
CF Care at Nemours 
Nemours Children’s Hospital  | Your child. Our promise.

INSIDE THIS ISSUE:

A Focus on Transition: 
Becoming an Adult & CF Care

What It’s Like to Raise a Child

CF Foundation’s Compass Helps 
With Issues Related to Care

From a Pediatric to Adult CF 
Care Center: A Collaborative 
Effort to Improve Outcomes

Upcoming Events From 
the Orlando Cystic Fibrosis 
Chapter

Dr. Chohan Joins Central 
Florida Adult CF Care 

Nemours CF Research 
Opportunities

Nemours.org

Summer Edition 2017

A Focus on Transition: Becoming an Adult & CF Care 
At Nemours, we know that making the transition from our CF-focused, integrated pediatric care to 
adult CF care can be a challenge for many patients and families. Selecting the best time to transition 
does vary; some patients transition right at age 18, while others will wait until their 21st birthday. 

As individuals, everyone has a different expectation of what transition means. However, the universal 
experience seems to focus on change and fear of the unknown. In order to address concerns (and reduce 
anxiety), our Nemours CF Center has embarked on a quality improvement (QI) project to help patients 
and families understand and prepare for transition to adult CF care. 

With assistance from a Learning and Leadership grant from the CF Foundation, our Central Florida 
Nemours CF team, in conjunction with CF-accredited adult care provider Central Florida Pulmonary 
Group (CFPG), are creating a transition program designed to help children and adolescents with CF 
develop the skills needed to successfully transition into healthy, independent adults. We’re also fortunate 
to have Terrie Bromley (a CF parent) working with us to provide input and ideas regarding parent and 
caregiver concerns and needs when it comes to transition. 

By collaborating with CFPG and Bromley, we can better understand the transition process from all three 
sides (pediatric care, patient-family experience and adult care). This will help identify areas we can fine-
tune to make the transition as seamless as possible. 

Other QI Efforts 
The Nemours CF center has been working on other QI initiatives as well, including REACT  
(Re-Education of Airway Clearance Techniques) which checks home equipment settings and function, 
and also provides an overview of what the purpose of each home airway clearance therapy is. This initiative 
helps patients and parents establish a therapy routine that best meets each child’s individual needs.

We have started the assessment process for patients ages 15–21 and their parents using the Transition 
Readiness Assessment Questionnaire (TRAQ), which was originally created for our CF families and is 
a well-tested and validated tool.1 These surveys help track certain skills and knowledge that have been 
identified as key factors in the transition process to adult CF care.  

Throughout 2017, we will be implementing changes during routine CF visits with our young adults in 
transition. These include goal-setting around transition readiness and conducting solo visits between 
pediatric patients and providers. 

1 Sawicki GS, Lukens-Bull K, Yin X, et al. Measuring the transition readiness of youth with special healthcare needs: validation of the TRAQ— 
Transition Readiness Assessment Questionnaire. J Pediatr Psychol 2011;36:160–71. 



What It’s Like to Raise a Child 
Dear CF Parents,

I am Emily and, like you, I’m a CF parent. I want to give you a little insight into what it was like to 
raise a child with CF from newborn to adulthood and beyond. First things first, you need to treat 
them like any other child and not like they will never grow up. You need to give them boundaries 
and make sure they understand there are consequences to their actions. 

CF is what they have — not who they are. (This was the first thing my daughter’s first CF doctor 
said to me, and it still holds true to this day.)

They are so much more than their CF. They will test you just like any other child and sometimes 
take control of their life in negative ways. It’s your job to help them learn to control and manage 
their CF. When should you start this, you ask? As soon as they’re mature enough. And the signs will 
be there so you know when that is … believe me.

My daughter was about 10 years old when she started to do poorly in school and not turn in work; 
up to that point she had been a great student. I asked her why this was happening and all the usual 
questions: “Do you not understand the work?” “Is the work too hard?” Her answer was always, 
“No, mom, it’s easy,” or “I don’t know why, I just forgot.”

