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Care Journey: Current State



Care Journey: Provider Perspective



Care Journey: Parent Perspective



Care Journey: Developmental Focus



How Do 

We 

Improve 

Care 

Beyond 

the 

Medical? 

Claire (Courtney's daughter), age 9



• To map and redesign the lifetime care journey of individuals 

with single-ventricle heart disease and their families to 

transform care in a more holistic and patient- and family-

centered way that maximizes their potential to have a 

fulfilling life.



• Visual mapping helps not only improve understanding of 

the journey and decrease uncertainty but also helps guide 

the development of health care redesign opportunities

• Health care transformation requires a multidisciplinary 

approach that starts by understanding the needs of patients 

and families



Understand



Understand: Patients and Families are Experts in Their Lived Experience



Understand: Experience Group Sessions and In-Depth Interviews



Understand: Participant Groups

• Patients

• Experience groups: 8 years and older

• Contextual interviews: 6 years and 
older

• Parents

• Parents with a fetal diagnosis

• Siblings 8 years and older

• Partners of adult patients

• Health care providers



Understand: Participant Makeup



Journey Maps



Journey Maps: Overview

https://coragemap.com/journey



• Significant Events

• Doing

• Thinking

• Feeling

• Pain Points

• Possible Scenarios

Journey Maps: Childhood Journey Map

https://coragemap.com/journey



Journey Maps: Glenn to Fontan Examples

https://coragemap.com/journey



Journey Maps: Glenn to Fontan Examples

https://coragemap.com/journey



Journey Maps: Glenn to Fontan Examples



Journey Maps: Glenn to Fontan Examples



Gaps in Care



Mentimeter



What Gaps In Care Have 

You and Your Child 

Experienced in your 

Family’s CHD Journey?



• Communication

• Transitions 

across life stages

• Patient and family 

support

• Structural 

deficiencies in 

care

• Education

Gaps in Care: Identified Gaps



Gaps in Care: Common Themes

• Uncertainty in the journey

• Significant stress, anxiety, guilt, and emotional distress

• Difficulties during the different transitions in life

• Need to connect with peers and other affected families

• Need to maintain a sense of normalcy

• Family planning and romantic relationships

• Value of resiliency and adaptation



Outcomes that Matter Most



Outcomes that Matter Most: Parents

• Maintaining a sense of hope

• Connection with other parents

• Support through the emotional fatigue

• Navigating the change in role as child transitions 

between life stages

• Consistent accessible information about goals 

and expectations



Outcomes that Matter Most: Patients

• Condition-specific proficiency and compassion 

in emergency room care

• Reducing the financial cost burden of care

• Smoother transition into adulthood

• Connection with other people living with the 

condition

• Learning ways to cope with uncertainty and 

fear



Areas of Opportunity



Areas of Opportunity: Health Network Navigation



Areas of Opportunity: Designated Patient Advocates



Areas of Opportunity: CHD Brothers & Sisters





As NPCQIC and FON come together to consider

the lifetime journey for CHD patients and families, 

what gaps in care and opportunities do you think we 

should focus on?

Areas of Opportunity: Where Do You See Opportunity?

Get Involved: Share your ideas for the Post Glenn to Fontan 

Surgery at info@npcqic.org

mailto:info@npcqic.org


Questions 
and 

Comments 
Welcomed!
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