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What's New? 

May is Cystic Fibrosis Awareness Month! CF Foundation 

Cystic fibrosis (CF) is a progressive, genetic 
disease that causes persistent lung infections 
and limits the ability to breathe over time. 

In people with CF, mutations in the cystic 
fibrosis transmembrane conductance regulator 
(CFTR) gene cause the CFTR protein to become 
dysfunctional. When the protein is not working 
correctly, it’s unable to help move chloride -- a component of salt -- to the cell surface. 
Without the chloride to attract water to the cell surface, the mucus in various organs 
becomes thick and sticky. In the lungs, the mucus clogs the airways and traps germs, like 
bacteria, leading to infections, inflammation, respiratory failure, and other complications. 
For this reason, minimizing contact with germs is a top concern for people with CF. 
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An Interview about Living with Cystic Fibrosis (CF) 
 
 
 
Ashley Friend is a 13 year old 
soon-to-be-9th grade student from 
Brimfield. I met with Ashley and her 
mother, Tamey, who were both gracious 
enough to answer some questions and 
share some pictures about their life with 
Cystic Fibrosis (CF). 
 
 
 
 
How was Ashley diagnosed with Cystic Fibrosis? 
 
Mom: Ashley was diagnosed as part of a newborn screening shortly after she was born. 
There was no history of CF in the family previously.  
 
 
How does CF affect you on a personal level Ashley? What types of symptoms do you 
experience? 

 
Ashley: (Note: Ashley has recently started taking a newly developed medication called 
“Trikafta” which has helped her respiratory symptoms.) Before Trikafta, my lungs were 
worse and I had a lot of mucous. My stomach would also hurt and I would throw up a lot. In 
the mornings I couldn’t even talk until I did my treatments. It was hard to gain weight and I 
would cough so much that people would stop and look at me. I got pneumonia and I went 
downhill from there.  
Mom: We were dealing with a lot of acid reflux and asthma symptoms (Ashley also has 
asthma). Ashley was admitted to the hospital twice for IV antibiotics through a PICC line (a 
long-lasting IV line in your arm). If she got a cold it would settle in her chest and she would 
get pneumonia.Ashley’s doctors are actually surprised she hasn’t been hospitalized more. 
She also had to have sinus surgery. Her lung function was decreased. She had a constant 
cough- it was so frequent she didn’t even realize she was coughing, but everyone around 
her noticed. She was always kind of self-conscious of being disruptive in class,(coughing) 
but she’s never been ridiculed for it... 
Ashley:  When I had to wear my mask to school, people were like, ‘what the heck is that, 
and people stared at me a lot…’  (Ashley sometimes wore a mask to school, pre-Covid, 
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during flu season and any time there was the chance of respiratory illness at school). I 
understand that people make those weird comments and stare at me, but they don’t know 
what I have- I look like just some kid wearing a mask to school. I mean, you can’t tell that I 
have CF-most people don’t even know what it is”. People always feel weird asking me 
questions but that’s why I like talking about it...not so people feel bad about it but so that 
people get aware of it...and know what it is...because there’s so many things that people 
don’t know.  
Mom: Ashley started Trikafta a couple months ago, but it can have side effects to the liver 
and could cause cataracts. Ashley has to have labs drawn every quarter to check liver 
function and she had to have a baseline eye exam with an opthamologist.  
 
 
What’s a typical morning like for you? 

 
Ashley: I have to do 3 different neb 
treatments, an inhaler and my vest. 
(the “Vest” is a High Frequency 
Chest Wall Oscillation vest that 
vibrates against the chest wall to 
loosen mucus). The vest takes about 
45 minutes to do in the morning. She 
gets up very early to do this- all 
before school starts! Ashley also 
takes enzyme capsules before she 
eats to help with digestion as CF can 
cause gastrointestinal issues as well 
as lung problems. We had to get 
approved through insurance to get 
Trikafta which is a new medication 

that has been called a “game-changer” in CF treatment.  It can currently cost over 
$300,000 a year! (there is no generic version as of yet).  
 
 
How has this time of COVID-19 Pandemic affected  your daily life? Is it different 
from what the rest of us are experiencing? How do you manage your medical 
care/appointments?  
 