I remembered learning that sometimes when a child feels they can’t control one aspect of their life, 
they will control another, even if it’s in a negative way. This is when I taught her how to work her 
vest unit and rinse her nebulizer cups. And wouldn’t you know, things started to improve. 

It was also at this point I started having her fill out the questionnaire during her clinic visits, after 
all, it was her body and CF, not mine. I would help her, but the answers were hers and it gave her 
a sense of understanding and, more importantly, control. This has helped immensely with her 
transition to adult care and has always earned her praise from care team members.

We have been in the adult clinic for nearly one year and the CF team is always impressed with how 
much she knows about her condition. Also, how involved she is in her own care compared to other 
CF patients, even those much older than she is. That isn’t to say there haven’t been some growing 
pains with the transition, but I am available to support and guide her, not to manage and control 
anymore. I equate my role to furniture, because I’m always there, but it’s her show — I just hold her 
up and make sure she’s heard.

Remember that we are the new CF community and our children are the stronger for it.

Thank you,

Emily Lloyd

Fellow CF Parent and Caregiver

Compass is a personalized service to help you with 
the insurance, financial, legal and other issues 
you are facing. It’s free, confidential and available 
to everyone. Compass case managers are 
knowledgeable and have many years of experience 
with CF issues. They listen closely, explain 
thoroughly, connect you with other resources when 
needed, and work through issues with you from 
start to finish.

Compass can help you: 

 § Understand insurance basics, such as how it 
works and what common insurance terms mean. 

 § Consider and evaluate insurance plans to find 
one that meets your needs, including comparing 
private insurance plans or navigating the 
government marketplace/exchange.

 § Understand Medicaid and Medicare, including 
eligibility requirements, the pros and cons of 
different programs, and covering costs beyond 
medical expenses. 

 § Understand your insurance plan, including what 
is and isn’t covered, how your benefits apply to 
your medical care and prescriptions, and which 
medications are included on the formulary. 

 § Troubleshoot insurance issues, such as denied 
prior authorizations and claims. 

 § Find health care providers and pharmacies 
included in your insurance plan. 

 § Get prior authorizations through the CoverMyMeds 
portal or by calling your doctor or pharmacy. 

 § Get sample letters of medical necessity and 
find research that supports medical need. 

 § Get guidance on appeals if your insurance 
company denies claims. 

Contact Compass or download  
a brochure by:

 § Emailing compass@cff.org
 § Calling 844-COMPASS (266-7277) 
 § Visiting CFF.org/compass

CF Foundation’s Compass Helps With Issues Related to Care



It’s a true milestone that in 2017 more than half of people with CF are now adults. This 
achievement is due in part to the interdisciplinary model for CF care established by the Cystic 
Fibrosis Foundation. Longer life expectancy is also in part due to so many of you who were willing 
to enroll in clinical research trials that led to new CF treatment options. In this newsletter, you’ll 
find a list of current research opportunities at Nemours. Please take a moment to see if there’s a 
study you and your child might consider. An outcome of this type of work is now one of the more 
promising treatments for CF in 2017; it’s a class of medications called CFTR modulators, which 
are relatively new and work to correct CF defects at their cellular level. This is something we could 
not have dreamed of five years ago. 

In other CF news, the ongoing challenge for our pediatric CF center — and most pediatric centers 
across the United States — is how to best coordinate a smooth transition of care to an adult 
CF center. The transition to adult care requires specific competencies in self-management, open 
communication and skill building. 

In an effort to facilitate the transitioning of our young adult patients to the adult CF care center 
we have established a working collaboration with Central Florida Pulmonary Group (CFPG), our 
sister adult CF center (read more in this newsletter). In the next few months we’ll be asking you, 
our CF patients 16 years and older, to review your current medications and therapy with our CF 
coordinator — while your parents are in the waiting room. We believe that skill assessments and 
training like this will have a positive impact on your outcomes as well as your transition to adult care. 

