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Overview

* Guidance Documents and Implementation Mechanisms
* Example: Depression and Anxiety

* What about the Care Model?
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Types of Guidance Documents

Type of CFF Panel of PICO questions SYstematic Grading of Recommendation Public Publish in Peer
Guidance Experts Literature Evidence Statements Comment | Review Journal
Document Review 80% consensus

Consensus
Guideline
/Statement
Position Paper/ YES No, Focused
Guidance SmaII Review
panel
Clinical YES, small  NO NO, housed in
Considerations panel my.CFF.org
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Types of Guidance Documents
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Implementation Mechanisms



Patient Registry




Patient Registry and Guidelines

S =2 @ = Ik »

Guideline Published Guideline Question Data Collected to Reporting
Added to Registry Assess Implementation
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Patient Registry
Questions

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 40y in

individuals with CF with continued rescreening every 5y

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

Canadian Cystic Fibrosis Conference: September 17-19, 2025

Hadijiliadis 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.



Colorectal Cancer Screening/Surveillance Patlent RegIStry

Did the patient undergo a colonoscopy (screening or Q“QStions
surveillance during the reporting year?

= Yes O Mo O Unkmown

What were the results of the colonoscopy?
' Mormal
) Colorectal Cancer
O Adenomatous polyps
O Indeterminate results (e.g. inadequate
preparation)

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.
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Colorectal Cancer Screening/Surveillance Patient RegiStry

Did the patient undergo a colonoscopy (screening or

o
surveillance during the reporting year? Qu eStlon s

C Yes © No O Unknown ] Colonoscopy Screenings
YWhat were the results of the colonoscopy? People with CF are at higher risk of developing

O Mormal colorectal cancer than the general population.
O Colorectal Cancer

O Adenomatous polyps 3 354 :'cerc;ﬁl:e\:ere
O Indeterminate results (e.g. inadequate y between
2020-2024

preparation )

60 Colon Cancer
The CF Foundation recommends colonoscopy as the screening examination for Cases Found
CRC in individuals with CF

The CF Foundation recommends that CRC screening begin at age 40y in

individuals with CF with continued rescreening every 5y 43[]/[l Screening

The CF Foundation recommends that individuals with CF who have undergone a Rate

colonoscopy that had any adenomatous polyps have surveillance colonoscopy in

3y, unless shorter interval is indicated by individual findings, with subsequent Hadjiiadis D, Khoruts A, Zauber AG, Hempstead SE,
Maisonneuve P, Lowenfels AB; Cystic Fibrosis Colorectal

intervals based on most recent endoscopic examination Cancer Screening Task Force. Cystic Fibrosis Colorectal

Cancer Screenmg Consensus Recommendatlons

10.1053/j. gastro 2017.12.012. Epub 2017 Dec 29.
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Webinars, Presentations, and

Educational Materials

Applying Liver Guidelines to Clinical Care: A Case-Based Webinar
FouNcaTioN"  Feb 28, 202511:30 AM

[ aCLFD vs. CFHBI

.

Advanced CF Liver Disease (aCFLD) —

* CF Hepatobiliary Involvement (CFHBI) —
having one (or more) of the following:

having one (or more) of the following:

— Nodular liver —Hepatomegaly
— Advanced fibrosis (F4) - Livevr f‘bfofis (<F4)
— Multilobular cirrhosis with or w/o portal htn =lno I'V?r St'ﬁ"ess by elastography
: . — Hepatic steatosis
~ Nondirrhotic portal htn — Focal biliary cirrhosis
— Cholestasis

— Persistent elevations of LFT
— Abnormal liver imaging

-l Applying CRMS/CFSPID Guidelines to Clinical Care: A Case-Based Webinar

FOuNDATION Aug 12,2025 11:30 AM

What defines CRMS/CFSPID2

» Abnormal Newborn screen for cysfic fibrosis,

»AND

»Sweat Cl <30 mmol/L + 2 CFTR variants, at least 1 of which has
unclear phenotypic consequences

