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

Dear patients and parents: I am starting this newsletter by announcing our 
new partnership with West Florida Hospital. This is a beautiful, private 
hospital with large rooms and fine accommodations for the parents too. 
We are expecting the move to complete by Spring/Summer of 2018. We 
will inform you with details as we get closer to the move.

 Kalydeco+Lumacaftor combination therapy (Orkambi) for DeltaF508 homozygous (two 
copies) patients did not have a huge impact in some patients and we have a few patients who 
elected to stop taking it. A new, triple combination medicine (Ivacaftor+Tezacaftor+VX440), 
on the other hand, has produced fantastic preliminary results. FDA approval is expected in 
2018. If approved, all patients on Orkambi will switch to this new one. In addition, DeltaF508 
heterozygous (one copy) will be on this new medicine as well.

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 next time! 

 Great Strides 2018!
Planning is underway for the Cystic 
Fibrosis Foundation’s 2018 
Pensacola Great Strides walk to be 
held at Seville Square next May.  

The event committee welcomes 
additional volunteers to assist with
the walk, and to help recruit 
sponsors, teams and participants for 
this longstanding tradition in our 
community.  If you, or someone you 
know, is interested in joining the 
committee or being a part of this 
amazing event – please contact 
Emilee Shelton at emilee.shelton@nemours.org or Ryan Reid at rreid@cff.org.  

To learn more about programs and services available to CF patients and their families through 
the Cystic Fibrosis Foundation, please visit www.cff.org. 

CF Mom’s Support Group
November 13th 

6:30pm at BJs Restaurant
5108 North 9th Ave

Pensacola, FL 32504

For more info, contact Jenny Carruth. 
jmcnov26@yahoo.com.
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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

Emilee Shelton, RD, LD, CDE 
CF Pediatric Program Coordinator &
Licensed Dietitian
850-505-4733

Glenn Hildreth, RRT 
CF Pediatric Respiratory Therapist  

Kevin Hammond, RRT 
CF Pediatric Respiratory Therapist

Tammy Smith, RN 
Pulmonology Nurse 

Patty Wilder, RN 
Pulmonology Nurse 

Regina Lett, MA 
Medical Assistant

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

Julie James, PT, DPT
Physical Therapist

Rebecca Armstrong 
CF Center Administrative Assistant

Rebecca Davis, RN 
CF Research Nurse 

Adrienne Trawick
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.
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School Days
Melanie Fryou, LCSW
It’s school time, and that means different things for different people. For some, it means 
shopping for back to school supplies, busier schedules, clubs and sports, and oh yes, the 
challenge of HOMEWORK!!  For a person living with cystic fibrosis, it can also have 
some other meanings. It can mean a new teacher or school where you have to educate or 
re-educate staff and students about cystic fibrosis and how it could possibly affect your 
school year.  Sometimes there are mixed feelings of excitement and anxiety about leaving 
a familiar favorite teacher, class or school for a new setting. As a parent of a child with 
chronic health care needs, it’s important to make sure you are aware of your child’s right 
to their education, and about legislation that guarantees that your child can be provided 
with an individualized education plan. For the most part, schools are generally very 
willing to assist children with special health care issues to meet student needs. 

Here are some suggestions 
for caring for a person 
with cystic fibrosis in the 
school setting.

Making a Plan
When planning for a new 
school year, it is good to 
think ahead for what is 
going to make things 
easier for you and your 
child. Although CF is not 
always the primary focus 
when starting a new 
school year, it helps to 
make sure everyone is on 
the same page.  There are several educational materials made for teachers that we have 
available at the clinic. These provide a general overview of CF and what a teacher 
can expect some of your child’s needs to be. As a parent, you may find that teaching 
your child’s classmates about CF is another way to help eliminate misconceptions 
about children with CF and provide a less stressful environment for your child. Keep 
in mind, you must do what you and your child feel comfortable with, however, open 
communication helps everyone involved.  Providing school staff with education on CF is 
especially important so your child’s needs (treatments, extra snacks) can be incorporated 
with ease into his or her school day.

Knowing Your Options
When you have a child with a chronic illness, you quickly learn that sometimes it takes 
creativity and hard work to assure your child gets the best possible experience from 
school. Keeping kids involved in school is extremely important for academic and social 
development. As you know, many children have frequent absences due to hospitalizations 
that occur during the school year. The American Disability Act mandates each school 
must provide the least restrictive education program for every child.  As a parent, you 
have the right to request an IEP (Individualized Education Plan) which accommodates 
students requiring assistance based on a qualified medical condition or learning disability. 
Special testing must occur to see if your child qualifies for this extra assistance. 

Another option is a 504 Health Plan, which is an individualized plan of accommodations 
for students with special health care needs. This allows your child to have a modified 
school plan where necessary (for instance, not having to run a mile in P.E. class, use of 
elevator, or extra time between classes).  This 504 health plan also outlines what your 
child’s health needs are (medications, special dietary needs, rest periods). As previously 
stated, it is important for the school staff to understand your child’s needs. You may 
contact your school to request a meeting to set up an IEP and or a 504 Health plan for 
your child. You may invite whomever you choose to attend those meetings.  I am always 
available for assistance in communicating with your school. The contact person to set up 
these special educational plans for your child would be the Director of special services or 
the Guidance Counselor in your local school district.



