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Cystic Fibrosis Foundation Leadership and Lung Transplant

Transition Regional Dissemination Network Coaches

Cystic Fibrosis Foundation Leadership

Albert Faro, MD, Erin Tallarico, RN, Senior Christian Merlo, MD, MPH,
Vice President of Clinical Affairs, Director, Advanced Lung Assoc. Program Director, Adult CF Joe Pilewski, MD
Cystic Fibrosis Foundation Disease Program, Cystic Fibrosis and Director of Research Adult CF Co-Director, CF Program, University
Foundation Program, Johns Hopkins School of of Pittsburgh Medical Center
Medicine and the Bloomberg School

of Public Health

Cystic Fibrosis Lung Transplant Transition
Regional Dissemination Network
Quality Improvement Coaches

Julie Johnson,  Kathryn McAndrews, Randall Messier, Deb Ward, RN Bob Zanni, MD Coua Early
MT, MSA, PCMH MS. NR AEM’T
I

MSPH, PhD APRN
National Regional Coordinator

Betsy Bryson,
MSN, BSN, RN
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Share the story of a 5+ year national improvement
network focused on people with Advanced Cystic Fibrosis
Lung Disease exploring Lung Transplant

 Patient and family driven origin
« Microsystem design: Micro-Meso-Macro-Meta
« Key interventions

« How do we know if change is an improvement?
« Key challenges to track each person
- Data collection challenges and tips

 Results to date
* Next steps

e :IEHSS
CYSTIC FIBROSIS 3 2

43 EXCELLENCE IN HEALTH
FOUNDATION £ AND SOCIAL SYSTEMS



High Performing Clinical Microsystems

THE JoINT COMMISSION

sai and .
ciated by patients aned exciting to the front-line staff who serve thewm.

Leadership Staff
« Leadership « Staff focus

« Organizational » Education & Training
support » Interdependence of

care team
Information

MicRosYSTEMS 18 HEALTH O

Microsystems in Health Care:
Part 1. Learning from High—
Performing Front-Line

Clinical Units

v
>

&
Information

Technology
Performance‘ Patients
» Performance . Patient
results v Focus
* Process « Community
----- improvement & Market

Focus
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No One Left Behind

CFF “Voice of the Community” surveys and other
discussions with the CF Foundation (CFF) revealed that
issues important to the ACFLD lung transplant
community were not being adequately addressed.

* Frustration with the transplant referral process
broken with wide variability in approaches between
transplant programs and between CF referring
programs

* Questions about was being done to improve post
transplant outcomes

The community reported that once they pursued lung transplantation they “no longer felt
they were part of the CF family.”
They felt disenfranchised and abandoned and perceived it was because transplantation in
some way represented CF provider failure.
This wasn’t easy for the CFF to hear, but through listening, the CFF identified
opportunities where meaningful contributions could be made.

e IEHSS
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Advanced Lung Disease Mission Statement

« To improve the care and
long-term outcomes of
individuals with CF and
advanced lung disease by
optimizing decision-making
and access to lung
transplantation and improve
outcomes after lung
transplantation

* The CF Lung Transplant
Consortium (CFLTC) was
initiated in late 2016 and
included ten academic
transplant centers.

* The CF Learning and
Leadership Collaborative was
launched in 2017

CYSTIC FIBROSIS
FOUNDATION

- B THE JOURNEY THROUGH
cysticrisrosis LUNG TRANSPLANT

FOUNDATION
Experiences can vary, but knowing what to expect can help you
understand if a lung transplant is a treatment option for you.

_2 n;: N A

TALKING ABOUT TRANSPLANT EARLY BEING REFERRED GETTING EVALUATED
Your eystic fibrosis care team may bring up At some point, your CF care team may share At the transplant center, your
transplant — even if you don't nced one — as part  your medieal records with 4 transplent team  physical and emotional health,
of your regular care center visit, or you can bring it and recommend that you meet with them. finances, and social support will be
up yourself “This lets the transplant team get to know  assessed through 4 series of tests
you as a person, You also get to You will also have consultations
Early discussions give you time to learn about the learn about them as partners in your care  with the transplant team, which may
process, ask questions, and work on your health, and what to expect during an evaluation,  include a surgeon, pulmonologist,
finances, and social support, so you're prepared for  surgery, and recovery at their center, coordinator, dictitian, soclal worker,
a successful transplant should you ever need one. and financial coordinator.

