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WHAT IS A LEARNING HEALTH
NETWORK?

Multisite community of patients, families, clinicians, and
researchers who work together and use data to improve
outcomes, facilitate discovery, and spark innovation



CENTRAL HYPOTHESIS OF A LEARNING HEALTH
SYSTEM

By eliminating the boundaries between clinical care,
research and improvement, and engaging everyone (patients,
families, clinicians, researchers) as part of one system......

........... we will produce better outcomes and experience for
patients and families, faster research, and lower costs

II SOUNDING BOARD
Transforming Evidence Generation to Support Health
and Health Care Decisions




A LEARNING NETWORK IS:

Q il GO

3-part engaged social network: Integrated data-sharing Support for QI and research:
patients, clinicians and researchers & technology continuous improvement and learning



The Learning Network Model Works In Various Settings
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IMPLEMENTATION FRAMEWORK

. Intermediate Long-term
Formative Process
Outcomes Outcomes



LESSONS LEARNED

Focus on Use data to Partner with
outcomes. create light, patients and
not heat. families.
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FONTAN OUTCOMES NETWORK

To improve outcomes and quality of life for all individuals
with single ventricle heart disease and Fontan Circulation

Optimize longevity and quality of life by dramatically
1mproving:
Physical health & functioning
Neurodevelopment
Emotional health & resilience
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FONTAN OUTCOMES NETWORK

Will merge with NPC-QIC to become One Lifespan Single
Ventricle Network

(name TBD!)



IMPLEMENTATION FRAMEWORK

. Intermediate Long-term
Formative Process
Outcomes Outcomes



STRATEGIES TO IMPROVE THE SYSTEM

Standardize processes

*Use shared decision-making
Learn from one another in network
*Test changes using QI methods



REMEMBER HIGH SCHOOL CHEMISTRY CLASS?

Making amolar solution:  Molarity (M) = 22128 0! solute
L solution
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DEFINITION OF RELIABILITY FOR
HEALTH CARE

The capability of a process, procedure or health service to
perform its intended function in the required time under
existing conditions.



DEFINITIONS OF RELIABILITY

Chaotic process: Failure in greater than 20% of opportunities

Level 1: (10 ) 80-90 percent Reliability.
(1-2 failures out of 10 opportunities)

Level 2: (102 ) Approx 95% Reliability.
(<5 failures out of 100 opportunities)

Level 3: (103 ) Approx 99% Reliability.

(<5 failures out of 1000 opportunities)



RELIABILITY & EVIDENCE BASED CARE
IN HEALTH CARE SETTINGS

Observation:
Almost all studies that investigate the reliability
of the application of clinical evidence conclude that

most would be classified as a Chaotic process or a
10™ process.



AN EXAMPLE OF USING THE
FRAMEWORK



SICKLE CELL DISEASE LEARNING COMMUNITY

Aim: Improve the Reliable Use of

 Disease-Modifying Therapies Sidlde Call Dissase

Learning Community

» Co-Developed Pain Management Plans Toaxat

The American Society of Hematology
Research Collaborative

Soptemiber 2022




UNDERSTANDING YOUR SYSTEM

 Formative
* Systems Inventory (what do teams think is happening?)
* Process Map (draw the process you think is happening; is it ideal?)

* Process Data
* Reliability Sampling (what do our charts tell us is really happening?)
 Patient Report/Assessment: (what do the patients say is happening?)

* Outcome Data (both intermediate and long-term)

 Data (% patients with Rx for medication - pain crises, hospitalizations,
longevity)



FONTAN OUTCOMES NETWORK

Will merge with NPC-QIC to become One Lifespan Single
Ventricle Network

(name TBD!)



Post
BDG/Pre
Fontan

Fontan
Surgery

Older Adult Adolescent Early
Adult
Fontan Fontan Fontan
. . Fontan . . . .
Circulation . . Circulation Circulation
Circulation




Intermediate
Outcomes

: Long-term
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FONTAN OUTCOMES NETWORK

To improve outcomes and quality of life for all individuals
with single ventricle heart disease and Fontan Circulation

Optimize longevity and quality of life by dramatically
1mproving:
Physical health & functioning
Neurodevelopment
Emotional health & resilience
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Liver Health

Emotional
Health

N4

Transplant

o

Physical Activity/Exercise

Birth Control, Pregnancy, Family
Planning

FON community
of care centers
and patients

Identified
5 themes




PHYSICAL ACTIVITY/EXERCISE




TOOLKIT DEVELOPED
PLANNING FOR LAUNCH OF A QI PROJECT IN 2024

Development Of A Toolkit For Active Living With Fontan Circulation
A Fontan Outcomes Network Quality improvement Initiative
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FOCUS ON RELIABLY ADDRESSING PHYSICAL
ACTIVITY--FOLLOW /INTERMEDIATE OUTCOMES

Systems inventory

: Sample charts
Toolkit resources

Registry

. Follow Sustain max
Provide Patient Voo
Guidance Activity ,
Report Longevity

Assess
Activity and

Address
Concerns
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LIVER HEALTH

&




IN DESIGN

Improving Liver Health Education, Surveillance, and Management for

Individuals with a Fontan Circulation:

