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

INSIDE THIS ISSUE:

Director’s Corner

CF Fundraiser

Update on Pt Srvs & Assist

Parent Conference Success

High Calorie Recipe

New CF Physical Therapist

Vitamin D is Important!

CF Scholarships

Nemours.org

Spring/Summer 2015

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

Dear patients and parents! The past 6 months have been phenomenal for 
our center. Attendance to our first annual CF education day was more 
than what I have seen in many larger centers. Feedback we received from 
you was very positive, and we will continue to do this event annually with 
different guest speakers. We welcome any suggestions you may have.

As I shared with you during the education day, the latest CF Foundation 
registry report showed that our center has improved significantly in several important 
measures, and some of the measures, we rank in the top 10% of the centers. We are continuing 
to work diligently to make this center better every day and in a few years we will become a 
prominent center, I promise.

The highlight of this newsletter is to announce the addition of an outpatient physical therapy 
and exercise program for our patients. This service is not available in many of the top centers 
and we are proud to be able to offer here in Pensacola.  I am very thankful to Nemours 
and Julie James, our new physical therapist, for making this important service available to 
our patients. Starting in May 2015, your children will be seen by Julie during routine clinic 
appointments and given advice regarding how to stay active and fit.

Researchers at Yale University have recently published a ground breaking report about a 
special high technology gene repair process.  By using this new process, they were able to repair 
the genetic defect causing DeltaF508 mutation in the laboratory and in a mouse model. Human 
studies will be starting in the near future. This is different than Kalydeco because the defect 
will be permanently fixed.  In other words, the disease will be “CURED.”  

Meanwhile, Kalydeco+Lumacaftor combination therapy for DeltaF508 homozygous (two 
copies) patients is being evaluated by FDA. The combination medicine will be named Orkambi. 
The deadline for FDA to make a decision is July 2. It seems like we will have a double 
celebration on Independence Day this year!  Studies are continuing for DeltaF508 heterozygous 
(one copy) patients and for patients with other types of mutations. We are continuing to 
actively search for research studies to participate in, and we will keep you informed as new 
research projects become available. 

As sad as we are for losing Dr. Della Volpe to her family needs, we are also very fortunate to 
find a great pediatric pulmonologist to replace her.  Please welcome Dr. Chris Makris when 
he starts this August.  He comes with many years of experience in CF care and will be a great 
addition to our family.

Staying in very good health continues to be extremely important so that you can get the most 
benefit from future medications.  Enjoy a warm and sunny summer. See you in fall! 

2015 Spring Rose Talent & Beauty Pageant CF Fundraiser 
Pictured left is Megan Hutchinson.  Megan won Miss Teen Spring Rose as well as 
Miss Spring Rose Cover Girl (raising the most money selling advertisements for 
the event program) and Miss Spring Rose Ambassador (sold the most sponsor 
tickets for the event).  All in all, Megan raised over $1,000 for the event.  She 
also won her division in the Talent Contest  for singing “Defying Gravity.”  The 
event was held at Crestview High School and and raised approximately $2,100 
towards finding a cure for Cystic Fibrosis.  Special thanks to all that sponsored, 
helped and participated in the event!
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Your Nemours CF Team
CF Clinic: 850-505-4785

Okan Elidemir, MD 
Program 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 

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 

Amy Keifer 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 
interested, and to provide feedback.  
Set your spam email filter settings to 
allow messages from Nemours to be 
delivered to your inbox.

If you have any suggestions to improve 
this newsletters or have topics you 
would like to see covered please email 
the above with those wonderful ideas.

Update on Patient Services and the CF Patient Assistance Foundation 
Expansion from the CF Foundation www.cff.org

Paying for treatment is a very common concern among people with CF and their 
families. Many of you have expressed a need for updated information about the ways in 
which the CF Foundation can help lessen the financial burden for people with CF and 
their families.
 
The Foundation offers a broad range of services and resources to help families that are 
struggling to access the quality care and therapies they need to stay healthy. 
 
We also have an important update to share about one of those resources-our Cystic 
Fibrosis Patient Assistance Foundation (CFPAF).  Under new regulatory requirements 
from the HHS Office of the Inspector General, CFPAF will expand to provide financial 
assistance for all drugs and paired devices approved by the FDA that are specifically 
indicated for the treatment of cystic fibrosis. This expansion, which goes into effect 
May 15, is good news for our community. However, in order to ensure that CFPAF has 
sufficient funds to serve the needs of all eligible people with CF, CFPAF will be instituting 
a cap of $15,000 a year in financial assistance for each enrollee. Please note that this 
amount is subject to change upon review and contingent upon the availability of funds. 
 
Below, you will find FAQs to guide you in answering questions about the upcoming 
changes to CFPAF. As always, please reach out to us should you have any questions or 
require additional information.
 
1. What is the CF Patient Assistance Foundation (CFPAF)?
The CF Patient Assistance Foundation (CFPAF) is a  non-profit organization, operated 
by the Cystic Fibrosis Foundation and funded by corporate and nonprofit donors. 
Our mission is to provide financial support to people with CF who have limited health 
insurance or financial resources so they can afford the treatments they need to manage 
their disease and live full, productive lives.
 