MOELEIF b

HAVING YOUR CASE REVIEWED READY TO BE LISTED RECEIVING NEW LUNGS
Afier reviewing your test results, the transplant If the team recommends that you be listed  You may need to move eloser to

team will recommend that you cither: for a transplane, they will help you decide  the transplant center, Onee donor

« Be listed for transplant when to get on the UNOS' waiting list. lungs ase available, you'll get a call

+ Have additional tests Your CF care and transplant teams will help o come quickly to the hospital to
you manage your health so you have the  replace your discased lungs with

« Live as usual until your lungs get worse
« Work on your health or social support
* Not pursue a transplant at their center, at
which point your care team can help you pet LIVING WITH NEW LUNGS
opinions from other transplant centers People with CF can enjoy a high quality of life, with median survival
If a transplant is not for you, your CF team will after transplant of 9.5 years 2 After surgery, keeping lungs healthy
continue supporting you end your eare. means meeting with your care teams and managing a new care plan
that includes medications to prevent rejection and infections, and
reducing the risk of germs, including germs from others with CF.

best chane for  good recovery from surgery.  healthy ones

SUPPORT IF YOU NEED IT

For help understanding insurance coverage or financial resources for
transplant expenses, contact CF Foundation Compass, a personalized
service at 844-COMPASS (844-266-7277).

To find someone who has experienced transplant, consider

CF Peer Connect, a one-to-one peer mentoring program.
Leam more at cff.org/PeerConnect.

“United Network for Organ Sharing, the organlzation that acministers the Organ Procurement and Transplantation Network.

“Khush K Cherkh WS, Chambars DC, ot s, The Intematianal Thoracic Organ Transplant Regietry of the Imarnationsl

oy s g Transplancation: Thirty i Aduk Heart Tran et Troma: Maiorgan cff.org/LungTransplant
Transplantation. J Heart Lung Transplant. 2018 Oct;37(10):1155-1168. mw]_h..n.«zo 8.07.022. Epub znuu...; 10. ©2019 Cystic Fibrosis Foundation
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CF Lung Transplant Transition LLC

Lung Transplant Transition Pathway
“Shared Purpose”
Creating a shared vision and responsibility

Mine, Yours & Ours

Learning to work together
Accepting mutual necessity by recognizing the value of others

IEHSS
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Cystic Fibrosis Lung Transplant Eight Phase Measures
Purple Font Indicates Core Measures

FOUNDATION

Phase 1 Phase 2 Phase 3 Phase 4 Phase 5 Phase 6 Phase 7 Phase 8
Initiating Lung Post
the Transplant Transplant Transglant L|st|ng Transplant Lung Shared
e Referral Evaluation Committee with UNO Surgery Transplant Care
e
# of people # of * Referral date * Date of BMI at FEV1 at * Time from # of post
with ALD people to evaluation evaluation time of time of discharge to transplant
# of eligible eligible date to date of listing transplant CF Center CF Patients
people for * # of patients listing Date of Time from notified who return
educated referral receiving BH listing to transplant # of post to CF center
on Tx per CFF screenings. date of to CF Team transplant Time from
# of people guidelines * Improve the transplant notified patients with transplant to
with CF Time quality of BMI at time personalized first CF Clinic
invited to from financial of referral subspeciality visit
conversati referral to conversation. # of plans of care % of post
on/# that first transplants post transplant CF
agreed contact for CE transplant patients with
Quality of FEV1 at # of % of patients annual
ed material time of discharge satisfied post assessment.
# ALD referral huddles transplant
patient BMI at held
with BH time of
screens referral
Palliative Care
Shared, Co-Designed & Coproduced care 8
= B e :IEHSS
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CF Lung Transplant Transition (CF LTT)

