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

Dear patients and parents! Once again I would like to proudly announce 
that our application to CF Foundation to become an independent, free-
standing CF Care Center has received the final approval.  Our adult center 
became an official CF foundation accredited center too. To become the 
first independent center in Florida panhandle is not only a great honor 
but will also increase research opportunities for our center. We already 
applied to become one of the Therapeutic Development Network (TDN) 

centers. TDN is a group of elite CF centers that are well organized and frequently participate 
in ground breaking research. We have all the qualities required to be a member of TDN. Thus, 
I anticipate to be accepted easily. As new research projects become available we will keep you 
informed.

 North American CF conference in Atlanta was very successful. 6 members of our team 
attended to this meeting and we all came back with great ideas to improve the care in our 
center. Stay tuned to see some changes in the near future. The most exciting news at the 
conference was seeing the results of Kalydeco+Lumacaftor combination therapy for DeltaF508 
homozygous (two copies) patients. Sweat test results, lung function tests and even weight 
improved after a few weeks of being on this therapy. We learned that the company is applying 
to FDA as we speak and we should get an answer by next spring. Studies are continuing for 
DeltaF508 heterozygous (one copy) patients and for patients with other types of mutations. 
Preliminary results of these are all very encouraging. It gives me goose bumps to see the 
revolution occurring in CF care. I have been doing this for 20 years and in my wildest dreams 
I would not have guessed that we would be correcting sweat test with a pill… Anyway, a cure 
is very close for all of our babies, stay tuned and make sure to not to miss any treatments. 
Staying in very good health is much more important now so that you can get the most benefit 
from these new medications.

Make sure to get your flu vaccine before the flu season starts. I wish you a warm winter. See 
you next spring! 

North American Cystic Fibrosis Conference (NACFC)

The majority of the Pediatric CF Care Team from Nemours along with Dr. John Bray, the adult 
pulmonologist from the Pensacola Lung Group, were among 4,000 in attendance at the North 
American Cystic Fibrosis Conference held in Atlanta, Georgia this past September.

The team split up to attend as many sessions pertaining to their area of expertise and then shared 
their learnings at a recent staff meeting.  Some best practices will be implemented to even better 
the care of cystic fibrosis patients that come through the now accredited CF Center. 

(Pictured left to right: Melanie Fryou, Social 
Services; Cortney Owens, Administration; Julie 
James, Physical Therapist; Glenn Hildreth 
& Julie Bowser, Respiratory Therapists; and 
Emilee Shelton, Dietitian; Not pictured but 
in attendance at the conference: Dr. Okan 
Elidemir, Center Director and Dr. John Bray, 
Adult Program Director)
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Your Nemours CF Team
CF Clinic: 850-505-4785

Okan Elidemir, MD
Program Director & Pediatric 
Pulmonologist

Alicia Della Volpe, MD
Pediatric Pulmonologist

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

Glenn Hildreth, RRT
CF Pediatric Respiratory Therapist  

Sharon Warren, RRT
CF Pediatric Respiratory Therapist (PRN)

Tammy Smith, RN
Pulmonology Nurse 

Ashley Tubb, LPN
Pulmonology Nurse 

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 

Jenny Phillips and Deanna Harigel
Patient Services Representatives

This newsletter can also be sent via 
email.  Please notify 
Cortney Owens,  850-505-4739 or 
cowens@nemours.org, if you are inter-
ested, and to provide 
feedback.  Set your spam email fi l-
ter settings to allow messages from 
Nemours to be delivered to your 
inbox.

Mark Your Calendars!
Please plan to attend our fi rst ever CF Parent Education Conference!  
This is a great time to learn, get updates and ask questions!

When:   Saturday, February 28, 2015

Time:  7:30 am - 2:00 pm

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

Guest Speaker
Research Updates
Panel Discussion
Vendor Displays

Raffl eS
Breakfast/Lunch Provided

Much, Much More!

RSVP:  Melanie Fryou (850) 505-4724 or 
email melanie.fryou@nemours.org

GUEST SPEAKER:  JERRY CAHILL
Living. Breathing. Succeeding with CF

Jerry Cahill, age 58 with CF, has fast become an 
inspiration to the cystic fi brosis community. At age 
11, he was diagnosed with the disease, but since 
then has overcome remarkable odds and become 
living, breathing proof that cystic fi brosis patients 
can have a normal life through a fi rm commitment 
to exercise and compliance.

A graduate of the University of Connecticut, Cahill 
has completed two New York City Marathons, 
competed at the national level in pole vaulting, 
with a personal best of 16 feet 10 inches, and is 
a former Vice President of Sales in the Apparel 
Industry.

Currently, Cahill volunteers at the Boomer Esiason 
Foundation, leading the foundation’s Scholarship 
and Grants division and is the founder of Team 
Boomer, an athletic organization dedicated to 
encouraging exercise among CF patients while 
simultaneously raising money for scholarships.

Cahill is an inspirational speaker internationally 
for the CF community. Jerry speaks about “Living. 
Breathing. Succeeding with CF” and about his life 
discipline “YOU CANNOT FAIL...”



Our New CF Clinical Coordinator  
Julie Bowser, RRT
I am excited about my new position 
as Cystic Fibrosis Coordinator for the 
Pensacola Nemours CF Foundation 
Accredited Center and enthusiastic 
about the future of CF care as new 
therapies and treatment are just on the 
horizon. The Nemours CF program 

has an exceptional CF research facility that is the best of 
both worlds for our patients.

