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Welcome New CF Team Members
Erica Feinglass, MS, RD, LD/N
Erica is a Jacksonville, Fla., native. She attended the University of Florida where she earned 
her bachelor’s degree in dietetics. She completed a dietetic internship and earned her 
Master in Health and Rehabilitative Sciences from Ohio State University. Erica’s thesis 
focused on vitamin D status and CF-related diabetes. She also spent nine months interning 

with the CF center at Nationwide Children’s Hospital in Columbus, Ohio. Erica is happy to return  
to the Sunshine State and she truly enjoys working with CF patients and their families. 

Lindsay Telesford, RRT 
Lindsay has been a respiratory therapist for almost eight years, with four of those as the 
CF coordinator for the Central Florida Pulmonary Group. She has extensive knowledge 
of CF and pulmonary diagnostics. She is looking forward to meeting all the wonderful 
CF families and is happy to help with airway clearance questions or issues.  

Jessica Koralewski, RRT 
Jessica is a registered respiratory therapist who comes to us as a recent graduate of Valencia 
College. She is active in the CF Foundation and is eager to meet all of the wonderful 
patients and their families. Jessica previously lived in New York, Wyoming and a number 
of cities in Florida. She’s been in downtown Orlando for more than four years with her 

fiancé where she enjoys watching Orlando City Soccer, playing disc golf and trying new restaurants.

Did You Know?
 § School medication forms should be updated every 

new school year. While some districts only require 
forms to be completed by a parent or guardian, many 
public school districts (including Orange County) 
also require a signature from a treating physician. 
Missing forms could mean your child won’t be allowed 
to take needed medication on school campus.

 § Florida Statute 6A-6.0252 allows students to carry and 
administer their own pancreatic enzymes for lunch 
and snacks during the school day. As many schools 
request parental authorization for self-administration, 
we highly recommend that you think about the  
maturity and responsibility of your child before 
making this commitment.

 § Students with CF are entitled to special accommodations  
that support their health needs in the classroom under 
the Individuals with Disabilities Education Act (IDEA) 
or a 504 plan under Section 504 of the Rehabilitation 
Act of 1973. While CF does not cognitively affect a  
student’s ability to learn, missed class time due to  
absences resulting from illnesses or medical  
appointments can. Medical education plans outline 
how absences or medical treatments, like taking  
enzymes, will be managed by the school. While verbal 
plans can work in some instances, written plans —  
in the form of an IEP, 504 Plan or Medical Education 
Plan — keep schools accountable and are transferrable 
if your child moves to a new school, Accommodation 
plans are individualized to your child’s needs, so talk 
to your CF team about the right support for your child.

What to Consider for Your Child With CF When Heading Back to School
By: Amanda Montgomery 



Back to School From a CF Mother’s Perspective 
By Letitia Croce, CF Mom 

On the first day of kindergarten for my daughter, Aria, I bravely walked her in and she eagerly 
took her seat in the classroom. Then, I returned home and spent the entire day on the couch crying. 
I was terrified. She was attending a public school filled with more than 1,000 kids! I imagined 
every possible germ and illness and was certain Aria would find them all! 

I felt very out of control. I was worried that they wouldn’t give her the right enzyme dose or 
remind her to wash her hands. I was scared that all of the hard work we had done for five years 
would be ruined by one sneeze on the reading carpet. It was a very long day for me. I was only 
a bit less anxious on the second day. The third day of school, I joined her for lunch. Aria was so 
happy to be at school. She was excited to show me her new friends and teacher. When I went 
home that day, I sat on my couch and cried again. This time it was tears of relief. And hope. And joy.  
It made my heart burst with pride to see her just being a little girl who was loving school.  

Sending Aria to public school was a very hard decision for us. We didn’t want to sacrifice her 
health for her education, but we wanted to give her as normal and happy a life as possible.  
Below are some ideas to help your child with CF be successful in school.

 § Create a 504 plan. The 504 plan is developed to ensure that a child with a disability identified 
under the law and attending an elementary or secondary educational institution receives  
accommodations to ensure academic success and access to the learning environment. Your child 
has the right to a 504 plan. Start this process the spring before your child enters school. Let the 
school know that you expect the meeting to happen before school starts and that accommodations 
must be in place on the first day of school. 