Learning and Leadership Collaborative
(LLC) Timeline

Face to Face Benchmarking NACFC Transition to " . . .
Launch Session Visit Face to Face RDN Session 1%t Session Leader Session  Face to Face Session Benchmarking /Transition
October 11-13, March 21-23, June 26-28, October 15-16, May 1-3, May 9, May 29-June1, ~ September 8-10, to RDN Session
2017 2018 2018 2018 2019 2019 2019 2019 March 15, 2021
Chicago, IL Washington, DC Toronto, Canada Denver, CO Washington, DC Virtual Austin, TX San Francisco, CA Virtual

covib

Pilot LTT LLC

1t Session Leader Session Benchm_arking Transitign. to RDN
) . July 24-25, Session Session
uzngzo ! 2020 March 8-9, September 29, 2021
LTT LLC Process Vel Virtual 2021 virtual
Virtual
-Team Coaches

-Weekly/biweekly individual improvement team meetings
-Monthly joint program meetings

-LLC learning sessions
-Final compendium I.TT LLC 3
Cystic Fibrosis LTT Timeline October 2017-September 2021
al Tt Tl T ' IEHSS
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LTT LLC Participating Centers

i U of Washington, Seattle —Tx

U of Washington, Seattle — CF

Toronto General - Tx

St. Michael’s Hospital — CF
S| =1
pectrum —Tx Q IvmEcE

Spectrum - CF Brigham and Women’s — Tx
U of Minnesota —Tx BCH and BWH - CF
U of Nebraska — CF 9 U of Pittsburgh — Tx
UCSF — Tx U of Ro:hestzr— CF lumbi; MGH ~Tx
UCSF —CF U Mich - Tx Columbia—Tx . cr
Loyola—Tx U Mich- CF L - CF
UPenn —Tx

Stanford - CF

Rush - CF Cleveléns? CIinic—Tx CHOP— CF
@ Lo QB @ | CrLTTLLCI Pilot Pairs
pkins
9 L Lung Transplant Center and selected CF
UCLA-Tx R 9 \?:kceotjn:nz:wealth U-CF Referral Center

LLC?2 Sites

Non-Consortium Lung Transplant Centers
selected to participate in LLC2

w @ LLC3 Sites

Houston — Baylor Tx ; .
Houston — Baylor CF Consortium and Non-Consortium Lung
Tampa—Tx Transplant Centers selected to participate in LLC3
Tampa - CF

13 Regions
- 14 Transplant Centers
- 34 CF Referring Programs

48 Total Programs

The “secret” ingredient: 5
Ny e Coneh :IEHSS
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FOUNDATION



CF LTT RDN Program Aim

Aim: Using the CF LTT LLC
experience, improvements
and results, produce
actionable messages and
best practice
recommendations to
disseminate to new CF
referring to Lung Transplant
programs to ensure CF Lung
Transplant findings benefit
patient/families and staff.

CYSTIC FIBROSIS
FOUNDATION

Referring Transplant

Center

Referring CF 2
Referring CF 3 Referring CF 4 Referring CF 5

Mine, Yours & Ours
Referring CF Center + Lung Transplant Center = CF Lung Transplant Transition Team

CF Program

IEHSS
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CF LTT Regional Dissemination Network (RDN)

Timeline and Core Processes

9 o Wave 2 Launch Wave 3 Launch National Summit National Summit  National Summit . h Wave 4 Wave 6 Wave 7 Wave 8 National Summit
June 27-28, September 23-24, November 17-19,  December 8-9, June 10-11, aveplaunc launch Vaunch Launch Launch Pittsburgh, PA
March 20-21, 2019 2019 2020 2021 October 28-29, June 20-22
e N 2019 2019 - - > 2021 November 9-10, January 13-14, January 24-25, February 9-10, une 20-22,
4 Washington, DC Cleveland, OH St. Louis, MO Virtual Virtual 2021 2022 2022 2022 2022

covib

»

