
CF Care at Nemours 
Nemours Children’s Clinic, Pensacola | Your child. Our promise.

INSIDE THIS ISSUE:

Director’s Corner

Welcome Dr. Makris

2nd Annual CF Parent Conf

Vitamin D & CF

Getting to Know

High Calorie Recipe

The Importance of Exercise

The Benefits of Open & 
Honest Communication

Nemours.org

              Winter 2016

Director’s Corner  
Okan Elidemir, MD, Division Chief & Pediatric Pulmonologist

Dear patients and parents: After the success of our first annual CF 
education day we are very excited about getting prepared for the next one. 
We are working on bringing a guest speaker to talk about new medications 
for CF. The vendors will be there too. Let us know if you have any 
suggestions to make this a better event. 
 
Our outpatient physical therapy and exercise program is up and running. 

As you know this service is not available in many top notch centers. We need your feedback 
regarding how this program is helping your child to stay active and fit.

As you know, Kalydeco+Lumacaftor combination therapy (Orkambi) for DeltaF508 
homozygous (two copies) patients is approved by FDA for use in CF patients 12 years and 
older last July. We have 15 teenagers who were qualified for this medicine and we started all 
of them on it. They all tolerated it well and showed significant improvement in their overall 
health. Another combination medicine is being studied as we speak and will most likely be 
available for patients with a single copy of DeltaF508 by next year. 

My new partner Dr. Chris Makris started in August. He came with many years of experience in 
CF care and is very excited about being a part of our center.

Staying in very good health continues to be extremely important so that you can get the most 
benefit from future medications.  Stay warm this winter. See you in spring! 
 

Welcome Dr. Chris Makris  
Pediatric Pulmonologist & Sleep Specialist

Some of you have already met Dr. Chris Makris who joined our team 
in August of 2015, but for those of you haven’t yet, here is a little bit of 
information about him.  Dr. Makris graduated from the Tulane University 
School of Medicine in New Orleans. After completing a residency at 
McGill University in Montreal, he specialized in pediatric pulmonary 
and sleep medicine with fellowship training at the University of Alabama 

School of Medicine. Dr. Makris is certified by the American Board of Pediatrics and holds 
subspecialty certification in pediatric pulmonology and sleep medicine.

We now have a FB Page! 
Like Us and Follow Us 
on up to date news and 
happenings.  Great things 
happening at Nemours in 
Pensacola with new services 
and programs coming up!  
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Your Nemours CF Team
CF Clinic: 850-505-4785

Okan Elidemir, MD 
Program Director & Pediatric Pulmonologist

Chris Makris, MD 
Program Co-Director & Pediatric Pulmonologist

Julie Bowser, RRT 
CF Pediatric Program Coordinator
850-505-4785

Glenn Hildreth, RRT 
CF Pediatric Respiratory Therapist  

Tammy Smith, RN 
Pulmonology Nurse 

Patty Wilder, RN 
Pulmonology Nurse 

Regina Thomas, MA 
Medical Assistant

Melanie Fryou, LCSW 
Licensed Clinical Social Worker    
850-505-4724

Emilee Shelton, RD, LD, CDE 
Licensed Dietitian
850-505-4733

Cathy Davis 
CF Center Administrative Assistant

Holly Turner, RN 
CF Research Nurse 

Amy Keifer 
Patient Services Representative

This newsletter can also be sent via 
email.  Please notify Cortney Owens,  
850-505-4739 or cowens@nemours.
org, if you are interested, and to provide 
feedback.  

Set your spam email filter settings to 
allow messages from Nemours to be 
delivered to your inbox.

Fun & Interesting Apps!
Chest PT Timer: http://www.mobilehealthglobal.com/showroom/catalogue/
apps/303/chest-pt  This is a fun way to keep time during their  manual CPT 
treatments.  The timer works on phones also and families can personalize this 
app with their child’s name,  a theme/background, set reminders, and set the # of 
positions to percuss and minutes per segment.

CF Gene: https://itunes.apple.com/us/app/cf-genee/id441890344?mt=8
We use this with newly diagnosed families and with CFTR modulator therapy 
education when explaining the CFTR defect.  It helps give  families/patients 
a visual reference and a patient’s mutations can be entered to receive a video 
representation.

CF Daily: http://www.cfdailyapp.com/  App to help track treatments,  set 
reminders, gives daily tips, etc.  

