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• Guidance Documents and Implementation Mechanisms

• Example: Depression and Anxiety

• What about the Care Model? 

Overview
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Types of Guidance Documents

Type of CFF 
Guidance 
Document

Panel of 
Experts 

PICO questions Systematic  
Literature 

Review

Grading of 
Evidence

Recommendation
Statements 

80% consensus

Public 
Comment

Publish in Peer 
Review Journal 

Clinical Practice 
Guideline

YES YES YES YES YES YES YES

Consensus 
Guideline 
/Statement

YES YES YES NO YES YES YES

Technical 
Standards

YES YES No, Focused 
Review

No YES Focused YES

Position Paper/ 
Guidance

YES,
Small 
panel

NO No, Focused 
Review

NO NO YES YES

State of the Art YES NO No, Focused 
Review

NO NO NO YES

Clinical 
Considerations

YES, small 
panel

NO NO NO NO NO NO, housed in 
my.CFF.org



Types of Guidance Documents
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Implementation Mechanisms



Patient Registry
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Patient Registry and Guidelines

Guideline Published Guideline Question 
Added to Registry

Data Collected to 
Assess Implementation

Reporting
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Hadjiliadis D, Khoruts A, Zauber AG, Hempstead SE, 
Maisonneuve P, Lowenfels AB; Cystic Fibrosis Colorectal 
Cancer Screening Task Force. Cystic Fibrosis Colorectal 
Cancer Screening Consensus Recommendations. 
Gastroenterology. 2018 Feb;154(3):736-745.e14. doi: 
10.1053/j.gastro.2017.12.012. Epub 2017 Dec 29. 

• The CF Foundation recommends colonoscopy as the screening examination for 
CRC in individuals with CF

• The CF Foundation recommends that CRC screening begin at age 40 y in 
individuals with CF with continued rescreening every 5 y

• The CF Foundation recommends that individuals with CF who have undergone a 
colonoscopy that had any adenomatous polyps have surveillance colonoscopy in 
3 y, unless shorter interval is indicated by individual findings, with subsequent 
intervals based on most recent endoscopic examination

Patient Registry 
Questions
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2024 Cystic Fibrosis Foundation Patient Registry Highlights 
Bethesda, Maryland ©2025 Cystic Fibrosis Foundation
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Education and Training



Webinars, Presentations, and 
Educational Materials
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Webinars, Presentations, and 
Educational Materials

Link to 
published 
document

Related 
Content 
on cff.org

Educational 
Downloads

Methods
Including explanation 

of grades

Key 
Recommendations

Evaluation of 
the Evidence

Topics where there are still 
unanswered questions

New, related, manuscripts 
published since the 
publication of the guidance

Authors



Continuing Medical Education
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• Course One: Newborn Screening and Diagnosis UPDATED

• Course Two: Diagnosis and Management—Birth through Pre-School Years UPDATED

• Course Four: The Role of Sweat Testing in the Diagnosis of CF

• Course Five: Integrating Mental Health into CF Care

• Course Six: Advanced Cystic Fibrosis Lung Disease & Lung Transplant   

• Course Seven: Endocrine Conditions and Co-Morbidities in CF 

• Course Eight: Palliative Care in Cystic Fibrosis 

• Course Nine: Adolescent & Young Adult Health Care NEW

• Course 10 & 11: Gene Therapy Trials in Cystic Fibrosis – What Clinicians Need to Know NEW

Cystic Fibrosis Online Continuing Education Program

https://medicine.iu.edu/cme/specialized/cystic-fibrosis



Quality Improvement
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• Programs are invited to join the CFLN, currently 40 CF Programs participate

• Innovation Labs (iLab)

• Topic selection is driven by the collaboration between CFF and the CFLN leadership team and not automatic for 
each guideline

• Participating programs elect to to participate

• Programs work on their own QI process to address the same question. 

• Programs track their own data to determine if the changes they are making make a difference. Aggregated data 
is used to track progress towards aims

• Generation of Change Packages to help others implement

• Clinical care guidelines serve as the foundation for data collected at the network and lab level

• Implementing guidelines, or individual recommendation statements make good QI projects

• Virtual QI opportunities are open to all CF community members

• Email cflearningnetwork@cff.org ​for questions

CF Learning Network (CFLN) 

mailto:cflearningnetwork@cff.org


Example: Depression 
and Anxiety Guideline
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Cystic Fibrosis 
Foundation Patient 
Registry: 
Mental Health 
Screening: 

Program Level Data Report

22
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2015

Cystic Fibrosis Foundation Patient Registry
2015 Annual Data Report 
Bethesda, Maryland
©2016 Cystic Fibrosis Foundation 

Cystic Fibrosis Foundation Patient Registry
2024 Annual Data Report 

Bethesda, Maryland
©2025 Cystic Fibrosis Foundation

2024

Cystic Fibrosis Foundation 
Patient Registry: 

Mental Health Screening
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Education and Training

Educational Materials

• Mental Health Advisory Committee: 
Education Workgroup

• Educational Content on

CFF.org

• Mental Health Toolkit

(dropbox)

Peer Support and Training

• Mental Health Advisory Committee: 
Peer Consultation

• Psychosocial Listserv

• Short Courses and Special Classes at 
NACFC

• CF Foundation Mentoring Program

To request access to the my.cff.org resource library please email mentalhealth@cff.org.
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Cystic Fibrosis Online Education Program (CME)

https://medicine.iu.edu/cme/specialized/cystic-fibrosis
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Phase 1

Now What? Quality Improvement

Phase 2
Improve screening 
and re-screening 
rates

Improve response 
to those with 
elevated scores

Cystic Fibrosis Learning Network (CFLN) Innovation Lab: Mental Health

Develop Change 
Package

Request access to my.cff.org resource library: mentalhealth@cff.org

Develop Change 
Package

Publication of 
Results

In progress
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Mental Health Advisory Committee
NACFC 2024

Mental Health Research



What about the Care Model?

Care Delivery
Care Teams
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Step 1: 
Publish Position Papers
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Step 2: 
Accreditation

Accreditation 
Standards

Center Committee is made up of CF Program 
Directors

Standards are minimum requirements for programs 
to be accredited as part of the Care Center Network

Position 
Papers

Guidance on suggested best practices based on the 
state of the published literature at the time of 
publication
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Step 3: Workforce Development and QI

31

Have expertise in CF and work 

closely with the Core CF Team to 

manage CF-related complications 

that many, but not all, people with 

CF experience. May be part of 

Core CF Team at some programs.

Offer services to support the Core CF 

Team but may not be directly involved 

in patient care.

Provides services required for routine clinical care that supports the health and well-being of all people with CF.

Provide services to help 

manage less common 

CF and non-CF related 

complications.
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Step 3: Workforce Development and QI
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A Work in Progress

Step 4: Education and Training
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Implementation 
Opportunities and  
Challenges:
Changing Healthcare 
Landscape

20242017

2017 and 2024 CF Foundation Patient Registry Highlights Reports

Median Predicted Survival Median Predicted Survival



Thank You.

Contact: shempstead@cff.org 
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Resources

36

Access my.cff.org 
Email: mentalhealth@cff.org

Quality Improvement
Email: cflearningnetwork@cff.org ​

Indiana University CME

Guideline or Guidance 
Document Questions: 
Email: shempstead@cff.org

CF Foundation Patient Registry
Email: Reghelp@cff.org
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