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What is Alyftrek? 

In December 2024, the FDA approved a new medication called Alyftrek 

for children with cystic fibrosis (CF). Alyftrek is part of a group of medica-

tions known as highly effective CFTR modulators, which help fix the un-

derlying problem in CF by improving how the CF protein works in the 

body. Other medications in this group include Trikafta and Kalydeco. 

Alyftrek is approved for people with CF who have mutations that re-

spond to Trikafta , plus 31 additional rare mutations. 

 

What did the study that tested Alyftrek find? 

The clinical trial looking at Alyftrek in children included 78 children with 

CF, ages 6 to 11. All of them had been taking Trikafta for at least four 

weeks before switching to Alyftrek for the study. One notable difference: 

Alyftrek is taken once a day, while Trikafta is taken twice a day. 

 

Researchers in the Alyftrek study used a sweat test to measure how well 

the CF protein was working. This test checks the amount of chloride in 

sweat, with lower numbers usually meaning the CF protein is working 

better than higher numbers. On average, children who switched to 

Alyftrek had sweat chloride levels decrease by 8 points compared to 

when they were on Trikafta. More children had sweat test values in the 

normal range when on Alyftrek compared to Trikafta. Lung function and 

the number of lung infections (pulmonary exacerbations) were about the 

same with Alyftrek and Trikafta. Alyftrek was generally safe and well tol-
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erated, with side effects similar to Trikafta. 
 

This study suggests Alyftrek is safe for children and may work even better than Trikafta in some ways— espe-

cially when it comes to improving sweat test results. Some will also prefer the once daily dosing with Alyftrek. 

However, it’s still not clear if the better sweat test results will lead to bigger health improvements over time, 

like better breathing, better nutrition, or fewer infections. As more people transition over to Alyftrek, we will 

get more information about the possible benefits of this medication.  

 

There is also a major research focus in CF community with the goal of developing new CF treatments for those 

who cannot take medications like Alyftrek and Trikafta.  

 

New lab monitoring recommendations 

Along with Alyftrek’s approval, the FDA has also updated its recommendations for blood tests for anyone first 

starting to take either Trikafta or Alyftrek. The new recommendation is that anyone first starting to take 

Trikafta or Alyftrek should have blood tests to monitor their liver function every month for the first six months 

after they start the medication, and then every 3 months for an additional 12 months after that. These tests 

help doctors monitor for any potential side effects, especially involving the liver.  

Alfytrek Continued  
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Mask Reminder 
 

 

 

 

All persons with CF need to wear a face mask  

when in our hallways.  

Mask may be removed once in the clinic room.   

This is consistent with CFF guidelines for infection control and provides protection for your child. 

This rule applies to any of our buildings and indoor areas. Please make sure your child is wearing a 

mask when at lab, radiology or the cafeteria.  If eating indoors at the cafeteria, masks should only be 

removed once sitting at a table to eat.  

 During demolition, excavation and construction, all precautions are being taken to minimize dust and 

mold particles in the air.  However, there may be increased levels of inhaled particulates in the air as 

you visit the Rady campus over the next few years.  If you want to reduce your risk of inhaling these 

construction-related particulates, please consider wearing a mask outdoors as you walk around the 

campus.   

FYI 
Information and Reminders  
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Campus/Construction Updates 

Cross Walk and Driving Safety: Construction of the new building is well underway on the north 

side of the Medical Office Building. Please use extra caution when driving on Children’s way and 

when crossing the street to and from the parking garage. Drive slow, look for pedestrians cross-

ing and stay vigilante when using the crosswalk.  

 

Rose Cafe : Formerly known as Subway, Food Services’ new location offers Grab-and-Go options 

and soups of the day. Hours: 6:30 a.m. - 7 p.m.  

Access to the full Cafeteria is now only available through the main hospital and will require you 

to check in at the hospital main front desk at the Rose Pavillion.  
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By Sandy Salzedo, MS RD CLEC CACFD 

 

In cystic fibrosis (CF), good nutrition is very important for health, espe-

cially for the lungs. CF nutrition guidelines suggest high-energy diets, fo-

cusing on protein and fat. But it's not just about how much fat you eat—

it’s also important to choose the right kinds of fat. People with CF need 

more fat, with recommendations to consume 35-40% of daily calories 

from fat. 

