
CIENCES

Developmental challenges are common in
children with CHD, especially those with
more complex heart conditions. 

KEY TAKE AWAYS

These challenges can affect thinking,
movement, speech, learning, emotions, and
social skills—and may continue into adulthood.

The risk is influenced by many factors:
genetics, prematurity, medical
complications, long hospital stays, and even
family stress.

Early recognition and support are critical.
Children at higher risk should get special
developmental check-ups and services.

Promising strategies to support
development include early diagnosis (even
before birth), careful surgery planning, child
focused care, and strong support for families
in the hospital and at home.
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IMPLIFIEDS

This is a short and simple summary of a research article. 

Neurodevelopmental Outcomes for Individuals With Congenital
Heart Disease: A Scientific Statement From the American Heart
Association SOOD ET AL, CIRCULATION, 2024

WHY THIS MATTERS
Children with congenital heart disease
(CHD) are living longer than ever before.  
Some of these children face challenges in
neurodevelopment. This paper from the
American Heart Association updates what
we know about protecting the brain and
identifying children that may need closer
follow up to help them thrive. 

UNDERSTANDING RISK
Experts have identified three groups of
children that are at highest risk for
neurodevelopment challenges.  Your child
may belong to more than one group.  

Babies who had heart surgery using a
heart-lung bypass machine in the first
year of life.

Children with ongoing low oxygen levels
who may not have had early surgery.

Children who were hospitalized or had
one or more procedures for CHD and also
have other risk factors - see next page

These categories help doctors decide which
children need the closest follow-up. 

NOTE:
It is not a full guide and does not include everything from the
original article. The goal is to help families understand the main
ideas of the research in a way that is easy to read and use. If you
have questions about how this information applies to your child,
please talk to your healthcare team. 

ORIGINAL ARTICLE:



OTHER RISK FACTORS THAT CAN AFFECT DEVELOPMENT

WHAT FAMILIES CAN DO

Being born early (premature) or small 

Feeding or growth struggles 

Long hospital stays or needing machines like ECMO 

Seizures, strokes, or brain injury 

Family stress or financial hardship

Genetic differences 

Ask about risk: Talk with your child’s heart team about
which risk category your child is in.

Watch milestones: Share any concerns about movement,
speech, behavior, independence, or school progress with
your child’s care team.

Follow up: Keep all recommended developmental check-
ups, even if your child seems to be doing well.

Support feeding and growth: Work with your child’s team
on nutrition and feeding strategies.

Care for yourself: Parent well-being helps your child’s
development. Ask for help and support when you need it.

In the Hospital: Family-centered developmental care (skin-
to-skin holding, gentle handling, therapies, safe positive
feeding practices) supports brain growth. 

After Discharge: Early intervention programs, coordinated
care, and therapies (physical, occupational, speech) can
make a big difference.

A LIFELONG JOURNEY
Developmental needs don’t stop after childhood. Teens and adults with CHD may still need
support for learning, work, mental health, and independence. Repeated check-ups and
monitoring help ensure each person gets the care and tools they need to thrive. 

TAKEAWAY MESSAGE
Children with CHD are at higher risk for developmental challenges, but with early detection,
strong family support, and coordinated care, we can protect their brains and help them
reach their full potential. If you have any questions or concerns, please reach out to your
child’s care team. 
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