As a Registered Respiratory Therapist for 13 years, most 
of my health care career has been spent in the pediatric 
critical care setting.  For the last 3.5 years I worked at 
the Orlando Nemours CF Center as their coordinator.  I 
have also worked for a Florida non-profi t agency assisting 
patients with disabilities. I have two children,  Evan, 10, 
and Morgan, 8.  As a family we enjoy fi shing, kayaking 
and going to the movies together. I look forward to getting 
to know all of you and coordinating your CF care needs.
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Sweet Potato Casserole 

This delicious sweet potato recipe is a great side dish to serve during the 
holidays. Freeze the leftovers into individual servings.

Prep time: 60 minutes

Ingredients:
Sweet potato mixture:
•1	29-oz.	large	can	of	yams,	mashed
•1	egg,	beaten
•1/3	c.	butter,	melted
•1/3	c.	brown	sugar
 
Directions:
1. Mix together yams, eggs, butter, and brown sugar to make the sweet  
    potato mixture.
2. Bake sweet potato mixture for 15 minutes at 350°F (176°C) .
3. While the sweet potato mixture is baking, mix together the topping 
    ingredients.
4. Once sweet potato mixture is fi nished baking, put topping on top of 
     sweet potato mixture.
5. Bake for another 30 minutes.
 
Serves: 10 Serving size: ¾ cup

Nutritional analysis (per serving):
 298 calories  17 g fat
 2 g protein  36 g carbohydrate
 3 g fi ber   53 mg cholesterol
 61 mg sodium  35 mg calcium
 1.1 mg iron 

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

Topping:
•1/3	c.	brown	sugar
•1/3	c.	butter,	melted
•1	c.	cornfl	akes,	crumbled
•1/2	c.	shredded	coconut
•1/3	c.	pecans,	chopped

Note: Nutritional analysis may 
vary depending on ingredient 
brands used.

Exercise and CF

Regular exercise can help people 
with CF stay healthy by keeping 

lungs as free of mucus as possible 
and by building up muscles and 

bones.  A person with CF can work 
with a medical team to develop 
an exercise plan that promotes 
physical and mental well-being.

Pictured above was a CF Care Team in a celebratory time when Gabriel Johnson (center) 
reached his BMI goal of greater than 50%.



CF Scholarships
many more scholarships and added info can be found at 
http://cfri.org/scholarship.shtml

AbbVie CF Scholarship: For those with CF who are high school seniors, 
vocational school students or college students enrolling in higher 
education.

Award: $2,500 for the upcoming academic year. 
Deadline: TBD 
Additional Information: http://www.abbviecfscholarship.com/
--------------------------------------------------------------------------------
Jerry Cahill You Cannot Fail Scholarship:  Awarded annually – to one 
male and one female student who have cystic fibrosis and must already 
have completed at least one semester of undergraduate coursework. 
Applicants must demonstrate that they go “above and beyond” in 
everything they do, displaying outstanding character, leadership and 
service to the community. They also must be compliant to their CF 
therapies and engage in regular exercise as part of their effort to stay 
healthy. Finally, applicants must demonstrate a need for financial 
assistance.

Award: $5,000 Deadline: April 18 
--------------------------------------------------------------------------------
The Boomer Esiason Foundation: This is a scholar-athlete award 
to assist cystic fibrosis (CF) high school senior athletes pursuing 
undergraduate degrees.  

Award: $500 to $2,500 
Deadline: Awarded Quarterly - Mar 15, Jun 15, Sept 15, Dec 15

Additional Information: Email: jcahill@esiason.org
http://www.cfscholarships.com/BEFScholarships
http://esiason.org/thriving-with-cf/scholarships/bef-general-academic-
scholarships.php
--------------------------------------------------------------------------------
Exercise for Life Athletic Scholarship Program: For undergraduate 
students with CF

Award: Grant to one female and one male with a $10,000 grant. 
Deadline: June 14, 2014 

Additional Information: Email: Email: jcahill@esiason.org 
http://www.cfscholarships.com/ExerciseForLife 
http://esiason.org/thriving-with-cf/scholarships/exercise-for-life-athletic-
scholarship.php 
--------------------------------------------------------------------------------
The Boomer Esiason Foundation Sacks for CF Scholarship: For every 
sack recorded during NFL Monday Night Football games, the Sacks 
for CF Scholarship Program receives a donation from a Boomer 
Esiason Foundation corporate partner. Sacks for CF funds are awarded 
annually to 30 college students, based on their academic achievements 
and adherence to daily CF therapy. 

Eligible Applicants: Current and prospective college students with CF.  

Deadlines: January 13

Additional Information:  Phone: 646.292.7937
Email: jcahill@esiason.org http://www.sacksforcf.com/index.html
http://esiason.org/thriving-with-cf/scholarships/sacks-for-cf-scholarship.
php
--------------------------------------------------------------------------------
Cystic Fibrosis Scholarship Foundation (CFSF): Eligible Applicants: For 
those with CF who will be enrolled in an undergraduate program or 
vocational school. 

Award: Both single year and multi-year awards are made, generally for 
$1,000 per year.  
Deadline: March 20, 2014 
Additional Information: http://www.cfscholarship.org/applications.html   

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 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!