»OR

» Sweat Cl 30-59 mmol/L and 1 or 0 CF-causing variants



Webinars, Presentations, and
Educational Materials

WS23: Out with the Old and In

with the New:
Clinical Guideline Update
NACFC 2024




Webinars, Presentations, and

Educational Materials

=%, CLINICAL CARE SCHEDULE DEPRESION, ANSIEDAD

QUE SIGNIFICAN LAS
y FIBROSIS QUISTICA GUIAS PARA USTED
FOR NEWBORNS TO § YEAR OLDS WITH CYSTIC FIBROSIS

quistica (FQ) y los padres que cuidan
26 3 tres veces mas probabilidades de
B Clicical case geidelin managemers of bo Al epesltn et as, en comparacién con la
This sahle combines the recommended care mansgsment sched
s itenod a5 a g dividual circumstances will d Hay guias disefiadas a ayudar a los equipos de atencién de FQ, par
que puedan atender eficazmente a las personas con FQ y sus familias

ad © ambas cosas. sy
wasn

onan ol propésito d

prender q

e e e e T o

deben ser tratadas como parte de su salud y bienestar emocional

a®
FouNBATION. ADULT CARE IN CYSTIC FIBROSIS en general.

ZQUE ES LA DEPRESION?

La depeciin o uns enfermedad médica comin, que sfects
This checklist is intended to encourage partnership between clinicians and individuals with cystic fibrosis, SepeSesimtls S cioia St v Motuk: planes y sivie. CUANDO NO SE TRATA:
and track tests and procedures recommended by the Cystic Fibrosis Foundation guidelines. It is not
intended to be a comprehensive list of guideline recommendations. For full details, please refer to the
published guidelines at

mbas, pucden sfocess s

WHAT IS IPC?

INFECTION PREVENTION AND CONTROL GUIDELINES

INTERVENTION

s
cysTic FiBROSIS
If the CF center provides primary care to, FOUNDATION
with the national guidelines for age and 4

.. CLINICAL CARE GUIDE BE PREPARED FOR A SUCCESSFUL

CYSTIC FlBROSIS

BT Jfor DIAGNOSIS OF CYSTIC FIBRC COLONOSCOPY WHEN YOU HAVE CF BT

Cystlc fbosls (CP) makes the body produce thick, sicky mucus in the lungs, pancreas, and other
org: mucus makes it very difficult for people with CF to breathe and leads to life-threatening
ic criteria, including swear chloride values, have been developed 1o standardise the diagnosis ¢ infactions. Because of the thick mucus that bulids Up In thelr lupgs, germa cn thrive and multly

£ e v putting people with CF at higher risk of getting infections, and making it harder for them to recover, dad de vids

Man

mids gaseos en la seencidn
Assess bty 10 surtain therupie ®

Clinical care

uidelines’ thar clarify diagno
creening (NBS) resules and older patients with CF symptoms. . § 15 hANE e

1 denify rebevan peychy

s newba
- Lidenidy specifec medical issuc

the \ Not only are paople with CF more susceptible to infaction, medical studies show that people with CF
can spraad or get particularly dangerous germs from each other. This is known as "cross-infection” and
ps, which are depending on the situation, can lead to worsening symptoms, decline in lung function, and even death.

o acults with CF DIAGNOSTIC DEFINITIONS

sis of CF is pr

igh sweat o

The Infoction Prevention and Cantrol Guidalines (IPC) were croatad to help people with CF and thair
blow oot apwipirgkeo st sodarp g ariir s
sw:ncmcmp: RAN . ok chsprending germ Tha gl el

Review the following with your endoscopist and CF care team and ac

s que puede hacer para

d segric uha vex esmenda

W . ot S s o 4 5 BV Dy A i i s
= . iy —— so that you are prepared for a successful exam. > Sinfoot ruler All people with CF, regerdiess of their respicatory tract culture results, should be iy o B
- i jy st ledst sk feet from other people with GF in all settings, 1o recuce the risk of 1+ enconrar formas ehcace
e § transmission of CF pathagans. This does nat apply to members of the same household. -
. el T > Events and activities: The CF Foundation guidalines state that only one person with CF sh
= sram el gl e vt b atancl st Gais, sccatosal reest, o0 CF Pounciesor aporqored ndiot crent Famly raroers
- sk (CRRLY i 8 i e & pashi MR8 . WHAT IF | HAVI Vot CF and s ih CF o v togeher n th same housanod ey e e
. & Chick wichi the actvities. Other organizations have taken a similer approach to in-person ever
- 100 e

CF-related diak

diet and medic:

Hand hygiene: All health care professionals, people with CF, family members and friends should
wash their hands regularly - using sicohol-based hand sanitizer or antimicrobial s0ap and water
i hands could be potentially contaminated with pathogens.