Getting to Know ... 
Tammy Smith, RN
I have worked at Nemours 
Pulmonology since June 2014. Before I 
began working at Nemours, I worked 
for nearly 10 years at a pediatric office 
in Cincinnati, OH. I have been a nurse 
since 1987 and have spent most of 
my career taking care of infants and 

children in hospitals and in physicians’ offices.

My first exposure to caring for CF patients occurred when 
I worked as a pediatric ICU nurse in South Carolina back 
in the late 1980’s. The CF kids I took care of there made 
me fall in love with CF patients and their families, and I 
will always have a special place in my heart for CF kids 
and families. Over the past 3 ½ years, I have loved getting 
to know our CF kids and families here in Pensacola, and 
I look forward to many years of providing care to our CF 
patients.

I received my BSN (Bachelor of Science in Nursing) degree 
in 1987 from Bob Jones University in Greenville, SC. I was 
born in Michigan, but I lived in the Cincinnati, OH, area 
for most of my life until our family moved to Pensacola 
in 2014. I am married and have 4 children—1 boy and 3 
girls--- who are 17, 19, 21, and 23 years old. 

In my free time, I enjoy spending time with my family, 
singing in my church choir and occasionally providing 
special music at church, reading, cooking, and relaxing at 
the beach. 

I look forward to learning more about CF care at the 2017 
NACFC in Indianapolis, IN. I hope to be able to put into 
practice what I will learn there to help my patients and 
their families.
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Banana-Peanut Butter 
Chia Seed Muffins (Makes 12 muffins)

Ingredients:
½ cup flour 
½ cup whole wheat flour 
¾ cup ground Nature Valley
   Peanut butter crunch granola
   bars (about 3 packages)
1/3 cup of light brown sugar
1 tablespoon of baking powder  
 
Directions:
1.) Heat oven to 350 degrees.  Line a 12 
 cup-muffin tin with paper baking cups.
2.) In a large bowl, whisk together flours, 
 ground granola bars, brown sugar and 
 baking powder.
3.) In another medium bowl, whisk 
 together milk, peanut butter, mashed 
 banana, egg, vegetable oil, and vanilla 
 until smooth.
4.) Add wet ingredients and chia seeds to 
 dry ingredients.  Stir until just combined.
5.) Divide batter among paper baking cups.  Bake muffins until a toothpick 

inserted in the center comes out clean, about 20-25 minutes.  Remove 
from oven.  Remove muffins from muffin tin and cool on a cooling rack.

Nutrition:
1 muffin= 230 calories, 11g of fat, 27g of carbohydrates, and 6g of protein.

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

What is a Chia Seed and How Do You Eat Them? 
No, this is not from a chia pet!  Chia seeds comes from the desert 
plant Salvia hispanica, part of the mint family.  The seed is believed 
to originally come from Central America where the seed was used in 
the Aztec diet and used by the Native Americans in the southwestern 
United States.  In Mexico it was highly valued for it’s medicinal 
properties and was even used as currency.  Aztec warriors ate chia 
seeds to give them high energy and endurance.  They said just one 
spoonful of chia could sustain them for 24 hours.  Chia means 
“strength” in the Mayan language, and chia seeds were known as 
“runners’ food” because runners and warriors would use them as 
fuel while running long distances or during battle.  

Chia seeds are an excellent source of omega-3 fatty acids.  They 
have an excellent source of fiber at 10g per two tablespoons.  They 
also contain protein, iron, calcium, magnesium, and zinc.  They 
can be part of a healthy diet by helping to lower cholesterol, 
triglycerides, and blood pressure.  Recent research has found to 
promote healthy skin, supports the digestive system, building 
stronger bones, and stronger muscles.  

They can be eaten raw or cooked in a meal.  You can sprinkle raw 
whole seeds on cereal, rice, yogurt, or vegetables.  They are very 
absorbent and can make a gelatinous texture when they are soaked 
in water making it easy to mix them in cooked cereal or other 
dishes.

Do you have questions about 
transitioning to adult CF care?

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

1 cup milk
½ cup creamy peanut butter
1 ripe large banana mashed
1 egg
2 tablespoons of vegetable oil
1 teaspoon vanilla
1 tablespoon chia seeds (see article below)

Let’s build a cookbook together!  
Have a favorite high calorie recipe that you’d like to share?  

Email your recipe to emilee.shelton@nemours.org
We will compile the collection and distribute!



We’ve printed this article before but thought it was timely and had 
great information.  The holiday season often increases stress and 
depression. The hectic schedules, shopping and array of demands 
placed on families can be overwhelming. If you plan ahead you can 
lessen the impact of stress and depression. Here are some tips for 
coping (Mayo Clinic Guide to Stress-Free Living):

•	 Acknowledge your feelings.   If someone close to you has recently 
died or you can’t be with loved one, realize that it’s normal to 
feel sadness and grief. It’s OK to take time to cry or express your 
feelings. You can’t force yourself to be happy just because it’s the 
holiday season.  

