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Background and Significance
• Advances in drug therapies = more patients with 

cystic fibrosis are living into adulthood than ever 
before

• Median age of survival increasing
o 1970 = 16 
o 2015 = 32 
o 2019 = 48 (Cystic Fibrosis Foundation, 2019; West & 

Mogazel, 2016)
• Impact of CFTR Modulators



Background and Significance

• 52.7% of the patient population with CF are 
over the age of 18 (CFF, 2019). 

• Demand for disease-specific adult services:
o family planning 
o fertility issues 
o long-term complications and age-related changes 

(Coyne et al., 2017)



Background and Significance
• Planned transition

• Gradual process 
• Early in adolescence à transfer
• A systematic approach to introducing patients to issues related to self-

management, autonomy, and personal decision-making (Middour-Oxler et 
al., 2021)

• Goals of planned transition:
• Improve quality of life 
• Maximize independence 
• Minimize interruption in care (Goralski et al., 2017)

• Healthcare transition program interventions (TPIs) associated 
with:
• Increased knowledge
• Increased patient satisfaction
• Improved continuity of care (Baker et al, 2015)



Review of Literature Question

Do CF transition program interventions at a CF 
Care Center at an academic medical center increase 

transition readiness and patient satisfaction, and 
decrease transition-related anxiety in adolescents 

and young adults with CF? 



Review of Literature

CINAHL: 95
WOS: 61

PubMed: 57
Cochrane Library: 

17
Total 230 articles
175 non-duplicate 

articles

Title and Abstract 
Screening
89 articles

Full-text articles 
screened
16 articles

16 articles



Themes from the Literature
• Transition Program Interventions

o Education – based (Baker et al., 2015); (Campbell et al., 2016); (Crowley  et al., 2011); (Gravelle et 
al., 2015); (Okumura et al., 2014); (Schmidt et al., 2016) 

o Health care service delivery (Campbell et al. 2016); (Crowley et al, 2011); (Peeters et al., 2019); 
(Skov et al., 2018);)

o Collaborative (Chaudry et al, 2013); (Crowley et al. 2011); (Okumura et al., 2014); (Peeters et al., 2019) 

• Structured versus non-structured transition programs (Al-Yateem et al., 
2012); (Coyne et al., 2017); (Chaudhry et al., 2013); (Middour-Oxler et al, 2021) 

• Barriers and challenges to transition
o Patient barriers (Gorlaski et al., 2017); (Towns & Bell. 2011); (Tuchman et al., 2010) 

o Parent barriers (Gorlaski et al., 2017); (Towns & Bell, 2011) 

o Provider barriers (Baker et al. (2015); (Gorlaski et al., 2017); (Towns & Bell. 2011); (Tuchman et al., 
2010) 

o System barriers (Tuchman et al., 2010); (Gorlaski et al., 2017)



Summary of Literature
Evidence supports the use of transition program interventions to 
improve transitional competencies 

Minimal evidence to support the use of transition programs 
interventions in order to directly impact patient clinical outcomes

A planned, structured transition process from pediatric to adult care 
services for patients with CF is endorsed by:
• The American Academy of Pediatrics
• Healthy People 2020
• Cystic Fibrosis Foundation (CF Foundation, 2019; Office of Disease 

Prevention and Health Promotion [ODPHP], n.d.; White et al., 2018). 



Theoretical Framework – SMART Model

Socio-
ecological 
Model for 

Adolescents 
and Young 

Adults 
Readiness for 

Transition



Purpose  

The purpose of the scholarly project was to 
complete a program evaluation of an Academic 

Medical Center’s Cystic Fibrosis transition 
program.



Methods and Results



Implementation Framework

1. Engage Stakeholders
2. Describe the Program
3. Focus Evaluation Design
4. Gather Credible Evidence
5. Justify Conclusions
6. Ensure Use and Share Lessons

Centers for Disease Control and Prevention. Framework 
for program evaluation in public health. MMWR. 1999;48 
(No. RR-11).