Scrum aspartate ftirubin A s chceide vl

Alsine pl o uncear phenonype comenuences = Ask about th
Marne 2 Fe— on foods you sh In Clinic
AL -y blood sugar | > Collborateto create protocols,checkiss and audis (o
> it et e standardize practic
cuLTuREs 09 el and = You may nce
ek g | > Disinfoct surfaces before and after they are used by a person
Comphen frur chorida of b vath
xp spues P =/t ¥ chere e > Wash your hands with sither alcohol-based sanitizer or
testing, a kast once should disconti antimicrobial soap and water before and after entering
Gl fostar times before yo hospital o clinic rooms, doing procedures like pulmonary
function tests (PFTs), and after coughing or touching
= A few days k common items throughout the howpita

bscopy

v

Paople with CF should wear  surgical o isolation mask in all
= The day of yr common areas of the hospital, such s hallways, elevators, and
waiting rooms.

> Help people with CF keep & safe 6-foot distance in all settings.

gl with & i CF i

SCHEDULING YOUR COLONOSCOPY f @ o a v

* Try to schedule your colonoscopy for a Monday afternoon.

= This will give you the weekend and Mony
. Ar

& o prepare
For questions, call 1-800-FIGHT-CF (800-344-4823) or email i

for a friend or rel

ve 1o drive you home after your colonoscopy



Colorectal Cancer Screening
Clinical Care Guidelines

In this article

Related
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Content
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Topics where there are still
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Link to
published
document

e — Downloads
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Purpose and Background
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Downloads

Methods
s ; Including explanation
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Evaluation of
the Evidence

q Recommendations

unanswered questions

published since the
publication of the guidance

Further Reading

1122612274 do 1

Use of These Guidelines

Hide menu

@ cuoe

About
Colorectal
Cancer

The risk for colorectal cancer in
adults with cystic fibrosis is 5-10
times greater than the general
population, and even higher for
people with CF who receive a lung
or other solid organ transplant. Find
out how early screening can help

reduce your risk.

11 min read

01. What Is Colorectal Cancer?

Colorectal cancer is the kind that begins in the col

rect depending on where the

regular colonoscopy screenings, it remains the third lear

general population.
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Cystic Fibrosis Online Continuing Education Program

. 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

Canadian Cystic Fibrosis Conference: September 17-19, 2025
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CF Learning Network (CFLN)

* 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 Ql opportunities are open to all CF community members

w e ot
A s R
*  Email cflearningnetwork@cff.org for questions _?"F.'.I :_-_;-ulr:-

Canadian Cystic Fibrosis Conference: September 17-19, 2025 5 _||'.'_r*.'5 ok
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Example: Depression
and Anxiety Guideline

ORIGINAL ARTICLE

International Committee on Mental Health in Cystic
Fibrosis: Cystic Fibrosis Foundation and European
Cystic Fibrosis Society consensus statements for
screening and treating depression and anxiety

OPEN ACCESS

Alexandra L Quittner," Janice Abbott,” Anna M Georgiopoulos,” Lutz Goldbeck,*
Beth Smith,” Sarah E Hempstead,” Bruce Marshall,” Kathryn A Sabadosa,®
Stuart Elborn,” the International Committee on Mental Health

ABSTRACT
Studies measu

What is the key question?

» Given the high prevalence of depression and
anxiety among individuals with cystic ibrosis
(CF) and parent caregivers, the Intemational
Committee on Mental Health in CF (ICMH)
tackled the question of how we can change
clinical practice to improve mental health
outcomes.

What is the bottom line?

» The ICMH is recommending that when annual
screening shows elevated levels of depression
and anxiety, clinical diagnostic procedures
should be implemented, followed by
evidence-based psychological andior
phamacological interventions, f needed.

Why read on?

» Intemational implementation of the guidelines,
which were developed over nearly 3 years by a
number of interational experts, wil address
the needs of individuals with CF and parent
caregivers, and will likely improve their health
outcomes and qualty of life

systems (eg.
focus of our swdy

advances in ds

4 Wday* Th tiny

5 i en taking 2 s, CF con o
s be o ¢ most difficult chronic conditions ¢
manage.




Cystic Fibrosis
Foundation Patient
Registry:

Mental Health
Screening:

Program Level Data Report

Mental Health

Was the patient screened for symptoms of classic depression
using Patient Health Questionnaire (PHQ-9) or other valid
depression screening tools?

O Yes O No O Unknown

Was the patient screened for the anxiety disorder using
Generalized Anxiety Disorder Tool (GAD-7 or similar)?