My Fight Against Cystic Fibrosis: https://itunes.apple.com/ca/app/
id918730808?mt=8  App developed by someone with CF to help with clinic  
reminders, med schedules, PFT trends, etc.

Mark Your Calendars!
Last year was such a success, we’re bringing it back!  Please plan to 
attend the 2nd Annual CF Parent Education Conference.  This is a great 
time to learn, get updates and ask questions.

When:   Saturday, March 5, 2016

Time:  9:00 am - 2:00 pm

Where: Sacred Heart Greenhut Auditorium
  5154 North 9th Avenue
  Pensacola, FL 32504

Guest Speaker:  Wyn Hoover, MD, Pediatric Pulmonologist from 
the University of Alabama at Birmingham.  Dr. Hoover is involved 

in CF research and will share some exciting new developments 
in the treatment of CF.

Research Updates • Panel Discussion • Vendor Displays
Raffles • Breakfast/Lunch Provided • Much, Much More!

RSVP:  Tammy Smith tamara.smith@nemours.org or 
Melanie Fryou  melanie.fryou@nemours.org or call 850-505-4766.



Getting to Know ... 
Glenn Hildreth, RRT
Glenn is the Respiratory Therapist 
with our CF Care Team and even 
though he has been with Nemours for 
15 years, he has been working as a 
Respiratory Therapist for more than 
20 years. 

A native of Alabama, He graduated from The University 
of North Alabama with a Business Management degree 
before moving to Florida. He got his Respiratory Therapy 
degree from Pensacola Junior College. Glenn has also 
worked at Sacred Heart Hospital and Children’s Hospital 
of Alabama in Pediatric Intensive Care and Neonatal 
Intensive Care. 

At Nemours, he also takes care of the State Newborn 
Screen Program for our CF Center. He enjoys working 
with CF patients and interacting with their families.  
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Macaroni & Cheese (3 servings; 1 cup per serving)

Ingredients:
6 cup water              ¼ cup heavy whipping cream
1 pkg (7.25-ounce) mac & cheese dinner     ½ cup cheddar cheese, shredded
2 tablespoons skim milk powder            ¼ cup butter

Directions:
Boil the water in a medium pan.
Stir in the macaroni. Boil for 7 to 10 minutes, stirring occasionally.
Drain the macaroni and return it to the pan. Add butter, whipping cream, 
skim milk powder, cheese, and cheese sauce mix (from the macaroni and 
cheese dinner package). Reduce heat to low and mix well until the cheese 
has melted.

Nutritional information per sandwich:
563 calories 16 g protein
32 g fat  870 mg sodium
305 mg calcium

For extra flavor, add one or more of the following:
1 cup broccoli, steamed
2 hot dogs, boiled and thinly sliced
1 large tomato, diced
6 slices of bacon, cooked and chopped

High Calorie Recipe for CF Patients
more recipes can be found on www.kidshealth.org

Vitamin D & CF 
By Emilee Shelton RD, LD, CDE

Vitamin D is a pivotal component in the treatment of cystic fibrosis. 
Contributing to bone health, Vitamin D plays a role in the control of 
lung inflammation, diabetes and a number of other body processes.

What is the recommended dose for Vitamin D?
For those with CF, the need for Vitamin (Vit) D supplements is even 
greater due to impaired absorption from the gut. The recommended 
daily intake of Vit D for non-CF children and adults is 400 IU.
For those with CF, 400-800 IU per day is recommended,  plus 
adequate exposure to sunlight. 2000 IU per day may be 
recommended to prevent deficiency. Higher doses up to 50,000 IU 
per week, for 8 weeks are used to bring low levels back to normal. 
The CF team monitors vitamin levels at least yearly and will advise
the amount of needed Vit D supplement based on those levels.

What are sources of Vitamin D?
There are two types of Vit D found in supplements: Vit D2 from 
plant sources (ergocalciferol) and the preferred Vit D3 from animal 
sources and the sun (cholecalciferol). The main source of Vitamin 
D3 for most people is sun exposure. The skin makes Vit D when 
exposed to ultraviolet radiation from the sun. Enjoying the Florida 
sun, without sunscreen on your face and arms for 10 minutes, three 
times per week, actually helps your body make Vit D and build 
strong bones. Food is the other main source of Vit D led by fatty 
fish (salmon), cod liver oil and shiitake mushrooms, other good food 
sources include Vit D fortified milk, and egg yolk. Additional Vit D 
supplements may be prescribed by your CF team, depending on the 
yearly lab test. If you take pancreatic enzymes, you should take Vit 
D (and other vitamins) with your enzymes, preferably at a meal.
Your CF dietitian is always available to help you with questions 
about Vit D supplements and food sources.