CDC’s Framework for Program Evaluation in Public Health



Step 1: Engage the Stakeholders
• CF transition team members - APRN, RN coordinator, 

social worker, psychologist, pharmacist, quality 
improvement coordinator, and parent and family 
representative.
o Team meetings

§ Needs assessment
§ Modification of survey tool and data collection metrics
§ Development of Logic Model

o Individual meetings with team members
• Patients with CF

o Survey



Step 2: Describe the Program

• A CF Foundation-accredited CF Care Center at an 
academic medical center in the mid-eastern U.S.

• Comprised of two outpatient programs:
o Pediatric CF program – 130 patients
oAdult CF program – 136 patients

• Partners with the Learning and Leadership 
Collaborative (LLC) to use the Dartmouth Institute 
Microsystem Approach for quality improvement



Step 2: Describe the Program
• CF Transition Program Interventions

o CF R.I.S.E program – modules, readiness assessment 
o Ages and Stages questionnaires (ASQ)
o “Meet and Greet” visits with adult team
o Quarterly joint meetings of adult and pediatric staff
o Split-visits

• Formative process of building transition program
o Standardization of processes
o Implementation of more evidenced based transition 

program interventions  



Step 2: Describe the Program
Logic Model for Program Evaluation

Logic model template from: https://templatelab.com/logic-model/

https://templatelab.com/logic-model/


Step 3: Focus the Evaluation Design

• Transition readiness 
• Transition - related 

anxiety
• Satisfaction with the 

transition process
• Accuracy of new survey 

tool

• Measured health stability 
before and after transfer
o Continuity of Care
o Health Care Utilization
o Clinical Indicators

Emory University’s Post-
Transition CF Survey

Retrospective Chart 
Review 



Step 4: Gather Credible Evidence

Inclusion Criteria

• Patients who transitioned from 
the pediatric to adult CF clinic 
who received continuous care 
at the AMC

• Patients who transferred their 
care from pediatric to adult CF 
services between December 
2017 and May 2021

Exclusion Criteria
• Patients who went through 

the transition process in the 
pediatric clinic but did not 
transfer to the adult clinic at 
the AMC

• Patients currently followed 
by adult clinic who went 
through the transition 
process at a different facility

• Patients lost to follow-up

A convenience sample of 18 eligible patients was obtained at the CF Care 
Center for both the survey and chart review



Step 4: Gather Credible Evidence
Modified Emory University’s Cystic Fibrosis 

Post-Transition Survey
• Measures patient transition readiness, transition-related 

anxiety, and satisfaction  
• Validated tool/rigorous content validity analysis 
• 48 – point survey - multiple choice, matrix and open-ended 

questions
• Recruitment letter through an EHR communication portal with 

a link to participate in the survey via online survey tool
• 2 reminders sent through the EHR communication portal during 

10-week data collection period



Step 4: Gather Credible Evidence 
Retrospective Chart Review – “Health Stability” 
Measures obtained through the Electronic Health 

Record (EHR):
• Continuity of Care Measures:

o Number of days between last pediatric and first adult center visit
o Adherence to routine quarterly appointments

• Health Care Utilization Measures:
o Non-routine office visits
o Hospitalizations
o Emergency Department Visits

• Clinical Indicators
o Forced End Expiratory Volume (FEV1) compared to calculated 

FEV1 baseline



Step 4: Gather Credible Evidence-
Data Management/Analysis

• Approval from the AMC’s Institutional Review Board 
for Health Sciences Research (IRB-HSR)  

• Protection of Anonymity 
• Data Storage – secure online survey platform and 

secure online platform  
• Data collected was analyzed using SPSS, Version 28. 
• Descriptive Statistics reported as mean, standard 

deviation, and percentages as appropriate. 