LTT RDN Process
-Team Coaches

i j i RDN E i
-6 months CF referring improvement meetings xpansion

Begins and Waves Waves 5-8 Join National Expansion

-6 months Joint CF/Transplant meetings 1-3 Join Expansion/  Summit . E"dsso
_ ; ; October 28, National ~ Washington, June 30,
RDN learning sessions 2021 P oc 2024

Seattle, WA June 17-19,
June 19-21, 2024
2023

-Monthly regional meetings

-Wave meetings

-National Summit

-National Summit Proceedings Books

Cystic Fibrosis LTT Timeline March 2019 - June 2024

CYSTIC FIBROSIS
FOUNDATION

LTT - Lung Transplant Transition
LLC - Learning and Leadership Collaborative
RDN - Regional Dissemination Network

IEHSS

EXCELLENCE IN HEALTH
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Core Information and Sharing

Dartmouth - B
wermute CYSTIC FIBROSIS micro@tem scademy
FOUNDATION

ADDING TOMORROWS

CF Lung Transplant Transition (LTT) LLC

‘Within the context of a learning community, explore, improve and decrease practice variation in the
systems and processes of CF Lung Transplant referrals and transitions from CF programs to Transplant
programs and then to a care model of shared responsibility for the person with CF post Transplant.

‘The CF LTT LLC will provide fundamental improvement knowledge, skills, practice and team coaching to
increase improvement capability of everyone at the front line of care including people with CF and their
families to improve lung transplant processes and clinical outcomes. Leadership development to lead
quality improvement and create conditions for successful improvement is included.

One-Year Summary Compendium
October 15-16, 2018

Pre-NACFC 2018
Denver, Colorado

CYSTIC FIBROSIS
FOUNDATION

Microsystems
At A Glance

A Quick-Look Guide
Developed by Microsystem Members
for Microsystem Members

Purpose

= ——————
| Processes |
—~
 BBe
Patients | L1 |patients
| Professionals |
e

Mﬂ T
Patterns

clinicalmicrosystem.org

@ 2021 Marjorie M. Godfrey. All Rights Reserved.

-l EHSS
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nation Network

CF Lung Transplant Transition Regional Disse!
(CF LTT RDN)
Virtual National Summit III Proceedings
June 10-11, 2021

Wave 3

e e =
BT SR
= (= A T

{ wmg ™)
| ranmpians )

13

nstitute for

EXCELLENCE IN HEALTH
£ AND SOCIAL SYSTEMS



Relational Coordination

Communicating and relating for the
purpose of task integration

Relationships shape the communication through

which
; coordination occurs
or Better... Or Worse...

Relationships Communication Relationships Communication
Shared goals Frequent Functional goals Infrequent

Shared knowledge Timely Exclusive knowledge 4 Delayed
Mutual respect Wy Accurate Lack of respect Wi/  Inaccurate

Problem-solving Blame shifting

- & ‘ ‘ =S5

14 EXCELLENCE IN HEALTH
AND SOCIAL SYSTEMS
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FOUNDATION

© 2018 Relational Coordination Research Collaborative. All Rights Reserved



Seven Dimensions of RC

Relationships Communication

Shared Goals Frequent Communication

Shared Knowledge Timely Communication

Accurate Communication

Mutual Respect
Problem-Solving Communication

A
y % . % © 2018 Relational Coordination Analytics, Inc. All Rights Reserved
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Cystic Fibrosis Lung Transplant Transition Regional

Dissemination Network
Best Practices

Phase 1 Phase 2 Phase 3 Phase 4 Phase5 Phaseé6 Phase 7 Phase 8
dentity patients L
! .‘;"_m:k Transplant Transplant Transplant Listing Tranl:pﬂshnl Post Shared
Sransplamt Referral aluation ommittee, ith UNOS Swawry, ransplant Care
Site  Tools/Processes Site Tools/Processes Site Tools/Processes Site  Tools/F Tools/Proo Tools/Processe: Site Tools/Processes Site  Tools/Processes