 § Educate. Offer to meet with any teachers/nurses/staff who will listen and educate them about your child. 

 § Enzymes. A child in Florida has the legal right to carry and self-administer enzymes. (Rule 6a-6.0252. 
Rule Title: Use of Prescribed Pancreatic Enzyme Supplements.) For younger children, consider 
allowing the school nurse and staff to help administer them. 

 § Bathroom breaks. Make sure it is clearly explained what your child’s needs are. 

 § Infection control. Request that your child has his or her own school supplies. Ask that your 
child be moved away from a student with cough or cold symptoms. Ask to be contacted if there 
are more than a few students in the class with the same symptoms so you can decide if your 
child should be present. Review with your school the importance of hand washing or hand 
sanitizer. Arrange to have your child’s area wiped with sanitizing wipes daily. If you are able, 
offer to donate sanitizer and cleaning supplies.  

 § Hydration. Explain to the school the importance of your  
child staying hydrated. Ask that a water bottle be  
kept with your child at all times. 

 § Attendance. Consider writing into the 504 plan  
that your child is exempt from attendance rules  
because of frequent doctor appointments and  
possible extended illnesses. 

Here are some helpful resources 
for you and your school:

Cystic Fibrosis Foundation 
CF and School

 § A Teacher’s Guide to CF
 § Individualized Education (504) Plans
 § When There’s More Than One Person 
With CF in the Same School

 § School Transitions for People With  
CF and Their Families

 § CF and College: The Secret to  
Getting It All Done

 § Scholarships and Financial Aid

KidsHealth
 § Cystic Fibrosis Special Needs 
Fact Sheet  

 § Tips for Teachers From Students  
With Cystic Fibrosis (video)

Nemours Children’s Health System
 § Helping Kids with Cystic Fibrosis 
Succeed in School (video)



The Flu and CF
In people with CF, the flu can lead to a severe 
lung infection, like pneumonia. If your child 
has the flu, he or she may feel worse than you 
do with a typical lung infection or pulmonary 
exacerbation. Flu symptoms include:

 § body aches and headache
 § fatigue
 § fever and chills
 § increased cough
 § sore throat

Contact your CF care center or doctor’s office as 
soon as your child feels flu-like symptoms. Antiviral 
medications used to treat the flu are most  
effective if taken within 24 hours of the start  
of symptoms. These drugs may help lessen your 
child’s symptoms or how long he or she is ill.

How The Flu Spreads
Like many germs, the flu virus can spread by 
direct and indirect contact and through the air. 
To reduce the risk of getting and spreading the 
flu, it is important for your child, and everyone 
around him or her, to follow infection prevention 
and control practices such as hand washing 
and being vaccinated.

Reducing the Risk: The Flu Shot
The flu vaccine or “flu shot” can reduce the risk 
of getting the flu by helping the body fight off or 
increase its immunity to the virus.

It is best to get the flu shot early since it can 
take around two weeks for the body to build its 
protective immunity. The best time to get the flu 
shot is September through October, but being 
vaccinated in December or January is still helpful 
as flu season can last until spring.

It is important to get the flu shot every year, 
since flu viruses are always changing. The flu 
vaccine cannot prevent all types of the virus, 
but it remains the best way to reduce the risk 
of getting the flu viruses that are most likely to 
occur in the current season.

People with CF can usually get their flu shot at 
a CF Foundation-accredited care center and 
through primary care providers. You can also 
find the closest place to get a seasonal flu  
vaccine from the Flu Vaccine Finder.

The flu shot does not give you the flu because 
the viruses are killed (inactivated). The risk of 
the flu shot causing serious harm is very small. 
However, like any vaccine, your child could have 
mild side effects, which may include:

 § soreness or mild aches
 § redness or swelling where the  
shot was given

 § a low-grade fever

If these problems occur, they will begin shortly 
after the shot and usually last one to two days. 
If your child is not feeling better or starts to feel 
worse, call the doctor.

