
 

 

 
 

Congenital Heart Disease 
We need your support for Surveillance and Research 

 
Congenital Heart Defects are the most common and critical birth defects.  Every 15 minutes, 
a child in the U.S. is born with a heart defect, or a structural abnormality of the heart. That is 
nearly 1 in 100 births.  Estimates suggest that there are more than two million people in the 
United States living with the lifelong consequences of congenital heart disease (CHD).   While CHD 
remains the leading cause of birth defect related infant deaths, survival has improved significantly 
over the last 40 years.   
 
Congenital Heart Defects are costly.  Approximately 25% of babies with CHD will require life-
saving, invasive intervention within the first few weeks and months of life.  Yet, there is no cure. 
CHD requires ongoing lifelong, costly, specialized care with a chronic risk of serious cardiac, 
neurological and systemic problems in infancy, childhood and as adults. 
 
Federal support is essential to understanding Congenital Heart Disease.  Despite how 
common, critical, and costly CHD is, the understanding of the public health impact is surprisingly 
limited.  In 2010, the Patient Protection and Affordable Care Act authorized congenital heart 
disease specific research and surveillance. 1  The Centers for Disease Control and Prevention (CDC) 
and the National Institutes of Health (NIH) have begun to take steps to address this burden, 
needing additional resources to continue and expand their efforts.  
 
Increasing congenital heart disease funding at the CDC to $7.0 million in FY 2015 would allow for 
improved understanding of prevalence, healthcare utilization, and short and long-term physical 
and psychosocial outcomes, achieved by building upon the pilot congenital heart adolescent and 
adult surveillance program, developing a longitudinal cohort, and completing a survivorship 
study. 
 

 

 

 

 

 

 

 

 

For additional information, contact Amy Basken at abasken@conqueringchd.org 
 

                                                        
1
 Patient Protection and Affordable Care Act, §10411(b). 

The Pediatric Congenital Heart Association urges Congress to: 
 

 Provide $7.0 million in FY 2015 to the CDC to support surveillance and 
research to better understand the public health impact of CHD across the lifespan. 

 

 Support NHLBI’s efforts to continue research toward achieving improved 
outcomes for those living with congenital heart disease across the lifespan. 

 