O Yes O No O Unknown

Patients 12 Years and Older with an Anxiety Screening Performed, 2015-2024

1 \W
8
60 4

404

204

o
2015

2016 2017 2018 2019 2020 2021 2022 2023 2024

%+ Median of Eligible Adult Programs == Your Program (if applicable)

2015 2016 2017 2018 2019 2020 2021 2022 2023 2024
Your Program % 794 759 833 60.9 78.0 61.4 750 81.0
Median of Eligible Adult Programs % 6.0 72.8 86.4 89.1 89.0 80.0 86.7 86.1 87.7 91.1

Canadian Cystic Fibrosis Conference: September 17-19, 2025




Cystic Fibrosis Foundation
Patient Registry:
«|«|=| Mental Health Screening

Depression Screening Performed in
Individuals 12 to 17 Years

Depression Screening Performed in

Individuals 18 Years and Older

Anxiety Screening Performed in

Individuals 12 to 17 Years 14 0.0 100.0

Anxiety Screening Performed in

Individuals 18 Years and Older 63 L] 100.0

Cystic Fibrosis Foundation Patient Registry

2015 Annual Data Report Percentage of Individuals With Mental Health Screening, by Center

2024

Bethesda, Maryland
©2016 Cystic Fibrosis Foundation g 20 [LCOg Mo R N R e
Depression Screening Performed in
Individuals 12 to 17 Years s pReg
Depression Screening Performed in
Individuals 18 Years and Older ez oo
Anxiety Screening Performed in
P . . . . Individuals 12 to 17 Years i 220
Cystic Fibrosis Foundation Patient Registry
2024 Annual Data Report
Bethesda, Maryland Anxiety Screening Performed in 622 100.0
P . . Individuals 18 Years and Older i !
©2025 Cystic Fibrosis Foundation v

Canadian Cystic Fibrosis Conference: September 17-19,




Education and Training

Educational Materials Peer Support and Training

e Mental Health Advisory Committee: * Mental Health Advisory Committee:
Education Workgroup Peer Consultation
e Educational Content on = o e Psychosocial Listserv
CFF.org e Short Courses and Special Classes at

NACFC
e CF Foundation Mentoring Program

* Mental Health Toolkit
(dropbox)

44 ) To request access to the my.cff.org resource library please email mentalhealth@cff.org.

Canadian Cystic Fibrosis Conference: September 17-19, 2025




Cystic Fibrosis Online Education Program (CME)

. : . : MODULE ONE
(Fliob'LfgsStiesFé\;.elntegratlng Mental Health into Cystic Depression and Anxiety in

Adolescents and Adults with
CF

MODULE TWO
Emotional Wellness in

Children with CF under Age
12

Course Availability: 9/1/21-9/1/26

Audience: Members of adult and pediatric cystic fibrosis care team: cystic fibrosis

clinical care coordinators, dietitians, fellows, genetic counselors, newborn screen
coordinators, nurses, nurse practitioners, pharmacists, pharmacy technicians,
physical therapists, physicians, physician assistants, psychologists, respiratory
MODULE THREE
Procedural Anxiety and

therapists, social workers.

CE Credits Provided: AMA PRA Category 1 Credits and ABP MQOC 2 credit for
Physicians. CE for Nursing (ANCC), Pharmacy (ACPE), and Social Work (IPLA). All
other professions will be awarded non-physician attendance hours. Per their website,

Distress

MODULE FOUR
the American Psychological Association (APA) will accept credits awarded for this Substance Misuse

activity as the American Medical Association (AMA) is an approved organization of MODULE FIVE

Caregiver and Family

@0 ©

continuing education.
Course Duration: 4.0 credit hours Resilience

Enroll in course =

Canadian Cystic Fibrosis Conference: September 17-19, 2025




Now What? Quality Improvement

Cystic Fibrosis Learning Network (CFLN) Innovation Lab: Mental Health
Phase 1 Phase 2

Improve screening

and re-screening + to those with Publication of
rates o elevated scores

Improve response

Results

Develop Change
Package

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

Canadian Cystic Fibrosis Conference: September 17-19, 2025




Mental Health Research

¥ PRIME

Priaritizing Resaarch In Mental Health

Mental Health Advisory Committee

e

sy i i e L I i ) T AERNERY SENGRN NAC FC 2024

Canadian Cystic Fibrosis Conference: September 17-19, 2025




What about the Care Model?

