, and you may drop out of the study at any time. This
option remains throughout the duration of the study to include blinded
and open label study participation.
Recently the Cystic Fibrosis Foundation updated their website to include
a new clinical trial finder tool. This tool is fantastic in allowing patients
to search the available clinical trials and read more information about
the studies. Additionally, patients can read the inclusion and exclusion
criteria to determine if they meet the minimal eligibility requirements
when considering a study. The CFF Clinical Trial Finder can be found
here:

https://www.cff.org/Trials/finder
Clinical trials are open to both children and adults with CF. It is very
difficult to enroll enough pediatric patients in CF studies; however,
pediatric studies are critical. Medications, such as Kalydeco, must be
studied in children prior to being FDA approved for certain age groups.
Without pediatric studies Kalydeco would only be FDA approved for
adults. There are some studies which exclude younger patients with
CF; however, there are opportunities for children to participate in
many studies. Additionally, many study sponsors reimburse parents
for their time spent and costs associated with pediatric clinical trials.
This includes reimbursement for parental travel, lodging and food costs.
There are great opportunities for children to participate in CF research
ranging from sputum studies, biomarker studies, observational studies
and drug studies.
I recommend visiting the new clinical trial finder tool on the Cystic
Fibrosis Foundation’s website to learn more about current clinical trials. I
encourage everyone to consider participating in CF research when able.
Our entire community will benefit and breakthroughs will be made faster
when we all work together!
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facebook.com/zoriadesigns
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BEARKNUCKLE

CF TWINS RORY AND NICHOLAS LANDT
ROCK OUT IN ATLANTA
BY BREE ROLFE, WRITER

O

n Christmas morning 2011, BearKnuckle singer Willie
Williams thought of the name BearKnuckle for the band he
joined with twin brothers Rory and Nicholas Landt. It was
the perfect combination of words to capture the sound
that the band considers, “a furry fist to your face.” And it
makes sense considering their sound is a patchwork of styles and
sounds— a music that is fueled by surprising contrast— much like
the fuzziness of a bear coupled with the power of a punch.
“We’ve always been very conscious of having contrast in our
songs,” explains bass player Rory Landt. “We bring together
influences from a huge variety of bands, so that contrast you
hear is just what happens when we all get together and start
collaborating and working together in the same room.”
However, BearKnuckle, is also an apt description for the life that
brothers Rory and Nicholas have crafted for themselves— the
healing, transcendent power of music coupled with the harsh
realities of living with a chronic illness like CF. The twins, who
were diagnosed with CF at three months old, grew up in a
musical family where their diagnosis served to only to foster, not
inhibit, their love of music.
“Our dad plays bluegrass and our mom is also musical and
artistic. So music has always been there, but having CF has
definitely shown us the importance of following your dreams and
doing what you love in life,” Landt said.
And while being in a band doesn’t usually lend itself to ideal health
conditions, the brothers haven’t let their illness be a detriment to
furthering their musical careers even if it means spending extra
money on hotels for treatments, finding a way to sustain a high
calorie diet while on the road or even still playing shows while
dealing with lung exacerbations.
“The hardest part is having to go into smoky bars and hang out
for extended periods of time,” said Landt. “So usually we cope by
standing outside or sitting in the car or going somewhere away
from the smoke until we absolutely have to hit the stage… The
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only time it gets in the way is if we have to be hospitalized and
take time off. However, even if we are having to do IV drugs, we
can still tour and still go out and play.”
Despite these obstacles, BearKnuckle continues to evolve as a
band. With two EPs under their belt and an upcoming release on
September 15th, the band is confident in their new collaborative
spirit. The new EP, “Feed Me Fiction,” will be released on Atlanta
based label Blood Drunk Records and it marks a significant
evolution for the band in both song-writing and production as it’s
the first album they’ve had professionally mixed and mastered.
“We proudly believe that this album is our greatest release to
date,” says Landt. “From the overall collaborative effort that you
can hear in every song, to the time invested in song writing. Our
process has changed for every album. The biggest component
that is constantly evolving is…the way we nurture songs during
the writing. In the early days, Rory or Nick would usually come
in with a full song written, with a full vision of their own… Nowa-days we really try to focus on creating every song together.
Inspiration comes from living our lives and having something to
say at the end of the day.”
The band has its collaborative roots in 2004 when Nick and Rory
first started playing music together, but they didn’t really form until
2010 when they decided to make music with their high school
friend Willie Williams. And after a few drummers and two EPs,
“Lost Wood” (2013) and “Blood on the Iron” (2014), they added
drummer Nickolas Williams and have spent the past two years
solidifying as a band. Their upcoming EP will be followed by
supporting tour dates and the band plans to release their first fulllength album in the next year or so. So, while CF may sometimes
pose an inconvenience, the brothers and BearKnuckle show no
signs of slowing down.
“Music is really the main thing that keeps us going,” says Landt. “It
gives us something to live for and love. Having something like that
in your life is definitely positive for staying healthy.”