2. What are CFPAF eligibility criteria?
CFPAF applicants must meet all of the following criteria:
•	Diagnosis	of	CF;
•	Permanent	resident	of	the	United	States;
•	Household	income	must	be	equal	or	less	than	400	percent	of	the	Federal	Poverty	Level	
(FPL) for a single CF patient household, or equal to or less than 500 percent of the FPL 
for	a	multiple	CF	patent	household;	and	
•	Requesting	support	for	drugs	and	paired	devices	approved	by	the	FDA	that	are	
specifically indicated for the treatment of cystic fibrosis and/or Social Security application 
support.
Use the online pre-screening tool or contact CFPAF to determine eligibility. 
 
3. Does CFPAF cover the entire cost of medications?
No.  CFPAF offers co-pay, co-insurance and deductible assistance. In order to make 
financial assistance available to more people with CF, the maximum amount of assistance 
CFPAF can provide to each enrollee is $15,000 per enrollment year. This amount is 
subject to change upon review and contingent upon the availability of funds.
 
Assistance will be provided following support from manufacturer-sponsored copayment 
assistance and coupon programs. CFPAF connects enrollees with these other assistance 
programs and will adjust its award to reflect this support.
 
4. Why is there a $15,000 cap per year?  Is this new?   
Yes, two important CFPAF changes are happening: first, under new regulatory 
requirements from the HHS Office of the Inspector General, CFPAF will expand to 
provide financial assistance for all drugs and paired devices approved by the FDA that 
are specifically indicated for the treatment of cystic fibrosis. This expansion, which goes 
into effect May 15, is good news for our community. However, in order to ensure that 
we have sufficient funds to serve the needs of all eligible people with CF, we will be 
instituting a cap of $15,000 a year in financial assistance for each enrollee. Please note 
that this amount is subject to change upon review and contingent upon the availability of 
funds.

5. What happens if CFPAF runs out of funding during my enrollment year?
CFPAF actively monitors contributions and assistance provided.  If CFPAF anticipates
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Our New CF Physical Therapist 
Julie James PT, DPT
Cystic Fibrosis Clinic has a new ad-
dition: Physical Therapy!  Julie James 
is a Pediatric Physical Therapist who 
has joined Nemours CF Clinic.  Julie 
is an associate of Sacred Heart Health 
System and serves as the Pediatric 
Lead Therapist of the Rehabilitation 

Services Department.  Julie received her BS in Physical 
Education Exercise Science at the University of Alabama at 
Birmingham and her Doctor of Physical Therapy degree at 
the University of South Alabama.  She is skilled in provid-
ing physical therapy to outpatient and inpatient (acute) 
pediatric patients with a wide range of diagnoses includ-
ing developmental delay, torticollis, cerebral palsy, Down 
Syndrome, traumatic brain injury, spina bifida, and many 
other orthopedic and neurological injuries. 

Julie is also skilled in recommending equipment and assis-
tive devices to improve function and accessibility. She also 
provides physical therapy services to newborn infants in 
the Neonatal Intensive Care Unit (NICU).  Julie’s special 
interests include pediatric burns, torticollis, prematurity, 
custom splinting, and NICU treatment. Julie has complet-
ed several pediatric-specific continuing education treat-
ment courses involving basic treatment skills, treatment of 
the baby, care of the high risk neonate, various equipment 
courses, as well as course for Cystic Fibrosis, Clinical Pre-
ceptor, Clinical Reasoning, and Leadership.  Julie is also 
a member of the Nemours Comprehensive Hemophilia 
Clinic.
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PB&J French Toast 

Ingredients:
4 slices of whole wheat bread ¼ c heavy whipping cream
¼ cup of peanut butter  3 Tbsp of butter
2Tbs of jelly
2eggs

Directions:
Spread peanut butter on two 
slices of bread.  Spread jelly 
on the other two slices of 
bread.  Put one slice of each 
together to form sandwiches.  
In a mixing bowl, lightly beat 
eggs and cream together.  Melt 
butter in large skillet over medium heat.  Dip sandwiches in egg mixture, 
coating well.  Place in skillet and brown both sides.  Serve immediately.

Nutritional information per sandwich:
703 calories  738 mg of sodium
20g protein  99mg of calcium
53g of fat

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

Education Conference a Great Success! 
Earlier this year, our CF Care Team held its first education 
conference for the cystic fibrosis community.  The topics of 
discussion focused on motivating our patients to exercise and for 
the families to provide support for them to live longer and healthier 
lives.

Jerry Cahill was our guest speaker discussing living with cystic 
fibrosis and how to achieve goals despite having the diagnosis.  He 
is 58 years old and has fast become an inspiration throughout the 
medical community.  He is a long term volunteer for the Boomer 
Esiason Foundation and spearheads their scholarship program as 
well as their transplant grant program.  He received a double lung 
transplant in 2012 and has had a firm commitment to exercise and 
follow treatment regimens to live a long and successful life.   