Urniversity — st Lcu.]s S JOhr.B - — JDhT_E Johns it Toronto Transition from
of University | Hopkins Hopkins .
Cincinnati University University RERLAE General  Transplant
—~ University Hospital Form
Johns University Toronto y Taronto
Hopkins of General General Toronto (University Telehealth
Uriversity Cincinnati Hospital Hospital v General t of Miami Options
Hospital
Johns Johns EPIC Smart  Cleveland
Hopkins Hopkins  Phrases Lung Cleveland
University University Transplant
Discussion
Uriversity  Telehealth Johns Patient Handoff Cleveland V
of Miami Options Hopkins Sheet T
University
Johns
Hopkins
University
St
Michael's
University
CF LTT SURVEYS BY PHASE - Reviewed and Recommended
Phase 1 Phase 2 Phase 3 Phase 4 Phase 5 Phase 6 Phase 7 Phase 8
Identify patients and Transplant Referral ] i Listing with UNOS  Lung Transplant Post Transplant Shared Care
initiate transplant Surgery
discussions

Johns Staff Survey
Hopkins Lung Transplant
University Education of
Staff

Morth- Staff Survey
Western Lung Transplant
University Comfort

Johns  Patient Survey
Hopkins First

Uruversity Conversation re
- i

| IEHSS
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LTT LLC & RDN Participating Centers

CF LTT LLC1 Pilot Pairs

Lung Transplant Center and selected CF
Referral Center

LLC? Sites

Non-Consortium Lung Transplant Centers selected

o to participate in LLC2

(&

LLC3 Sites

Consortium and Non-Consortium Lung Transplant
Centers selected to participate in LLC3

RDN CF Referring Centers

Additional CF Centers selected by LLC1 sites to
participate in the Regional Dissemination Network



How Do We Know?
RDN Core Measure Development Process

Oct-Dec 2021 Jan-Feb 2022 March 2022 Apr 2022 May 2022 Aug 2022

CFF RDN Leaders

Data Evaluation DEG Key Contact DEG Key Contact
Identifies 17

Group (DEG) Launch Meeting
Potential Measures. Tools ard March 8th Definitions, Process
Delphi Process ImproveApp™ Finalize Data and Data Review

Selects 11 of these Collection Tools

® O @ © 0 @

Aim: Design a local, regional and national data collection system that collects core CF

Development
of Data Capture

New Data Capture
Meeting Tool and use of

Data Collection and ImproveApp™
Review

LTT measures to track outcomes over time that are accurate, valid and reliable.

The challenge: CF referring and transplant centers “track” individual CF patients

referred for lung transplant and collect core measures to produce a CF LTT RDN

cascading measurement dashboard.

IEHS5
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Characteristics
of High

Performing
Clinical
Microsystems

Leadership

* Leadership

* Organizational
support

\Y-
<
>

Performance

 Performance
results

* Process

improvement

A

19

Staff

« Staff focus

* Education &
* Training

* Interdependence
of care team

4

Patients
« Patient Focus

«  Community &
Market Focus

S S s Y N R,

Microsystems in Health Care:
Pill'| |. |.:.Lr=1ing !—HI!H Higll—
I’L’[!i.rrlllil'lg ]':I'HII:I—]._.l[IC

Clinical Unies

<
IEHSS
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odfrey, M.M., Foster, T.C., Johnson, J.K., Nelson, E.G., Batalden, P.B. 12 EXCELLENCE IN HEALTH
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Cystic Fibrosis Lung Transplant Eight Phase Measures
Purple Font Indicates Core Measures