Post –Transition Survey Results –
Demographic Data

• Participant Gender 
for Post-Transition 
• CF Survey (N=3)

•
Participant Gender for Post-Transition 

CF Survey (n=3)
Site Participant Received Care for Post 

Transition CF Survey  (n=3)

*All respondents were between ages 22-24 years of age



Post-Transition Survey Results



Demographics of Patients in EHR 
Chart Review (n=18)

Patient Gender for Data Collection from 
Electronic Health Record for Program 
Evaluation of Cystic Fibrosis Transition 
Program (n=18) 

Patient Age for Data Collection from Electronic Health Record for Program 
Evaluation of Cystic Fibrosis Transition Program (n=18)

Mean age at transfer =  22.4 with a 
standard deviation of 2.53 (n=18)



Health Stability: Continuity of Care

Number of Days Between 
Last Pediatric and First 
Adult Center Visit 
in Cystic Fibrosis Center 
(n=18)

Mean 68.7 (SD = 44.5)

Percentage of Adherence to Quarterly Visits Prior to 
and After Transition from Pediatric to Adult Cystic 
Fibrosis Health Care Services for (n=18)



Health Stability: Healthcare Utilization

All Non-Routine and Other Office Visits Prior to and After Transition from 
Pediatric to Adult Cystic Fibrosis Health Care Services (N=18)



Health Stability: Healthcare Utilization

Hospitalizations Prior to and After Transition 
from Pediatric to Adult Cystic Fibrosis Health 
Care Services (n=18)

Emergency Department Visits Prior to and 
After Transition from Pediatric to Adult 
Cystic Fibrosis Health Care Services 
(n=18)



Health Stability: Clinical Indicators and 
CF Modulator Timing 

Prior to transfer:
FEV1: 2.98/3.12 L

After Transfer
FEV1: 3.09/3.12 L

Forced End Expiratory 
Volume/calculated 

baseline FEV1 

Timing of Introduction of Cystic Fibrosis Modulator in Relation to 
Transition (n=18)



Step 5: Justify Conclusions
Health stability  

“Gaps in care” (Sawicki et al., 2018)

Adherence to routine visits

Hospitalizations and ED visits

Impact of COVID 19 pandemic on utilization



Step 5: Justify Conclusions
• Low response rate for survey
• Need for more effective evaluation tool 
• All Participants had a high degree of transition 

readiness at the time of their transfer of care 
• Patient satisfaction with the transition was high, 

particularly with the care they received in the 
pediatric clinic  

• Bond with pediatric team



Step 5: Justify Conclusions
Recommendations

• Shorter patient survey, particular to AMC
• Administer survey in person, perform “exit 

interview” with open ended questions in the year after 
transfer

• Continue to standardize processes and implement 
evidence-based TPIs

• Re-evaluate health stability measures in 3 years time 
to determine impact of evolving program.



Strengths & Limitations
• Strengths

oCDC Program Evaluation Framework
o Enthusiasm of stakeholders

• Limitations
oCF Modulators/Timing of Transition
o Access to patients
o Impact of COVID 19 Pandemic
o Variability in exposure to transitions
oDependent on patient recall



Step 6: Ensure Use and Share Lessons

• Presentation to CF transition team
• Presentation to Pediatric Transition Working 

Group at AMC
• Submission to academic LIBRA repository
• Manuscript submission to the Journal of 

Pediatric Health Care



Nursing Practice Implications
• Adds to the nursing body of knowledge on the value of 

transition program interventions for patients with CF
• Findings can be generalized to other patients with chronic 

medical conditions who are transitioning to adult care
• Nurses are at the forefront of the transition process, taking 

responsibility for the provision of health care as well as 
the coordination of services in many CF Centers. 

• Nurses are in a prime position to advocate for the delivery 
of transition services that are most beneficial and relevant 
for patients in order to reduce gaps in care and improve 
patient outcomes 



Thank you for your attention.
Questions?
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