This program was a tremendous success and plans are already in 
place with our CF expert panel to have this event every year.  Thank 
you to all who attended as well as the sponsors for our event.  You 
can and DID make a difference!
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any changes in funding, case managers will notify enrollees and help 
them locate alternate assistance. 
 
CFPAF reviews applications on a first-come, first-served basis and 
may adjust its maximum benefit upon review.
 
6. How can I contact CFPAF?
People with CF, their families and care centers may contact CFPAF 
at 1-888-315-4154 Monday through Friday from 8:30 a.m. until 
5:30 p.m. ET or by email at cfpaf@cff.org. 
               
CFPAF applications and a pre-screening tool are available on www.
cfpaf.org.

CF Assistance (cont.)

Do you have questions about 
transitioning to adult CF care?

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



CF Scholarships

American Association of Health and Disability (AAHD) Scholarship 
Program support students with disabilities pursuing higher education. 
Preference is given to students who plan to pursue undergraduate/
graduate studies in the fields of public health, health promotion, and 
disability.

Additional Information: 301-545-6140
--------------------------------------------------------------------------------
BMO Capital Markets Lime Connect Equity Through Education 
Scholarship  provide scholarships to those with chronic, serious or life 
threatening illnesses, disability. Scholarships of $10,000 are awarded to 
students in the US with a disability

Additional Information: 212-521-4469
--------------------------------------------------------------------------------
Google Lime Scholarship Program Scholarships are available for 
undergraduate, graduate or Ph.D. students currently enrolled at a 
university in the US. Scholarships of $10,000 are awarded to students 
with visible or invisible disabilities, who intend to be enrolled full 
time student at university pursuing a Computer Since or Computer 
Engineering degree, or degree closely related technical field, maintain 
strong academic performance, exemplify leadership skills.

Additional Information: 212-521-4459
--------------------------------------------------------------------------------
The Bonnell Foundation Marge Carmona Education Scholarship 
established to assist students with cystic fibrosis with the costs of 
undergraduate education. Scholarships are for up to $2,500 and may 
be renewed for up to three additional years or until a bachelor’s degree, 
or equivalent, is earned.

Additional Information: 248-860-3899
--------------------------------------------------------------------------------
The Elizabeth Lulu Scholarship Foundation founded in 2006 and 
provided scholarships to teens diagnosed with cystic fibrosis as an extra 
motivation to continue their individual education goals.
Eligible Applicants: Current and prospective college students with CF.  

Additional Information: Contact program

Disclaimer: The information contained in this resource was gathered through web-based 
research. We cannot guarantee inclusion of all available programs, nor the accuracy of the 
information. We recommend interested parties contact individual programs directly for the 
most accurate information. This listing does not guarantee coverage and serves only as a 
guide to help patients locate potential assistance resources. Should you need assistance or 
more information on coverage options, please call the CF Foundation’s Patient Assistance 
Resource Center at 888-315-4154.

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.

Auburn’s mom made a homemade lung function test so it wouldn’t be so scary fori her 
next visit in three months!  Way to go mom and way to go Auburn for tackling those 
fears (although Glenn and Julie said there is nothing to be afraid of)!

Why is Vitamin D so important? 
Vitamin D is one of the most important fat soluble vitamins 
that the body needs and it takes fat in the diet for the body to 
absorb it.    The body needs vitamin D to absorb calcium which 
builds and maintains strong bones and teeth.  Without enough 
Vitamin D bones can become thin and brittle.  This is especially 
important in CF to prevent any bone breaks or fractures 
from forceful coughing.  CF specific vitamins have been made 
specifically to be absorbed using water instead of fat.  That is 
why a CF specific vitamin is preferred rather than an over the 
counter multivitamin.  

The	body	can	also	make	its	own	Vitamin	D;	which	is	why	it	
is called “The Sunshine Vitamin”.   Just by being in the sun 
for 15-20 minutes, 2-3 times a week your body makes enough 
vitamin D.  A majority of people with CF have low Vitamin D 
levels even if they are out in the sun or taking their multivitamin 
routinely.  The average person without CF needs about 200-
600 IU (International Units) of Vitamin D daily.  People who 
have CF need more which depends on their age ranging from 
an additional 400-800 IU daily.  If you are taking an additional 
vitamin D supplement, then make sure that it is taken with 
enzymes.  So get outside and make some vitamin D and don’t 
forget your multivitamin.

Food sources oF 
Vitamin d

Mackarel

Canned Sardines

Salmon

Tuna Fish

Fish Liver Oils

Milk can be fortified with 
Vitamin D

Orange juice fortified 
with Vitamin D

Food sources oF 
calcium

Milk, buttermilk, and 
instant dry milk

Ice Cream

Yogurt

Cheese & cottage cheese

Almonds, soybeans, 
hazelnuts, & pistachios

 Orange Juice

 Broccoli

Spinach & collard greens

Beans

Canned Sardines

Tofu


