Transparency in Pediatric Cardiovascular Disease
At the Pediatric Congenital Heart Association (PCHA), our mission is to “Conquer Congenital Heart
Disease.” We believe that patient and family empowerment is essential to achieving this mission.
We support informed decision-making that will allow patients and families to obtain the best
medical care possible. Health information that is patient-centered, accurate, accessible, and
effectively communicated is a necessary component of patient and family empowerment, resulting
in informed decision-making and improved outcomes in both patient health and family experience.
Congenital heart disease (CHD) is common, critical and costly. CHD is the most common birth
defect, occurring in nearly 1 out of 100 births.1 CHD is the most common cause of death related to
birth defects during the neonatal and infant periods. CHD accounts for 28% of deaths due to birth
defects in the first month of life and 50% of the deaths due to birth defects during infancy (2 to 12
months of age).2 According to a report from the Society of Thoracic Surgeons, survival after surgery
for CHD has improved over the last 17 years with hospital discharge mortality decreasing from
6.4% to 3%. While there have been dramatic improvements in survival in this high-risk
population, hospital costs remain exceedingly high for pediatric patients with CHD in excess of $5.6
billion in 2009; 15% of the total cost for all hospitalizations for children and adolescents aged 0-20
years.3
Many pediatric cardiac programs have excellent outcomes. However, there is also significant
variation in outcomes across programs. Without timely and equitable access to program specific
information presented in a manner that is effective for parents, it is difficult for parents to clearly
evaluate the performance of a program. Simply put, without transparency, it is nearly impossible
for families to make individual decisions in an informed way, and as a result, patients may
experience unnecessary risk, harm or even death.
Transparency Policy Recommendations:
We believe that a thoughtful approach to transparency will make this important data accessible and
relevant to parents seeking care for their child with CHD. Moreover, public reporting has been
shown to catalyze quality improvement. When centers share data all participants tend to improve
over time.4 PCHA supports the full development of the following elements:


Transparency should occur across multiple domains:
o Between clinicians and patients (direct, patient-centered communication about
expectations and outcomes)
o Among clinicians (peer review)
o Between institutions (regional or national collaboratives)
o With the public (public reporting)






All families, upon diagnosis, should be provided with a list of questions that facilitate
transparent conversations with their providers. (e.g. PCHA’s Guided Questions Tool)
All congenital heart programs should utilize a formal review program and regularly assess
performance measures and outcomes
All congenital heart programs should participate in available national databases in order to
benchmark their outcomes
All congenital heart programs should publicly report their outcomes to a national public
reporting system that adheres to the following tenets:
o Full disclosure
o Standardized key variables
o Long-term outcomes data collection
o Ability to compare institutions with risk-adjusted data (adjusting for differences in
case-mix and patient factors)
o Presented geographically
o Include common benchmark lesions
o Validated
o Includes information regarding the patient experience
o Value (cost per outcome)
o Supportive materials for parents that enable data interpretation

Working together to improve transparency, congenital heart programs, parents and patients can
improve outcomes and save lives. Congenital heart disease data may be complicated, but sharing
information need not be so.
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