FONTAN Initial Description of a Fontan Outcomes Network Project

+ ‘Foutas Out Netwoek (FON) is & L Ensure reliable survenllonee of FALD st Care Centess . Sonduct a Syx't;mAL I)Tnnsﬁ?ymnszlion
mudticenter learning health network that * There is likely a high degree of variability in FALD A i FON crgl&n
wims to improve outwmc‘ss and quality of survedlk testing I cire conters. . u?P Heakth & o dr;cl
fife for individuals with Fontan cireulation. + FON Liver Health Project Team will provide practical : m::{m l"’ tmmmd:lul‘z Oll:; test,

* In surveys of FON care centers and age-based guidance incorporating the AHA Fontan m:hin!! the krvg >
individuals with Fontan drewlation and Statement’ and additional pertinent literature for aCtmeehery ,
theér familbes, Fontun-associated lives cire centers Lo consider in arder 1o reduce variation. * Collect longitudinal clinical data in FON
diseage (FALD] was identified s a priovity registry to assess changes in FALD procoss
area on which to focus Q1 efforts, measuares & fmpact on outcomes

« We describe initial steps in designing :
Liver Health Project to address Wood tests
““C”“‘"““f’ about education, ; Ukrasound + FON Is in the early stages of a Liver Health

RN AR, ‘ u(:.: :.‘.mm» Project that combinas patient and parent
r N engagement, clinical expertise, QI science to
(1) improve care models for surveillance
N ised and management

& ‘;.?:uql.. e :u! QU apec (:‘ 2, Promote consistent, regular education of (2) reduce unfavorahle variation
::\vloptld a Liver Health Prt;j oct Charter. patients/famities and clinicians about FALD (1) transform outcomes for FALD.

= charter outlines . * Provide age-appropriate preventive liver health
gxdrimr ™ o s mdrlnndeps education to puthents and farmilies.

B | s VL Crlevags T8 4 bt s U s + e ol ol bt

« Consistent messaging regarding abnormalities in Qe+~ iy o ——

« A"Liver Health Project Team” consisting ol liver ad 08 of FALD. Trane W o 130 VR A4 2 T

FON Care Center representatives is tasked

Wik developimg sad foplesenting the. 3. Encournge centers to develop pudtidisciplingy care
project defiverables to achieve the key models with dedicated hepat to develop This wark wits funded by Additional Ventures
drivers institutional expertise an u:.!?ﬁ} to address FALD and Congenital Heart Alliance of Gincinnati



FOCUS ON RELIABLY ADDRESSING LIVER
HEALTH

TBD \
Systems Inventory
Tools TBD
Intermediate Long-term
Formativ Pr
OCESS Outcomes Outcomes
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EMOTIONAL HEALTH
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The
>Y< —Roadmap

Project

[=]

Aim: Patients living with chronic conditions and
their families receive proactive support to promote
emotional health as a routine part of excellent and

equitable care.



ROADMAP ABP MOC COHORT

Are patients asked
How ready is your about emotional . .
. .. Clinician reflection
team? health during clinic
Toolkit resources encounters?

Formative Process

measure

Intermediate Long-term

(systems
inventory)

Outcome
measures

Outcome
measures

(sample)
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Roadmap MOC cohort

Systems Inventory

Process Measures (Sample of charts)

Readiness Checklist
Average Readiness Checklist Score
(n=22)*
2.00
175
1.50
1.25
1.00
075
0.50
0.25
0.00
Baselne Midpoint

g 31ET AW ErENESS
=== Crsis Plan - Patients
=g Provider Confidence

Conclusion

=== RESOUrCE List

CrisisPlan - Family

*Note, 2 projects selected "N/A" for 'Crisis Plan - Patients' at MidPoint & Condusion resuiting in n=20 for this compenent

This project has had a profound impact on

our practice of medicine...

brought emotional health to the forefront

Average Percent of Visits Average Percent of Visits
Emotionally/Behaviorally Assessed Emotionally/Behaviorally Assessed
Projects Compieting at least 2 PDSA Cycles (n=24) Projects Compieting at feast 3 PDSA Cycles (n=12)
100% 100%
0% &5
&% G
2% 25
{2 &
8=ein= Cyclel Cycis2 B=cine Cyclel Cycie2 Cyces
Average Percent of Visits Average Percent of Visits
Emotionally/Behaviorally Assessed Emotionally/Behaviorally Assessed
Projects Complefing of leost 4 PDSA Cydes {n=£) Projects Completing ot least 5 PDSA Cydes (n=3)
100% 100% W
8% - 8%
ey T E=S e
23%
0% : a0
2% 1% 20%
i 5
Baseine Oyciel COyce2 Cydle3 Oycied B=eine Cycel Cyde2 Cyce3 Cyded {ydeS

35



CARDIOLOGY
2024

Pediatric Ql Work as a Model for the
Fontan Outcomes Network:

What Can We Learn from Other
Networks?

What are the Possibilities for
Single Ventricle Care?




LESSONS LEARNED

Focus on Use data to Partner with
outcomes. create light, patients and
not heat. families.







LEVEL OF RELIABILITY

Level 1 (10Y)

Level 2 (10?9

Level 3 (103)

COMPONENTS

Standardization, Vigilance
Awareness, Feedback

Decision Aids, Redundancy
Desired Action is Default
Real Time Identification

of Failure, Checklists

Mindfulness
Standardization of Behavior
System is Visible