 

Fat is one of the main nutrients we need, along with carbohydrates and protein. It is high in calories, providing 9 

kcal per gram. Fat helps build new cells, protects organs by cushioning them, and keeps the body warm. It also 

stores energy, which is useful when the body needs more. Fat also helps absorb vitamins A, D, E, and K. With 

the introduction of CFTR modulators, it's even more important to eat fat because these medications work better 

when taken with fat. 

 

There are four types of fat: polyunsaturated, monounsaturated, saturated, and trans fats. Polyunsaturated and 

monounsaturated fats are considered the healthiest because they help lower bad cholesterol (LDL) and raise 

good cholesterol (HDL). Polyunsaturated fats include essential fatty acids, omega-6 and omega-3 fatty acids. The 

body cannot make these fatty acids and therefore we must get them from food. In CF, adequate omega-6 has 

been associated with positive impact on overall nutritional status, and omega-3 with reduced inflammation.  

Small amounts of saturated fats can also be helpful for people with CF, especially those with low cholesterol. 

However, too much saturated fat can raise bad cholesterol and increase the risk of heart disease. Trans fats, 

which can be occur naturally or be made artificially during a process called hydrogenation (turning oils into sol-

ids), are harmful. The FDA banned artificial trans fats because numerous studies have shown the harmful effects 

of trans fats on human health.  

Nutrition in CF:  A Closer Look at Fat  
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Polyunsaturated Monounsaturated Saturated Trans Fats 

Fatty fish*: herring, ancho-

vies, mackerel, black cod, 

salmon, sardines, bluefin 

tuna, whitefish, striped 

bass, and cobia.  

*These fish are high in ome-

ga-3 fatty acids.  

Vegetable oils 

Olive 

Canola 

Peanut 

Safflower 

Sesame  

Visible fat on meats: beef, 

lamb, pork, poultry 

(especially with skin), beef 

fat (tallow), lard and cream  

Commercially baked foods 

(pastries, cookies, crackers)   

Vegetable oils: 

Canola 

Corn 

Soybean 

Sunflower 

Avocado  

Olives  

Butter Deep fried foods from fast 

foods   

Nuts:   

Walnuts 

Brazil nut 

Pine nut  

Nut butter  

Peanut butter 

almond butter   

Cream  

Seeds (flaxseed, sunflower)  Nuts (almonds, macadamia, 

pecans, cashews, walnut)  
Dairy foods made from 

whole milk, cheese   
 

Legumes (peanut and soy-

bean) 

Seeds (flax, chia, pumpkin 

sunflower)  
Coconut oil, palm oil and 

cocoa butter, palm kernel 

oil  

 

Most foods have a mix of different fats. Very few foods have just one type of fat.  So, remember the 

big picture, eating a variety of foods, limiting highly processed foods.  

Types of fats and different food sources: 

References:   

Strandvik, B Nutrition in Cystic Fibrosis-Some Notes on the fat recommendations. Nutrients 2022,14,853. https://doi.org/103390/
nu1404853 
American Heart Association: https://www.heart.org/en/healthy-living/healthy-eating/eat-smart/fats/dietary-fats 
John Hopkins Cystic Fibrosis Center:  https://hopkinscf.org/clinical-care/nutrition/ 
Cystic Fibrosis Western Australia: https://www.cfwa.org.au/wp-content/uploads/2021/09/Managing-Your-Nutrition.pdf 