“ Music is really the

main thing that keeps
us going. It gives us
something to live for
and love.”
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1 YEAR LATER

L

ast issue I talked about the genesis of this entire project, the JUST
BREATHE book. I talked a bit about the issues I was going through,
the lack of information I found that was geared towards adults, and
that I felt I needed to help make a broader statement.

As some of you know, out of that first book was born the SALTYGIRLS
project. Actually it was quite early on while photographing for Just Breathe
that the idea came to be. It was in Chicago, sitting by the pool with two of
the other subjects while we had just shot their portraits (Wendy and Nina).
From there it started quite slowly - lets be honest, it’s a bit of a hard sell
initially. Can you imagine: a foreign photographer wants you to come to his
hotel and pose showing your scars. But I knew I was on to something. The
stories the women were telling me were so very specific to be a WOMAN
and fighting this disease. I just felt, again, obligated to help tell their stories.
Eventually word spread and we ended up with 77 brave, powerful women
that I can truly all call my dear friends.
And then late in the summer of 2015 something remarkable happened.
One website (The Mighty, who has been an incredible supporter of all
of our work) ran an article about the still-ongoing SaltyGirls project. And
then some other media outlet picked it up... and then another. And then
all of sudden we were covered on Buzzfeed. And People magazine. And
Cosmo. We were doing interviews for German television. I was doing
interviews for media outlets in Brazil, Canada, Israel, UK, Italy. I always
knew we are onto something special. And I had always hoped something
like this would happen. And it did. The timing wasn’t perfect, but you can’t
control when something goes viral, especially when it goes worldwide.
It was such a joy and pleasure to work on this. But it was also filled with
sadness, as we have lost some of the girls over the last year. That’s another
reason why the project was so important. Time is not on our side. We need
to get the word out, today. Not tomorrow or next week. Some of the girls
are still struggling. We can’t go through this loss any longer.
But back to the girls. I’ve always told them all how proud I was of them.
The sheer courage it took to do what they did, its always astounded me.
But they knew, I think, just how important this project really was. For others
out there, and not just for those with Cystic Fibrosis. It was a statement
of empowerment as well, for any woman that has been body-shamed and
made to feel less than she is. No one should be made to feel that way.
That’s why I thought this page would be good. To really show people the
impact these girls made around the world, and the impact they have made
on me. All of them have made an impact on my life hopefully as much as
this project has made on theirs.
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“Before Salty Girls I had no community - no one else to
“Being a part of salty girls helped me connect
talk or relate to. Ian gave us that - which is invaluable.
with other women with cf, it’s given me a group
We are family now - and all thanks to Ian.”
to turn to when I need support with CF issues,
and provided me with a peer group that I
“I’m just as beautiful as the next person
thought I had lost.”
“Salty Girls gave me confidence I
and thanks to salty girls, I’m comfortable
didn’t know I was capable of having.”
in my body and I don’t mind sharing it
“The SaltyGirl project has inspired me
with the world!”
to own and accept CF and to no longer
“Salty Girls gave me a support system
hide its destruction.”
I never even knew existed and with it,
a new outlook on life.e to be a better,
healthier person.”
“The book made me not have
to hide anymore, I’m so much
more open & confident. I
“Salty Girls has shown me there is a
can truly say I am not afraid
huge amount of love and support from
anymore.”
other adults with cystic fibrosis.”
“SaltyGirls has given me a
support system of some truly
incredible girls that I can lean on
during my recent transplant.”

