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LOOKING ACROSS THE LIFESPAN: 
The Road to SV-ONE



2006 Joint Council on Congenital Heart Disease





What is a Learning Network?
• Multisite collaboration that focuses on:

• Improvement science (QI)

• Research

• Patient and family engagement and community 
building

• Understanding variations in clinical care

• Determining best practices and reducing 
unnecessary variation

• Can be particularly useful for rare medical 
problems 

• Often includes a patient registry to pool patient 
data and clinician experience
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Lots of small experience adds up to BIG experience



What are the key ingredients?
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What are the strengths of the Learning Network Model?

Data + Expert Team is used to fuel:

• Quality Improvement

• Research

• Community Outreach

• Advocacy



Quality Improvement Collaboratives/Learning Networks can:
• Help spread knowledge and skill
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Quality Improvement Collaboratives/Learning Networks can:
• Help spread knowledge and skill

• Pool resources to overcome barriers

• Build social pressure to engage clinicians

• Empower patients and families

What are the strengths of the Learning Network Model?
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All Teach, All Learn









Interstage Change Project & Toolkit











How far we’ve come…

But a family navigating a Norwood Procedure in 2022 is moving into a different phase of care in 2025





FON Vision & Mission
O

u
r 

M
is

s
io

n To optimize longevity and quality 
of life for individuals with Fontan 
circulation by dramatically 
improving:

• Physical health & functioning

• Neurodevelopment

• Emotional health & resilience

O
u

r 
V

is
io

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







Physical Activity & Exercise QI Project
Global Aim

Support physical activity and wellbeing for individuals with Fontan 

circulation

AIM

Ensure that physical activity is reliably assessed and discussed at clinic 

visits

Population

Individuals with Fontan circulation in the FON registry

Measures

Physical Activity Pediatric PROMIS Score

Fitness assessment (6MWT or CPET)

Discussion of assessment with patient and family

Strategies

Assessment and promotion of physical activity

Use of FON Physical Activity & Exercise resource toolkit

TEAM QI KICKOFF
MARCH 2025



Liver Health QI Project

2023 and 2024 Milestones

• Create liver health workgroup

• Create liver health expert feedback group

• Create tools and interventions to improve outcomes for 

liver health

2025 Milestones

• Charter a Quality Improvement Project for improving 

liver health outcomes



FON Data Registry



Community Building & Engagement

PATIENTS AND FAMILIES REPRESENT 25% 
OF ALL LEARNING SESSION ATTENDEES 

6 YEARS RUNNING FOR SINGLE 
VENTRICLE PATIENT DAY

PATIENT AND FAMILY INVOLVEMENT 
IN ALL WORKGROUPS, QI PROJECT, 
AND LEADERSHIP TEAMS





Single Ventricle Outcomes NEtwork (SV-ONE) 

Guiding Principles:​
• Center the patient and family in all that we do.​

• Embrace whole-patient health, including psychosocial and emotional needs. ​

• Ensure broad representation and elevate voices from diverse expertise and experience.​

• Design, measure, and promote equity in all our endeavors.​

• Collect accurate, timely data to power impactful improvement and research.​

• Support and empower clinicians.​

Vision: A future where all affected by single ventricle heart disease can thrive and 

live long, fulfilling lives.

Mission: To build a connected community, accelerate discovery, transform care, and 

improve single ventricle heart disease outcomes across the lifespan.



MEMBERSHIP 
Legal/IRB 

documentation 

distributed

Q2

COME TOGETHER
Joint Learning 

Session in St. Louis

Q3

RESOURCING

Q1

VISION & 
MISSION

Draft vision, mission, 

and guiding principles 

Prioritization and 

resourcing for SV-ONE 

for FY26

Q4

STRATEGY
Charter joint-ELT working groups:

- Strategic Planning

- Leadership & Governance

- Business Model & Network 

Operations

- Data & Technology

July 2024 July 2025

PLANNING
Working group strategies 

approved by ELTs

Submit revised IRB 

protocol

JOIN US
Care center 

commitment letters 

sent to current FON & 

NPC-QIC sites

SV-ONE

CONVENE
Joint Learning Session

(Virtual)



Over 70 participating cardiology 
care centers

46% sustained mortality reduction

Over 7,500 enrolled in our 
registries of individuals with SV 
heart disease

Over 80 research publications using 
data from the registry

6 toolkits designed with QI 
methodology to promote improved 
processes and outcomes across the 
lifespan

45 research explained summaries, 
to make medical research 
approachable for families

Over 15 resources for families to 
support and help navigate the 
single ventricle journey

THE VALUE…BY THE NUMBERS



Conclusions

• We have assembled a broad coalition of patients, families, providers, and allies

• SV-ONE provides an infrastructure to leverage the expertise of these key 
stakeholders to drive improvement in outcomes that matter for patients living 
with SV physiology and their families

The future is now!

“Individually we are one drop. Together we are 
an ocean.”  Ryunosuke Satoro

• A national lifespan registry is long overdue

• The Learning Network model provides opportunities for 
ACTION and COLLABORATION rather than just data 
collection and reflection

• There are early opportunities to reduce unnecessary 
variation and establish guidelines to optimize care

• There are long-term opportunities to conduct 
transformative longitudinal research by pooling data to 
conduct network-wide QI initiatives and clinical research

Don’t be left behind… JOIN US!!



What now?

We are looking for care centers to join SV-ONE 
and partner with us in improving outcomes for 

these patients

If interested, please email:

info@fontanoutcomesnetwork.org

mailto:Info@fontanoutcomesnetwork.org
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