https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Furldefense.com%2Fv3%2F__https%3A%2F%2Fdoi.org%2F103390%2Fnu1404853__%3B!!DOZ0RDvLTZqXlQ!zxgwDyI3sWX3Ls2XFKg7NCIvqivKb69j8xduUydGotRFwLIW0GJwuHzFzjRK_B2QHM5BN-LZIrTJuTZ0%24&data=05%7C02%7Cssalze
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Furldefense.com%2Fv3%2F__https%3A%2F%2Fdoi.org%2F103390%2Fnu1404853__%3B!!DOZ0RDvLTZqXlQ!zxgwDyI3sWX3Ls2XFKg7NCIvqivKb69j8xduUydGotRFwLIW0GJwuHzFzjRK_B2QHM5BN-LZIrTJuTZ0%24&data=05%7C02%7Cssalze
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Furldefense.com%2Fv3%2F__https%3A%2F%2Fwww.heart.org%2Fen%2Fhealthy-living%2Fhealthy-eating%2Feat-smart%2Ffats%2Fdietary-fats__%3B!!DOZ0RDvLTZqXlQ!zxgwDyI3sWX3Ls2XFKg7NCIvqivKb69j8xduUydGotRFwLI
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Furldefense.com%2Fv3%2F__https%3A%2F%2Fhopkinscf.org%2Fclinical-care%2Fnutrition%2F__%3B!!DOZ0RDvLTZqXlQ!zxgwDyI3sWX3Ls2XFKg7NCIvqivKb69j8xduUydGotRFwLIW0GJwuHzFzjRK_B2QHM5BN-LZIkYdnD72%24&data=
https://nam12.safelinks.protection.outlook.com/?url=https%3A%2F%2Furldefense.com%2Fv3%2F__https%3A%2F%2Fwww.cfwa.org.au%2Fwp-content%2Fuploads%2F2021%2F09%2FManaging-Your-Nutrition.pdf__%3B!!DOZ0RDvLTZqXlQ!zxgwDyI3sWX3Ls2XFKg7NCIvqivKb69j8xduUydGotRFwLIW0GJwu
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RT Corner  

 

Resources  

HealthWell Foundation  

Get your out of pocket purchase reimbursed!  

 

The HealthWell Foundation has a fund that will reim-

burse you for out of pocket costs for certain treatments 

and supplies. This includes nebulizers.  

 

Please visit their web site for more information: 

https://www.healthwellfoundation.org/fund/cystic-

fibrosis-treatments-2/ 

Live Fearlessly Foundation  

It is important to keep those neb cups and Aerobika clean!  

When Using a Reusable Nebulizer or Aerobika:   

After each use, clean and disinfect the nebulizer/aerobika as soon as possible by following the CF 

Foundation's recommended nebulizer care.  

Clean the nebulizer/aerobika parts with dish detergent soap and water 

Disinfect 

Rinse  

Air dry  

There are two disinfecting options: heat and cold.  

Heat Methods:  

Place in boiling water and boil for 5 minutes 

Place in a microwave-safe container submerged in water and microwave for 5 minutes 

Use a dishwasher, if the water is 158 degrees or more, for 30 minutes 

Use an electric steam sterilizer  

Cold Methods:  

Soak in 70% isopropyl alcohol for 5 minutes  

Soak in 3% hydrogen peroxide for 30 minutes  



burse you for out of pocket costs for certain treatments 

Public Policy and CF  

By Dr. Patricia Lenhart-Pendergrass 

 

Many families in the cystic fibrosis (CF) community have asked how recent changes in federal policy could 

impact CF care and research. While we don’t have many answers yet, we want to keep you informed 

about what we know and where you can find reliable updates. 

 

What’s Changing? 

The current presidential administration has issued executive orders that may affect funding for medical 

research and staffing levels at important health agencies like the National Institutes of Health (NIH) and 

the Food and Drug Administration (FDA). At this time, the potential impact on CF care and research is still 

unclear. 

 

How Is the CF Foundation Responding? 

The Cystic Fibrosis Foundation (CFF) is actively working to ensure the needs of the CF community are 

heard. The Foundation has sent letters to Congress and the President outlining its key policy priorities. It 

also issued a statement raising concerns about potential staffing cuts at the NIH and FDA. You can find 

these and other updates in the News section of the Foundation’s website (https://www.cff.org). 