FOUNDATION

Phase 1 Phase 2 Phase 3 Phase 4 Phase 5 Phase 6 Phase 7 Phase 8
Initiating Lung Post
the Transplant Transplant Transglant L|st|ng Transplant Lung Shared
e Referral Evaluation Committee with UNO Surgery Transplant Care
e
# of people # of * Referral date * Date of BMI at FEV1 at * Time from # of post
with ALD people to evaluation evaluation time of time of discharge to transplant
# of eligible eligible date to date of listing transplant CF Center CF Patients
people for * # of patients listing Date of Time from notified who return
educated referral receiving BH listing to transplant # of post to CF center
on Tx per CFF screenings. date of to CF Team transplant Time from
# of people guidelines * Improve the transplant notified patients with transplant to
with CF Time quality of BMI at time personalized first CF Clinic
invited to from financial of referral subspeciality visit
conversati referral to conversation. # of plans of care % of post
on/# that first transplants post transplant CF
agreed contact for CE transplant patients with
Quality of FEV1 at # of % of patients annual
ed material time of discharge satisfied post assessment.
# ALD referral huddles transplant
patient BMI at held
with BH time of
screens referral
Palliative Care
Shared, Co-Designed & Coproduced care 8
= B e :IEHSS
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M4

Micro-Meso-Macro-Meta System

(IEHSS

EKCELLENI:EIN HE.FII.TH
£ AND SOCIAL

Micro-Meso-Macro-Meta System Worksheet

Please fill in the worksheet below and provide examples of process and outcome measures at
each level and reflect on below.

A VIEW OF THE MULTILAYERED HEALTH SYSTEM

Figure 3.1 from Johnson, 1.K., Nelson, Batalden, E.C., Godfrey, M.M., Foster, T.C. (Forthcoming 2022).
Quality by Design: A Clinical Microsystems Approach (2™ ed.). Jossey-Bass.

Metasystem

Key Measures:
Clinical outcomes:
FEV1 at Transplant
Frocess outcomes:

Time Tx. to CF notified

Macrosystem

Key Measures:

Time Ref. to
scheduled evaluation

Mesosystem

Key Measures:
Clinical outcomes:
FEV1 at Ref.
Process outcomes:
Time Ref. to Contact

Metasystem

Regional Dissemination Network

.

Duke Reglnn

/[\

Mesosystem |

LIS

Macrosystem .__. et

Duke Transplant

g

U. of Miami CF |

Microsystem

Key Measures: g Microsystem || Duke Transplant
r i
P . # of eligible patients — S IE Hs
Source: Adapted from Nelson and others, 2011. P. 10. Used with permission. g
CYSTIC FIBROSIS P P 2 c .
12 EXCELLENCE IN HEALTH
FOUNDATION £ AND SOCIAL SYSTEMS



Core Measure Process Cystic Fibrosis
Referral Program to Transplant

Assemble data
oal:;iin(:;; Any Fill date of
eli pible and # patients Referral FEV1 Complete/
og atients referred and BMI at Confirm
edue:ated on for lung time of referral data is
Transplant transplan into data complete
each mo%th for t? tracking tool
quarter

Enter Data into
ImproveApp ™

Each month
DEG
representative
assembles
ACFLD Patients
based on CFF
Guidelines

Fill in

Transplant o - FEV1 and BMI

receives Flllstln: Date of at Tx
referral date 1 contact; Did patient - DG T

from CF LB G have lung - Date CF €
contact from Seheduicd transplant? EirlEiizy review data
shared data 2l T G - Date CF to be
tracking tool tracking tool Contacted of submitted

discharge in data
tracking tool

‘ CF Program

. Transplant Program and CF Program

‘ Transplant Program
P
s I E Hs
V]
3

EXCELLENCE IN HEALTH

CYSTIC FIBROSIS 22 :
FOUNDATION 2 AND SOCIAL SYSTEMS

Regional
DEG
Members

Each individual referral is tracked from time of referral to post transplant

care. This can be months to years until the “data element” is completed
when the person with CF receives their lung transplant

titu



Data Evaluation Group (DEG)

Accurate, Valid and Reliable

How is this Achieved?
- Key Contacts in each

Process/Action/Group Accurate Valid Reliable

Clear Aim and Shared Goals X Region meet month_W-
(Building relationships)
Clear Operational Definitions X - DEG meets every 2
months. (46 members)
Consistent Data Capture Process X X Data Definitions, process
] ] and data reviewed. (Safe
Consistent and Simple Date Entry Process X X place to ask questions and
] . learn)
Date Evaluation Group Regional Key Contacts X X - Best practices and

processes shared

What does it tell you? Results are reproducible meezi’ﬂ:ees delic D s ez e

: https://www.scribbr.com/methodology/reliability-vs-validity/
VN . - Published on July 3, 2019, by Fiona Middleton. Revised on December 19, 2022.