For additional Information see the suggested website:
http://ods.od.nih.gov/factsheets/vitamind.asp#h6www.mypyramid.gov

Do you have questions about 
transitioning to adult CF care?

Contact Melanie Fryou, our 
transition coordinator at (850) 505-4724

If you have any suggestions to improve 
this newsletter or have topics you would 

like to see covered, please email 
Cowens@nemours.org 

with those wonderful ideas.



The Benefits of Open and Honest Communication with 
Your CF Team  by Teresa Aken

“Honesty is the Best Policy.” As good citizens we all try to follow that 
rule. But, when it comes to communicating with our CF Care Team, do
we always follow it? 

Being honest with the CF Team may at times be hard or even 
embarrassing. I bet most of us have fibbed at one time or another on 
the “how many treatments have you missed in the last week” question. 
The benefits of telling the truth however, are immeasurable.

My daughter, Ashley, is a patient of the Nemours CF Care Team. At 
12 years old, she has had her fair share of refusing to do therapy, take 
meds, etc. Normally, Ashley is very good about doing her therapy and 
taking her meds. About two years ago however, she was going through 
a “strong will” phase and regularly refused to do her therapies.

At one of her appointments my husband shared Ashley’s unwillingness 
with her doctor. The doctor reminded us that Ashley is 10 years old,
we are the parents and ultimately it is OUR responsibility to make sure 
she is doing her required therapies. “Set a good example for when she 
gets older and has to do it all on her own.” 

My husband left that appointment a little embarrassed. In the end it 
was the best “reminder” we could have gotten.

At a more recent appointment, now two years later, my daughter 
shared with that she had been feeling bad, coughing more, etc. She 
honestly shared with the CF Team that she had missed most of her 
therapies over the last few weeks. From the nurses to the nutritionist 
to the CRT to the doctor - everyone was wonderful. Each focused on 
her health and in a very constructive, non- reprimanding way they 
shared WHY that can’t be the norm. As a result, Ashley has taken the 
responsibility on herself and we seldom have issues. 

The CF Care team uses the information we provide them to decide the 
best treatment plan for our children. If we don’t give them the whole
story, we can’t expect them to always offer the best treatment plan 
possible. We are all part of the team and as parents we have to do our 
part. Whether it is a lack of understanding about a treatment, difficulty 
finding the time to do the treatment, insurance or financial barriers, etc.
the CF Team is never judgmental and they are here to help us find the 
best solutions. That, in the end, is what we all want for our children.

CF Mom’s Support Group Mtg
For a schedule of when the CF Moms will get together, contact Laurie 
Hutchison at lhutch1@cox.net or (850) 582-4738.

The Importance of Exercise in Cystic 
Fibrosis Respiratory Care

As many patients and families know the CF team at Nemours
emphasizes the use of daily airway clearance therapy (ACT) to
help prevent the accumulation of phlegm in the lungs and to
reduce CF related infections. The most common ACT methods
include:

   Manual chest physical therapy or CPT

    High Frequency Chest Compression (“Vest” therapy)

    Positive expiratory pressure oscillating devices
   like the Acapella or Flutter

    Autogenic Drainage

In addition to ACT therapies it very important to incorporate
regular exercise into your daily life. Aerobic exercise is 
recommended for patients with cystic fibrosis to stay fit and to 
help with airway clearance.

The added benefits from exercise to overall health and well-
being are immeasurable. Incorporating regular exercise into 
daily CF care helps to improve and maintain the function of the 
lungs. 

It is important to remember that a fit body is strong and 
flexible. It uses oxygen more effectively, so less oxygen is needed 
to do an activity. A fit body is also able to resist and fight 
infections better. This can result in fewer or shorter infections 
and hospital stays.

Exercise will help to loosen secretions in the airways so they can
be coughed up easier. During the warmers months remember to
take a water bottle with you and sip water regularly when 
exercising to prevent dehydration. (Note: check with our CF 
Team to see if you need to increase your salt intake during 
exercise or when the weather is hot.)