 

How You Can Get Involved 

If you're interested in advocacy, there are a few simple ways to help: 

- Contact your Congressional representatives to share your family’s experiences with CF  

- Sign up for CF-related advocacy alerts by texting “FIGHTCF” to 96387 to join the Foundation’s network of 

volunteer advocates 

 

We’re Here for You 

As your child’s CF care team, we remain committed to providing the highest quality care and support. 

We’ll continue to monitor policy developments and share updates as new information becomes available.  
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Find your representative and reach out on topics important 

to you!  
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Jenn DePoy, RN  

CF Nurse 

 

Hello CF Families!  My name is Jennifer DePoy and I’m the new RN 
working with the incredible Rady Cystic Fibrosis Team.  I worked as 
the Pulmonary Clinic RN here for about a year and then accidentally 
fell in love with CF clinic.    
I am originally from the freezing tundra of central Vermont, therefore, 
moving to sunny San Diego 22 years ago, was the BEST decision of 
my life.  I have spent most of my nursing career taking care of moth-
ers and newborns which was as adorable as it sounds.    
In my free time I go see lots of live music, volunteer for various caus-
es dear to my heart, soak up the sun and fresh air (preferably by the 
beach or a pool) and spend time with dear friends and my wonderful 
family.    

My name is Ashley Henderson and I’m the new Social Worker joining the 
Rady Cystic Fibrosis Team.  I have worked at Rads for 8 years, between Pal-
liative Care, Hematology/Oncology  and the ICUs; along with multiple oth-
er clinics throughout the hospital. I figured it was time to give Pulmonary 
and CF a go!   
Born in Hawaii, raised in Florida and California, let’s just say my personality 
matches the Sunshine states I have lived in and I am excited to be a part of 
this team. I started my Social Work Career shortly after graduating from 
SDSU, with Radys Palliative Care program and doing play therapy for chil-
dren of high conflict divorce.   
In my free time, you can find me at my Crossfit gym, the little league base-
ball fields or a gymnastic center: that’s right limited free time as a mom 
of two. Outside of this I enjoy riding Motorcycles in the desert and going 
to the snow.  I live life to its fullest and make every moment count. I never 
turn down and adventure.  I’m so happy to be here as a part of this team 
and look forward to getting to know all of you!  

Get to Know Your CF Team!  

Ashley Henderson 

CF Social Worker 
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Patient Artwork  

 

 

By Savannah, Age 15 

To submit your artwork for our next newsletter, reach out to your CF 

Team member!  
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Become a Parent Advisor 

to the CF Team ! 

Interested? Email Stephanie at  

Slord@paloaltou.edu for more info. 

Get  Involved with your CF Center 

Submit an article! 

We accept submissions from  families 

to share their perspective of living 

with CF.  

You can also share a cool experience 

your child had or any of their artwork.  

If interested, please send a MyChart 

message to your team!  

 

Help us help you!  
 

Please make sure to complete 

the CFF experience of care sur-

vey– called XOC—after your 

next visit. We would love to 

hear what’s going well and how 

we can make your time at clinic 

better.  



CF Foundation: San Diego and Imperial 
Counties  
  

 

 

Scan the barcode for information on our local CFF Chapter 

See Calendar of Events 

Meet the Team  

Get Involved!  



Stacey Mount, Program Coordinator   

Jenn DePoy, Clinic Nurse  

(858) 966-1700 ext 224562 

Denay Gonzales, Social Worker  

(858) 966-1700 ext 225340 

Ashley Henderson,  Social Worker  

(858) 966-1700 ext 224212 

Sandy Salzedo, Dietitian  

(858) 966-1700 ext 225016  

Martha, Savannah and Cathy 

Respiratory Therapists  858) 966-5982 

Dr. Akong and Dr. Pendergrass 

(858) 966-5846, option 1 

Lisa Ramos, Research Coordinator  

(858) 966-1700 ext 224127 

 

Contact us 
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How to sign up for Mychart  
 

Please visit:  www.rchsd.org/mychart-information/enrollment/ 

Or  

Sign up at your next visit at the check in desk  