Mom: The unknown is scary- but we are so much more cautious than we would be if we 
didn’t have CF in the house. When Ashley was in the hospital, she couldn’t leave the room 
and if she needed to, they had to come get her, she had to wear a mask and they would 
open doors for her, press buttons- she couldn’t do that herself. So it’s like we’re in the 
hospital, but we’re not. You become so hyper aware of how germs and viruses spread and 
having that background- I don’t know with Covid-19 if it’s helping or making it more scary 
for us.  
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Ashley: Here I feel much safer, we’re really far away from the road so I feel like we’re not in 
contact with people. And we have all the animals so I’m always outside with them-taking 
my chicken for a walk! (Insert laughter here)!  
Mom: Ashley has more fear- but there are two kids with CF who have gotten Covid and 
survived. But-daily life, we go nowhere.  
Ashley: I can’t see my Dad, can’t go to the barn (horses).  
Mom: We’re more fearful and wonder what it’s going to be like when this whole thing is 
“over”.  
 
 
What do you want people to know about living with CF? 
 
Ashley: I’m not much different than a 
normal child, except I have lung issues. But 
I look normal and I am a normal child, 
(kind of- more laughter)! I like to do the 
same things everyone else likes to do, it’s 
just harder for me and much different for 
me to do stuff. I don’t want people to think 
of me much different- I Mean I’m okay 
with all the questions and I want people to 
know, but I don’t want people to think like, 
“Oh no, Ashley, she can’t do this”, If you 
say I can’t do anything, I’m still gonna do it.  
Mom: She doesn’t want people to feel 
sorry for her.  
Ashley: Yeah, I want people to know- CF- 
Everyone has their own difficulties and I 
have this one- I just don’t want people to 
feel bad..I’m still really active.  I horseback 
ride. I’m not good at hockey but my dad 
wants me to do it (laughter) so I go to ice 
hockey lessons and I skate a lot.  But my 
main thing is horseback riding.  
Mom: Being active is good for CF even though it might not be easy and they might have to 
stop and catch their breath a lot.  
 
 
 
 
 
 
 
 

4 



 

What do you want people to know about parenting a child with CF? 
 
Mom: Anyone who has a child outside of the normal condition, whether it be a physical 
ailment or a mental ailment or genetic, it’s really hard to balance between keeping her safe 
in this little bubble, but then allowing her to experience life to the fullest. You kind of have 
this constant underlying fear that I’m going to make the wrong decision or I’m going to do 
something that will be detrimental to her health or to her growth and I’m constantly 
second-guessing my decisions. I think those are struggles that any parent of a child with a 
chronic illness experiences. Also making sure that her sister doesn’t get the short end of 
the stick. (Ashely’s sister Amber is going into 11th grade at THS).. Making sure she knows 
that just because I have all these special considerations for Ashley doesn’t mean I don’t care 
about you. I think being a family member of a person with a chronic illness is almost a 
separate article 

 
 
~This is just a snapshot of one of our students living with a chronic disease. I hope you’ve 
enjoyed this interview. Please go to cff.org to read more about Cystic Fibrosis and increase 
your awareness! 
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Healthy Snack to Make with Your Children 
 
Honey Lime Fruit Salad Tasty 
Prep Time: 15 minutes • Servings: 4 
 
Ingredients: 

● ½ lb fresh strawberry, 
quartered 

● 2 kiwis, peeled and diced 
● 2 mangoes, diced 
● 2 bananas, sliced 
● ½ lb fresh blueberry 
● 2 tablespoons honey 
● 1 lime, juiced 

 

Preparation: 
 

1. Place sliced fruits in a large 
bowl. 

2. In a small bowl, mix honey and 
lime juice. Pour syrup over the 
fruit and mix. 
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Kathleen Charette MEd, MSN, RN • Tantasqua Junior High • charettek@tantasqua.org 
Lynn Corsetti RN, BSN • Wales Elementary School • corsettil@tantasqua.org  
Tara Furey RN, BSN • Burgess Elementary School • fureyt@tantasqua.org  
Julie Lardizzone, BSN, RN • Brookfield Elementary School • lardizzonej@tantasqua.org 
Lydia Lucas Health Office Assistant • Burgess Elementary School • lucasl@tantasqua.org 
Jean Martinelli LPN • Tantasqua High School • martinellij@tantasqua.org  
Lisa Meunier RN, BSN, MEd • Burgess • District Nurse Leader • meunierl@tantasqua.org  
Michelle Seremet RN, MPH • Tantasqua High School • seremetm@tantasqua.org 
Shannen Sherman BSN, RN • Brimfield Elementary School • shermans@tantasqua.org  
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