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The Good and the Bad…

Good
• Children with congenital heart 

disease (CHD) are surviving and 
living longer.

Bad
• Greater risk for developmental 

delays

• Neurodevelopmental impairments 
(NDI) similar to those of 
premature infants

• Increased prevalence and 
severity with increased 
complexity



The Challenges

• Abnormal brain development

• Chromosome abnormalities and 
syndromes

• Perioperative injury

• Physiologic instability

• Activity restrictions

• Nutritional deficits

• Respiratory support, analgesia 
and sedation

• Prolonged hospital length of stay



The Call to Action

Developmental 
interventions 
improve
outcomes

Evidence of 
delayed motor 
development 
can be seen 
within the first 
few weeks of life

Infants develop 
critical 
neurological 
pathways early



Best Practices

Introduce safe, individualized, 
and goal-directed 
developmental interventions 
early

Engage parents by facilitating, 
encouraging, and supporting 
family-driven cares and 
developmental stimulation



Engagement Strategies

• Champion family presence at the 
bedside 

• Encourage gentle touch, reading, 
music

• Empower care involvement in 
feedings, diaper changes, and 
baths

• Collaborate with the family to 
develop a daily routine minimizing 
disruptions

• Involve families in interactive play 
and therapy sessions



Risks vs. Benefits

Risks

• Potential disruption of supportive 
catheters and tubes

• Physiologic instability

• Inadequate staff education, 
resources

• Lack of parental comfort

Benefits

• Reduced physiologic stress and 
hospital stays

• Decreased parental stress and 
anxiety

• Improved ND outcomes and care 
transitions



Texas Children’s Heart Center

Developmental Care Rounds

• Multidisciplinary review of 
medical status, development, and 
social challenges

• Care coordination and 
anticipatory support

Books@Heart Initiative

• Developmental Care Team 
partnership to encourage parents 
reading to their infants

• Age-appropriate books & reading 
guidance by speech and language 
pathology specialists 



Take Home Messages

• Developmental delays are tied to 
the early pre/post-operative 
experiences of infants with CHD

• Implementation of individualized 
and multimodal developmental 
care is imperative to improving 
ND outcomes

• Engaging parents in 
developmental care is an 
important therapeutic addition to 
the overall plan of care
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