•	 Reach Out. If you feel lonely or isolated, seek out community, 
religious or other social events. They can offer support and 
companionship. 

•	 Be realistic. The holidays don’t have to be perfect or just like last 
year. As families change and grow, traditions and rituals often 
change as well. Choose a few to hold on to, and be open to 
creating new ones. 

•	 Set aside difference. Try to accept family members and friends 
as they are, even if they don’t live up to all your expectations. 
Chances are they’re feeling the effects of holiday stress and 
depression too.

•	 Stick to a budget.  Before you go gift and food shopping, decide 
how much money you can afford to spend. Stick to your budget. 

•	 Plan ahead. Set aside specific days for shopping, baking, visiting 
friends and other activities. Plan your menus and then make your 
shopping list. That will help prevent last-minute scrambling to 
buy forgotten ingredients. 

•	 Don’t abandon healthy habits. Get plenty of sleep. Incorporate 
regular physical activity in each day. Overindulgence in food only 
adds to your stress and stress.

•	 Take a breather. Make time for yourself. Spending just 15 
minutes alone, without distraction, may refresh you enough to 
handle everything you need to do. Find something that reduces 
your stress by clearing your mind, slowing your breathing and 
restoring inner calm. Some examples are: Taking a walk, listening 
to soothing music, getting a massage, reading a book and yoga. 

•	 Seek professional help if you need it. Despite your best efforts, 
you may find yourself feeling persistently sad or anxious, plagued 
by physical complaints, unable to sleep, irritable and hopeless, 
and unable to face routine chores. If these feeling last for a while, 
talk to you doctor or a mental health professional. 

Holidays and Stress!

Join Us on FACEBOOK!
Join us on Facebook at Cystic 
Fibrosis Program at Nemours 
in Pensacola!  

Join a positive supportive 
environment where you can 
connect with other parents in 
your area, share high calorie 
recipes, and receive updates 
from your CF care team!

School Days (continued)

For the Adolescent with Cystic Fibrosis
For the older child living with cystic fibrosis, the emphasis 
may turn to what to do after high school is completed. Some 
may choose to work; some may go onto 2 to 4 year colleges 
or vocational training. It is always a good idea to try and look 
ahead for what kinds of options you have. There are sources 
of funding available through state, government, and local 
agencies. Several of the CF drug companies/foundations offer 
scholarships every year (www.cfri.org/scholarship.shtml).  Many 
times schools offer scholarships that are not advertised and 
you can ask the financial aid department for a list of available 
funding. Also, work-study programs exist where your tuition is 
exchanged for working on campus.  Vocational Rehabilitation 
is a program a number of our patients have used to further 
their education. It is a program to facilitate the employment of 
physically disabled people, including assistance with tuition. 

These are just a few tips and reminders for all of you. Just a 
reminder: As always, I am open to suggestions and comments 
for things you would like for us as CF team to provide. Please 
do not hesitate to contact me for any questions that you have. 

Oral Medications
__ Kalydeco
__ Orkambi
__ Antibiotics
__ Azythromycin

Inhaled Medications
__ Antibiotics
__ Tobramycin
__ Cayson
__ Colistine
__ Pulmozyme
__ Hypertonic Saline
__Albuterol

Other
__Glucose tablets 

Vest 
__ Hoses
__ Instruction manual

Nebulizer compressor
__ Nebulizer cups/mask
__ Water purification tablets 
     (if traveling internationally)
__ Instruction manual 

Neti Pot
__ Steroid
__ Salt packets
__ Water purification tablets 
     (if traveling internationally)
__ Medical documentation

Nutritional Therapies
Enzymes
Vitamins
__ Vitamin D
__ Vitamin C
__ Source CF
__ Biotin
__ Calcium

Minerals
__ Calcium
__ Iron
__Sodium chloride
__ Zinc

Devices
__ Glucose monitor
__ Needles
__ Testing strips
__ Alcohol pads
__ Instruction manual 

__ Health summary

__ Oxygen documentation

__ Customs certificate

__ Letter for theme parks

__ Emergency contacts in case you become sick or need help

__ A list of doctors who specialize in CF so you can get appropriate care if needed. 

__ Check the CF Foundation’s website for national travel (CFF.org) and Cystic Fibrosis Worldwide for 

     International travel (CFWW.org) for locations of CF centers

__ Your insurance information, including travel insurance information in case you need to visit a CF 

     care center

__ A prepaid phone card to contact your own CF center for advice in an emergency 

__ Instructions for your medical equipment in case of a malfunction

__ A calendar of times and details on taking your medications to help those with you if needed

CF Meds (Please note: all may not apply)

Other CF-Related Items 

Traveling with CF 

Packing List 
Here’s an example of items you may consider packing when preparing to travel. 

updated on: 8/19/15 

Traveling for the Holidays and What to Pack

Here’s a helpful tool we found on www.cff.org to help you pack 
if you plan on traveling during the holidays.  Be safe and Happy 
Holidays!