If your child gets the flu, keep him or her home 
for at least 24 hours after the fever is gone 
without using a fever-reducing medicine, like 
acetaminophen (Tylenol®). A fever is defined as 
100.4 degrees Fahrenheit or 38 degrees Celsius 
or higher. Children should not take aspirin if 
they have the flu or any viral infection.

Everyone Should Get the Flu Shot
Since the flu is highly contagious, encourage 
everyone around your child, especially family 
members or people who live with you, to be 
vaccinated to reduce the risk of getting and 
spreading the flu virus.

Children ages six months to eight years may 
need two shots of the flu vaccine annually 
to fully protect them against the flu. Experts 
generally recommend four weeks between the 
two shots. However, ask your doctor if your child 
needs one or two flu shots and how far apart 
they should be given.

The flu mist is no longer being produced due to 
lack of efficacy.

It’s Flu Vaccination Time Again! Nemours CF Registry 
Data and Transparency
By Shatha Yousef, MD 

Every year, the CF Patient Registry 
gathers data from people with CF who 
consented to be in the registry. This 
data are compiled confidentially and 
published in an annual report with the 
goal of improving health care for all 
people with cystic fibrosis. The data 
collected by the Foundation allow staff 
to compare health outcomes and other 
aspects of care between centers in the 
interest of providing the best possible 
care to all people living with CF. Our 
CF center’s quality improvement comes 
from the participation and insight of 
our families. 

By reviewing our performance and 
sharing it with our families, we have 
worked toward continuously improved 
performance and quality of care. Projects 
focusing on improvement of CF outcomes 
continue to be conducted at the CF 
center which positively reflected on our 
patient data over the years. We have 
seen advancement in many parameters 
including, but not limited to, patient 
pulmonary function testing and BMI. 
We aim to improve the sharing of 
information on publicly reported  
performance measures with our  
families where transparency and  
engagement of our families are keys  
in improving our health care. 



A Message From the Central Florida Cystic Fibrosis  
Foundation Chapter Director 
The Central Florida CF chapter is wrapping up an amazing Great Strides season and is already 

hard at work planning for our fall events. 

We would like to thank the Nemours team for their support of our Great Strides walk at the 

University of Central Florida. Dr. Livingston gave a very encouraging and uplifting update on 

cystic fibrosis and what the future looks like for those living with the disease. Dr. Livingston also 

came out to support our Great Strides walk in Brevard County and gave an update there as well. 

Thank you to Dr. Livingston for educating us and for his time.

We appreciate the support of the Nemours staff, as well as the families who participate in and 

raise funds for our events. Not only are we thankful for Nemours’ event support, but the level of 

care the CF clinic provides for our patients. Thank you all so much for what you do every day! 

CF Research  
Opportunities:  
A Phase 3, Rollover Study to Evaluate the 
Safety and Efficacy of Long-Term Treatment 
With Lumacaftor in Combination With 
Ivacaftor in Subjects Aged 6 Years and 
Older With Cystic Fibrosis, Homozygous for 
the F508del-CFTR Mutation Vertex Study 
Number: VX15-809-110

TEACH Trial: Testing the Effect of Adding 
Chronic Azithromycin to Inhaled Tobramycin. 
A randomized, placebo-controlled, double-
blinded trial of azithromycin 500mg thrice 
weekly in combinatgion with inhaled 
tobramycin

A Long-Term Prospective Observational 
Safety Study of the Incidence of and Risk 
Factors for Fibrosing Colonopathy in U.S. 
Patients with Cystic Fibrosis Treated With 
Pancreatic Enzyme Replacement Therapy: 
A Harmonized Protocol Across Sponsors

Important Recall 
Recall: Diocto Liquid, a docusate 
sodium solution

On July 16, 2016, the FDA alerted 
the health care community that 
Pharma Tech LLC, Davie, Florida, is 
voluntarily recalling all non-expired 
lots of Diocto Liquid, a docusate 
sodium solution distributed by Rugby 
Laboratories, Livonia, Michigan.

The FDA has confirmed that the 
product has been contaminated 
with Burkholderia cepacia.

Read the FDA announcement here.

Did You Know?
Previous Nemours CF Newsletters 
are now available for download  
from Nemours.org. 
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