Care Delivery
Care Teams



Step 1:
Publish Position Papers

Contents lists available ar ScienceDirect

Journal of Cystic Fibrosis

ELSEVIER journal homepage:

Original Article

Cystic fibrosis foundation position paper: Redefining the CF care model =
D.M. Goetz ™", B.F. Brown ™', 8.5. Filigno ™", S.L. Bichl ", A.L. Nelson ", C.A. Merlo®, R. Juel ",

ELSEVIER

Contents lists available at ScienceDirect
Journal of Cystic Fibrosis

ier.com/lo

journal homepage: www.elsen

Review

Cystic fibrosis foundation position paper: Redefining the cystic fibrosis

care team

Rebekah F. Brown ™'+, Charlotte T. Close ™', Molly G. Mailes®, Luis J. Gonzalez®,
Danielle M. Goetz “, Stephanie S. Filigno ', Rebecca Preslar #, Quynh T. Tran ",
Sarah E. Hempstead ", Paula Lomas ", A. Whitney Brown "', Patrick A. Flume’, on behalf of the

CFF Care Model Committee

* Department of Pediarics, Division of Allergy, Immunology and Pulmanary Medicine, Vanderbilt University Medical Center, Nashville, TN, USA

* Division of Clinical Genetics, Department of Pediatrics, Columbia University Irving Medical Center, New York, NY, USA

“ Division of Pulmonology and Sleep Medicine, Mayo Clinic, Jacksonville, FL, USA

* Departments of Outpatient Pharmacy and Internal Medicine, University of New Mexico Hospitals, Albuquerque, NM, USA

* Division of Pediatric Pulmonology & Sleep Medicine, Department of Pediatrics, University ar Bufflo School of Medicine, Buffalo, NY, USA

! Divisions of Behavioral Medicine and Clinical Psychology and Pulmonary Medicine, Cincinnati Children’s Hospital Medical Center, Cincinnati, OH, USA Department of
Pediaurics, University of Cincinnati College of Medicine, Cincinnati, OH, USA

* Community Advisor o the Cystic Fibrosis Foundation, Bethesda, MD, USA

" Cystic Fibrosis Foundation, Bethesda, MD, USA

! Advanced Lung Disease and Transplant Program, Inova Fairfax Hospiral, Falls Church, VA, USA
| Departments of Medicine and Pediatrics, Medical University of South Caroling, Charlestan, SC, UISA

ARTICLE INFO

ABSTRACT

Keywords:

Cystic fibrosis
Collaborative care
Interdisciplinary team

Canadian Cystic Fibrosis Conference: September 17-19, 2025

Interdisciplinary teams care for people with cystic fibrosis (pwCF) at specialized treatment centers. These teams
have laid the foundation for the cystic fibrosis (CF) care model responsible for gains in health outcomes and
quality of life within the CF community. However, the landscape of CF care is transforming, invigorated by new
technologies, accessibility of eystic fibrosis transmembrane conductance regulator (CFTR) therapies, and
increased utilization of telemedicine. In light of these advances, it is appropriate to re-evaluate the CF care team
structure. This position paper offers guidance for the structure of a CF care center designed to meet the evolving
needs of the CF community. Fundamental to the proposed center structure is recognition of pwCF and their
families as integral members of their care teams, underpinning the necessity for shared decision making,
awareness of social determinants of health, and active between all involved
in the care of pwCF.

P

" of the CFF Care

TN, US4
scinnarl, OH, UEA

} by interdisciplinary teams nested within the CF
allaws far standardization af the came model,
wmication, and outcomes rpocting. Recent de
CFTR madulatar therapies has impraved overll
mic resulted in a rapid adoption of telemedicine
lisboration of care providers, pw(CF, and parent
1d considered patential modifications based on a
uate camponeats of roatine clinical practice and
cntification af paticnt characteristics warmating
| emphasizing the integration af telemedicine and
e importance of the relaticnship between pwCE,
weless and foundational aspect af the care model.
a5 between pwiCF and their CF care teams guide
it and wellbeing. As health care advances and
af the care model on loag-torm health outromes
healehier lives.




Step 2:
Accreditation

Accreditation  Center Committee is made up of CF Program
Standards Directors

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

Position

Guidance on suggested best practices based on the
Papers

state of the published literature at the time of
publication

Canadian Cystic Fibrosis Conference: September 17-19, 2025



Step 3: Workforce Development and QI

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

TRAINED & TRUSTED CONSULTANTS

Provide services to help
manage less common
CF and non-CF related
complications.