“Salty girls inspired me to kick ass harder
and live my life with new experiences
everyday for the girls and guys we’ve lost
along the way.”

“Salty girls has given me the
confidence to show off my
scars and speak more about
my disease.”

“The Salty Girls book, opened
a lot of eyes and exposed what
many of us truly deal with on a
day to day basis, and revealed the
things people don’t always see.”

“Seeing my daughter’s face light up with
pride when she gets to ‘mommy’s page’
gives me the strength to overcome
any obstacle I come up against while
fighting this disease.”

“Being a part of Salty Girls
definitely made me a more
confident individual, especially
with the amazing support system
that these wonderful ladies have
provided.”

“This has made me feel proud to tell
people about my disease and the
struggles I have gone through. It has
made me feel more confident about
myself and when I feel confident, I feel
beautiful. ”
“SaltyGirls made me not have to
hide anymore, I’m so much more
open and confident. I can truly say
I am not afraid anymore.”
“SaltyGirls has allowed me to
escape the suffocating isolation that
CF brings; it’s a constant reminder
that I don’t have to fight alone.”
“I was feeling stagnant at the time and
needed a push. Salty Girls was that push
it hepled me realize my strength when I
was feeling weak.”

“Saltygirls gave me more
strength to kick ass and when
Saltygirls became a nationwide
sensation, I was filled with
so much joy that we got “our
moment”. Even if it was just
a small one, I’ve never felt
more glamorous.”
“Made me feel a part of something that has been missing
all of my life, now I’m not alone anymore, I’m a part of this
amazing group; the salty family.”
“The SaltyGirl project has inspired
me to own and accept CF and to no
longer hide its destruction.”

“The Project introduced me
to an amazing group of strong,
confident women and their
friendship and their friendship
is what I value most.”

“when my doctor calls me he asks to
speak to salty girl #1 and I’ve gotten so
many messages sent to me telling me
what an inspiration I am to the younger
CF generation.”

“I’ve become a much more active advocate
for education about CF and am no longer
embarrassed or awkward about sharing the
gross and intimate details of this disease...
because I know - I’m not alone!”

INHALE
EXHALE COMFORT.

HAVE AN EASIER TIME EXPELLING DISCOMFORT,
HAVE FEWER INFECTIONS & HIGHER LUNG FUNCTIONS.
The Multi S.A.L.T. FX® halogenerator at Salt Chamber disperses micronized pure sodium salt
particles into the air as you simply breathe in the healing affects of salt therapy.

“

Philip nebs hypertonic saline twice daily, however, we have researched and found that
the dry salt in halotherapy gets deeper into the bronchioles than wet saline can. Salt kills bacteria
(he cultures staph) deep down, thins mucus dramatically, and reduces inflammation...all of which are
deadly combinations to CF patients. The results are nothing short of amazing!

”

- Mom of a CF Child

Keep Your Eyes Peeled!
My Name’s Cody!

Please, Get Out Of My Way…
“In the 1950s, children born with
Cystic Fibrosis were not expected to live long
enough to attend elementary school.”
- Boomer Esiason

Cody turned 27 this year, and his story
is one of great strength, and love and the
power to press-on against some alarming odds.
With lots of help from his family and friends.
The CODY & I book is due for release shortly.
Let us know if you’d like a signed copy!
facebook.com/The-CF-Avengers-143840372457929/

NEXT ISSSUE

COMING SOON
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IAN ROSS PETTIGREW PHOTOGRAPHY

www.ianpettigrew.com

