
Returning to School This Fall 

Deciding whether to 

return to college in 

person or to choose 

remote learning, or 

deciding what is the best 

option for your child 

during COVID-19 is 

complicated when you have cystic fibrosis. The CF 

Foundation has some great information to think about when 

making the decision to choose in-person or online 

school: https://www.cff.org/Life-With-CF/Daily-Life/Germs-

and-Staying-Healthy/CF-and-Coronavirus/COVID-19-

Community-Questions-and-Answers/.  

 

Each family’s decision will ultimately be a personal one. We 

encourage you to consider your health, what is happening 

in your community, and precautions that will be in-place at 

school. We are happy to discuss any questions or concerns 

you have throughout the upcoming school year. 

 

The CF Foundation recently held a webinar discussing 

school reopening. You can see the recording here: https://

www.youtube.com/watch?v=LiO819nl2-4&feature=youtu.be  

Clinic Appointments  

Clinic is open and we would prefer to see you in person if 

possible. However, telemedicine visits are available upon 

request. When you come to clinic, we are able to get labs, 

pulmonary function tests, and sputum cultures, and we can 

listen to your breathing. We are taking every precaution in 

our clinic to ensure your safety including extra cleaning and 

wearing personal protective equipment. Here’s what you 

can do:  

 

 If possible, come alone to your clinic appointment, or 

bring only one support person with you.   

 Please arrive to clinic as close to your appointment 

time as possible so that you are not in the waiting room 

any longer than necessary. 

 Please wear a mask the entire time you are in the 

building  (including while in the clinic room); you can 

get a mask when you arrive at the Med Plaza if you 

don’t have one.  

 

If you request a telemedicine visit, you will need to install 

Zoom on your computer or cell phone. Also be sure you are 

enrolled in the MyUFHealth App. The link for your 

telemedicine visit will be sent through the app. Please let 

us know if you have any questions. 

COVID UPDATES 

Please let us know if you have any tips or 
stories you would like to share. We would 
love to include them in our Family Corner! 
Send them to us at the address on page 5 
or e-mail them to hillajb@peds.ufl.edu.  
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Trikafta and Birth Control 
If you are a female taking Trikafta, you may have an increased chance of getting pregnant, even if you are taking hormonal 

birth control. Trikafta produces thinner mucus throughout your entire body including your reproductive organs. This can 

increase your chances of getting pregnant. If you are concerned about your chances of becoming pregnant while using 

Trikafta, please talk to your OB-GYN. If you currently use a hormonal contraceptive such as "the pill," consider changing 

your birth control method or adding a second form of non-hormonal contraception.  

If you don’t have a home PFT device, please let us know and we can get one for you. If 

you already have one, be sure to set it up and start using it! This is a wonderful way to 

monitor your lung function between visits or for telemedicine visits. Please let us know if 

you need any assistance. Our respiratory therapist Tracy Tanner will be happy to help 

you. Once you’ve got your device set up and you are using it, you can email your pft 

report to homepftreport@medicine.ufl.edu.  

Center Updates 
Social Worker 

The Social Worker position has been posted and we are interviewing candidates to find the best person for our Center. We 

know it’s been awhile since we’ve had a social worker on our team and hopefully we will have a new one for you soon! 

 

Patient and Family Advisory Board 

We need you! If you are interested in improving care for people with CF, please consider joining our Patient and Family 

Advisory Board. All meetings are held via ZOOM and are typically once every two to three months.  Please contact a team 

member if you are interested.  

 

Patient Satisfactory Surveys 

Once a year we ask you to fill out a survey so we know what we are doing well and what we can do better. When you next 

come to clinic, you may be asked to fill out a survey. Please give us your honest feedback and tell us what you like and 

don’t like and give us suggestions for improvement.  

 

Home PFTs 

mailto:homepftreport@medicine.ufl.edu


Page 3 CF Connection 

Meet Landayle, Our New Pharmacy Tech 
Greetings everyone! My name is Landayle Jones and I have over 11 years of 

experience working as a Certified Pharmacy Technician. I am excited to be the 

first Pharmacy Tech to service patients of both the Adult and Pediatric CF 

community at UF! I was raised near Gainesville and am a mother of two. I enjoy 

reading, traveling, arts & crafts, binge watching Netflix, and spending time with 

my family and friends. I’m also working on a degree in Health Administration. 

 

I am new to CF, but as I continue to learn, this experience is rewarding and monumental! Please 

contact me with any questions regarding copay assistance programs, local CF resources, or 

obtaining your prescriptions. Providing excellent customer service is my top priority. I look forward to 

building a relationship with each and every one of you! 

It’s that time of year again! Hurricane season is 

June 1st to November 30th and experts predict 2020 

to be more active than usual. Not only do we need 

to be prepared for hurricanes, this year we have the 

added stress of preparing during the COVID-19 

pandemic. It’s especially important to have a plan in 

place when you have a chronic illness such as CF.  