PERSON WITH CF

AND CAREGIVERS

ESSENTIAL PARTNERS

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.

PROGRAM SUPPORT

Offer services to support the Core CF
O Team but may not be directly involved
in patient care.

Canadian Cystic Fibrosis Conference: September 17-19, 2025




Remote
Care

Home
Spirometry

Home
Spirometry

Acute Sick
Visits

Home
Cultures

Remote
Testing

Social
Determinants
of Health
Screening

Frequency of
Visits

ICUPS: Increasing the use of home spirometry and integrating it into
clinic workflow

ISPY: Assessing accuracy of home spirometry and feasibility and

acceptability for patients and clinics

EUROPA: Utilizing telehealth visits and remote testing to expedite and
optimize clinical assessment for sick patients

S2wAB-IT: Assessing accuracy and reliability of self-obtained respiratory

cultures, and implementation of home cultures as part of dinical care

CF@HOME: Utilizing an app to coordinate and encourage self
monitoring of health and performance of complication screening tests

ELICIT: Improving Access to Care Through Remote Social Determinants
of Health Screening and Intervention

CF CARE MODEL: The Cystic Fibrosis Collaborative Adjustments to
Routine Clinical Examinations via Modification of Duration to the next
Encounter

Canadian Cystic Fibrosis Conference: September 17-19, 2025
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& ® |NDIVIDUALIZED CARE

%ﬁ“g{ﬁgﬂs's Discussion aid for relationship-centered communication

People living with cystic fibrosis and their family caregivers must balance changing health
needs with life goals and circumstances. For care teams, this means developing
individualized treatment plans with their patients and families that can adapt to shifting
needs. Key to this partnership are conversations that inform when a patient should be
seen by their care teams either in person or via telehealth and what medications to start,
stop, and how.

To help you start these discussions with your patients and their family caregivers, the

following sample conversations apply relationship-centered best practices.

gram (PEP) Principles
This section outlines the PEP principles that support the following relationship-
centered conversations.

Self-Reduction in Medications and Treatments and Desire to Change
Visit Frequency.

This section depicts a conversation between care providers discussing an upcoming
visit with a person with CF interested in reducing daily therapies. They discuss and
create a plan with the person with CF.

Understanding Health Domains and Desire to Change Visit Frequency,
This section depicts a conversation between a care provider and person with CF to
understand their desire to change their visit schedule and share information about
health domains.

This section lists resources to learn more about ways to support individualized care,
including published guidance on how and when routine CF care should be provided.
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Step 4: Education and Training
A Work in Progress

CYSTIC FIBROSIS
FOUNDATION

When Should You Come To Clinic?

Things to Think About When Scheduling Your Next Visit

Quarterly visits to a CF Foundation-accredited care center are the foundation of your
treatment plan. By partnering with your care team, you can discuss when your next roufine
in-person dlinic visit should be scheduled.

If you are feeling well with stable health, you may be able to wait 46 months before your next
clinic visit instead of every three months. This may be true especially if you stay in touch with
your CF care team using telehealth, phone calls, or online check-ins. But if your health is
changing, being examined in CF clinic sooner may help you get your health back on track. In
discussing when to schedule your next clinic visit, consider the following.

How to Know if Your Health is Changing

LUNGS
Are you having...
+ More coughing, chest tightness, or other breathing issues?
+ A drop in lung function?
+ A recent lung infection or flare-up (exacerbation)?
+ Changes in your treatments like starting or stopping modulators or other medications?
+ Trouble with physical activity or ability to exercise?

DIGESTIVE SYSTEM (GASTROINTESTINAL OR Gi)
Are you noficing...
+ Sudden changes in digestion (e.g., constipation, diarthea) or other stomach issues?
+ Changes to Gl medications like enzymes or acid blockers?
+ Abnormal liver test results?

ENDOCRINE SYSTEM (GLANDS THAT RELEASE HORMONES)
Are you...

+ Recently diagnosed with CF-related diabetes (CFRD)?

+ Having trouble controlling your CFRD?

NUTRITION
Are you...
+ Losing or gaining 5% of your total body weight?
+ Becoming underweight or overweight?
+ Changing your diet or eating habits, including vitamins and supplements?
+ Worried about your weight?
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Thank Yoili):

Contact: shempstead@cff.org



Resources

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

Quality Improvement CF Foundation Patient Registry
Email: cflearningnetwork@cff.org Email: Reghelp@cff.org

Indiana University CME
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