We look forward to working with all our families as you prepare for this important transition to 
adult CF care. 

Sincerely,

Dr. Shatha Yousef, Nemours CF Medical Director 

From a Pediatric to Adult CF Care Center:  
A Collaborative Effort to Improve Outcomes 

Upcoming Events From 
the Orlando Cystic 
Fibrosis Chapter
April kick-starts the Cystic Fibrosis 
Foundation’s fund-raising events 
for 2017. This year the Nemours 
Cystic Fibrosis Center’s team will 
be participating in the May 6 
Great Strides event at Moss Park in 
Orlando’s Lake Nona Medical City 
(this replaces the UCF walk from prior 
years). We look forward to raising 
funds and bringing awareness to find a 
cure for families managing cystic fibrosis. 

Event Listing for 2017 
 § May 6 Moss Park at Lake Nona, 
walk starts 10 a.m.

 § May 20 Wickham Park in 
Melbourne, walk starts 9 a.m. 

 § May 20 Frank Rendon Park in 
Daytona Beach, walk starts 5 p.m.

 § September 16 is the famous CF 
Climb, which consists of 512 steps at 
the Orlando World Center Marriott. 

For more info on a specific Orlando 
2017 Great Strides walk or event, go 
to fightcf.cff.org. You can also visit the 
Central Florida Events Calendar or find 
them on Facebook.com/cfforlando. 
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Nemours CF Research Opportunities:
The Cystic Fibrosis Foundation has launched a new web page dedicated to helping patients 
find available clinical trials. Visit this resource at www.cff.org/Trials/finder. If you’ve never 
participated in a CF clinical trial, we encourage you to read about the benefits of doing so on the 
CF Foundation site.  Current trials here at Nemours include: 

 § SHIP: Study of hypertonic saline in preschoolers (SHIP001) The purpose of this study is 
to assess whether inhalation of 7 percent hypertonic saline (HS) twice daily for 48 weeks 
improves the lung clearance index by multiple breath nitrogen washout in comparison with 
inhalation of 0.9 percent isotonic saline (IS) in preschool children (ages 3 to 5) with cystic 
fibrosis.

 § A Vertex Study Number: VX15-809-114 Phase 4, Open-label Treatment, Randomized, 
Multicenter, 2-arm, Parallel-group, Pilot Study of Adherence to Lumacaftor/Ivacaftor in CF 
Subjects Homozygous for the F508del-CFTR Mutation (ages 16 and older).

 § 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 
combination 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.

If you’re interested in any of these studies, or would like additional information, call Amanda 
Darling at (407) 650-7966 or email Amanda.Darling@nemours.org. 

Dr. Chohan Joins 
Central Florida Adult 
CF Care 
Dr. Hadi Chohan joins Drs. Layish and 
Calimano in the management of adult 
CF care at Central Florida Pulmonary 
Group — accredited by the Cystic 
Fibrosis Foundation since 1999. We 
welcome Dr. Chohan and look forward to 
working with him as we assist patients 
and families who are ready to transition 
to adult CF care. Learn more about 
Central Florida Pulmonary Group’s adult 
CF care on their website under “Services”: 
CFpulmonary.com. 

Francisco Calimano, MD  
Board-certified in 
internal medicine, 
pulmonary disease and 
critical care medicine

Hadi Chohan, MD  
Board-certified in 
internal medicine, 
pulmonary disease and 
board-eligible in critical 
care medicine

Daniel T. Layish, MD 
Board-certified in 
internal medicine, 
pulmonary disease, 
critical care medicine 
and sleep medicine

Congratulations to 
our No. 1 CF Dietitian  
Erica Feinglass! 
Erica Feinglass, our CF center 
dietitian, has been accepted into the 
CF Foundation Nutrition Mentorship 
Program. She will be working with a 
dietitian mentor from the CF center 
at Children’s Hospital of Pittsburgh of 
UPMC. She’ll visit UPMC’s center in May 
and bring home expanded knowledge to 
share with your child and family. 