 

Here are some resources that will help: 

https://www.cdc.gov/disasters/hurricanes/covid-19/

prepare-for-hurricane.html  

https://www.cff.org/Assistance-Services/How-

Compass-Helps-People-With-CF-and-Their-

Families/Disaster-and-Emergency-Preparedness-

Plan/ 

 

CF Compass can help if you need assistance after a hurricane. You can contact CF Compass at  

844-COMPASS (844-266-7277) or compass@cff.org .  

Are You Ready for Hurricane Season? 

Have you joined any of the Center Updates Zoom webinars presented by Dr Lascano and Dr 

Delgado (the Pediatric CF Center Director)? Please let us know if you have any feedback 

about the webinars or if you have suggestions for what to discuss in upcoming webinars.  

Recordings of previous CF center Zoom Webinars can be found at: www.tinyurl.com/UFACFC  
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Research Updates 
We have amazing, health-maintaining thera-

pies like Pulmozyme®, hypertonic saline, 

Cayston®, and Trikafta® because people with 

CF took part in clinical trials. However, until 

CF = Cure Found, researchers are still hard at 

work on new therapies to benefit as many 

people as possible. In order to have access to 

more groundbreaking therapies, clinical trial 

volunteers are needed. As a volunteer, you 

help move new therapies swiftly from research 

stages into the hands of those who need 

them. 

  

Q: What sort of things can I expect if I par-

ticipate in a study? 

A: There are a variety of studies out there, 

some require only questionnaires or review of 

medical history. Some involve use of investi-

gational drugs or devices. We have seen pa-

tients for studies in our clinic, in the hospital 

and in our research center. We have done 

quite a few drug studies, and visits have been 

similar to our clinic appointments in that we 

may do PFTs, collect labs and questionnaires, 

and the Doctor sees you for a physical. Some 

may have other specialized testing like nasal 

brushing or sweat testing, eye exams, MRIs, 

heart tracings - it varies. Many opportunities 

provide stipends and/or reimburse you for 

meals and mileage. 

  

Q: How do I become involved in a study? 

Do you have a list? 

A: Yes. We have the following research oppor-

tunities available NOW: 

 

Laurent APPLAUD – participants receive oral 

therapy (LAU-7b) or placebo as a method 

against inflammation.  At this time 18+ yr old 

patients with an FEV1 at 40-100% and no 

ABPA are eligible. This trial has 8 study visits 

and phone calls over 7 months. Visits may in-

clude questionnaires, physical exams, eye ex-

ams, PFTs, sputum induction, heart tracings 

(ECGs), and blood and urine collection. Sti-

pend and mileage reimbursement provided. 

Enrollment will close before the end of this 

year. 

 

Translate Bio MRT5005 inhaled mRNA ther-

apy – participants receive wild type CFTR or 

placebo. At this time 18+ yr old patients with 

class I and II gene mutations, an FEV1 at 50-

90%, whom are not using kalydeco/trikafta are 

eligible. This trial lasts one year to include 

several on-site visits and phone calls. Physical 

exams, PFTs, ECGs, blood and urine collec-

tion and questionnaire required. Stipend and 

mileage reimbursement provided. In the fu-

ture, the study will have a limited number of 

slots for trikafta users. 

 

Calithera CX-280 – participants to receive 

oral therapy or placebo as an option to correct 

nitric oxide deficiency. This may improve the 

(Continued on page 5) 
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body’s ability to fight infections and improve CFTR and lung func-

tion. This trial welcomes 18+ yr olds, FEV1 40-90% with a history 

of pseudomonas in sputum. This trial will last for about 2 months 

and has 6 visits (one per week). Visits include questionnaire, 

blood and urine collection, sputum induction, sweat chloride test, 

PFTs, ECGs. Stipends provided. 

  

These opportunities will be available in the coming months: 

CHEC-OB sweat chloride study will welcome CF registry pa-

tients 4 months of age and older, who use any of the CFTR mod-

ulators (kalydeco, orkambi, Symdeko, trikafta). This will be a one-

time visit for sweat chloride test, to coincide with most recent clin-

ic visit. A stipend will be provided, and previous enrollees who’ve 

switched CFTR modulators can participate again. 

 

SIMPLIFY will test the safety of stopping hypertonic saline or 

pulmozyme among 12+ yr old patients, FEV1 60%+ who use 

trikafta. This trial has 4 visits occurring over 2 months followed by 

questionnaires each month for 6 months. Stipends will be provid-

ed. 

  

Please reach out to our Research Coordinator if you have any 

questions: 

Noni 352-294-5195 

 

The CF Foundation has a national study database 

at: www.cff.org/finder. 

 

If you find opportunities of interest, contact persons are listed, or 

you can contact Noni. She may be able to make connections to 

other CF sites for you in case you find studies we may not be 

hosting at UF. And don’t rule out studies if they aren’t in your 

neighborhood – many will cover your travel expenses to visit the 

nearest study site. 

 

(Continued from page 4) 
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