ggﬁ“g:-:-?gﬁs s 23 43 EXCELLENCE IN HEALTH
£ AND SOCIAL SYSTEMS
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CF LTT RDN Dashboard Example

CFLTTRDN
4 > CFLTT RDN Dashboard
Core Measures QlAs
FEV1 At Time of Referral v -- Select a QIA -- ¥

CFLTT RDN

Duke Region -
. RDN Regions
Toronto Region
o UPMC Region median O UCSF Region median O Columbia Region median o Boston Region median o Michigan Region median o Tampa Region median

O Duke Region median ;,\ Toronte Region median O Wash U Region median O Loyola Region median o Johns Hopkins Region median

Wash U Region (O cleveland Region median () UPenn Region median
45

Loyola Region /)
Johns Hopkins Region - < = g
. 40 G—e—%ﬁ
UPMC Region
Cleveland Region “_-‘"‘-‘9_9_0
. &
UCSF Region 35 “\
> o
Columbia Region \ \
3 <

Boston Region
30
e x = < = € 2
Michigan Region

Tampa Region

- - -
Create/Edit Core Measures

20
12720 1 2121 321 4721 5721 6/21 721 821 ar21 10/21 1121 12721 1722 2122 3722 4722 5122 6/22

UPenn Region

Quarterly

Standard Data Review Questions

-Does the data look accurate?
-Is there variation in the data?

Median
VEIES

-Is the variation expected/acceptable?
-How does the data compare against known benchmarks?
-What is the story behind the data?

24



Looking To The Future

« Focus on Shared Care post transplant/Social determinants of
Health for this population

« Sustaining and dissemination the CF LTT Regional Dissemination
National Network as a Learning Health System

« Supporting and connecting the PEOPLE within the network with
monthly regional meetings, dedicated website with ACFLD
knowledge, asynchronous learning modules, experience of the
network and result documents

 Annual National CF LTT RDN Summit to reconvene the community
and reflect on results and

« Be responsive to new emerging findings for care delivery and
improvement

« Maintain close relationship with the CF Lung Consortium group

« Partnership and relationship with the CF research community to
continue to learn about Trikafta and other CF related topics

e :IEHSS
CYSTIC FIBROSIS 2
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Edgar Schein

Professor Epag# :
Health care improvement often

risks being too “technocratic” and

_ losing sight of the people who
Field o provide care and services and

includi people who receive the care and
consultat g%

DOARL SIS peton . Schein (] scCHEN N = 5

HUMBI-E HUMBL * HIIMBIE ' cORPORATE" | oncanizanionss
LEADERSH NOUID © iniarnny.  CULTURE | | cuLTURE

THE POWER OF hor "’-l?‘."; *‘. | ﬂlfnv..lu‘s’::tc?ﬁ?ouf En T F~ 7 :
- . [1‘1@&@@@@[}{][]@ HOW TO OFFER, GIVE, AND RE(EWE HELP

RELATIONSHIPS, - N
’ )
J /. » % THEGENTLE ART } EDGAR H. SCHEIN |
4 Understonding Effec D D 0

OPENNESS,
| OF ASKING INSTEAD
Gro nd Orge I R

i s | 7 v OF TELLING |
= I G EDGAR H.SCHEIN

£~ AND SOCIAL SYSIEMS




NEWS &EVENTS ~ MAILNGLIST BLOG Q

:—;f I E Hs ABOUTUS  PROGRAMS ~ KNOWLEDGE CENTER ~ RESOURCES

7 EXCELLENCE IN HEALTH
£ AND SOCIAL SYSTEMS

Live 3 Good Life in a Good Place

With Excellence In Health And Social Systems

Watch Video
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