Congenital Heart Disease is Common, Costly, and Critical
2.4 million Americans living with the lifelong consequences of congenital heart disease need your help!

$10M

1) Support congenital heart disease
appropriations requests for FY2022
$10M in FY2022 to fully fund the Congenital Heart
Futures Reauthorization Act (currently $7M) for CHD
Research and Surveillance at CDC
$46.1B in FY2022 to NIH to support efforts in developing
innovative and cost-effective interventions for those living
with congenital heart disease

2) Support federal policy provisions that
promote patient empowerment
Transparency and public reporting of congenital heart
disease outcomes
Access to specialized CHD care throughout the lifespan
Address serious health disparities in Congenital Heart
Disease

3) Join the Congenital Heart Congressional
Caucus in the House
Receive timely education and opportunities related to CHD
Contact Shayne Woods, shayne.woods@mail.house.gov or
Anthony Thiessen, anthony.thiessen@mail.house.gov

For additional information, please contact Amy Basken at abasken@conqueringchd.org.
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FY 2022 Sample Report Language
Centers for Disease Control and Prevention (CDC) – National Center on Birth Defects and
Developmental Disabilities (NCBDDD)
Congenital Heart Disease. — Congenital Heart Disease (CHD) is a serious public health concern. CHD
remains the most common birth defect and leading cause of birth defect related infant mortality. Survival
is improving, resulting in a growing population that estimates suggest exceeds 2.4 million people.
However, children and adults with congenital heart disease require ongoing, costly, specialized cardiac
care and face a lifelong risk of permanent disability and premature death. Studies suggest that nearly
50% of children fall out of the recommended specialty care before the formal age of transition to adult
care. In addition, research is showing more clearly that health disparities exist in the CHD population,
from reduced access to care to less favorable outcomes. The Committee commends the CDC for its
increased activities to address the lifelong needs of all people with congenital heart disease, including
disparities in care utilization and maximizing functional outcomes. The Committee recognizes that critical
gaps remain and has included robust funding to continue to build upon present efforts to compile this
information and develop meaningful solutions. The Committee provides $10 million in funding for
surveillance and public health research to collect and analyze nationally-representative, population-based
epidemiological and longitudinal data on infants, children, and adults with CHD to improve
understanding of CHD incidence, prevalence, and disease burden, and further assess the public health
impact of CHD across the lifespan.
National Institutes of Health (NIH) – National Heart, Lung, and Blood Institute (NHLBI)
Congenital Heart Disease. — Congenital Heart Disease (CHD) is a common and costly lifelong condition.
CHD remains the most common birth defect and leading cause of pediatric mortality. With increasing
medical treatment options, survival is improving resulting in a growing population that estimates suggest
exceeds 2.4 million people. However, children and adults with congenital heart disease require ongoing,
costly, specialized cardiac care and face a lifelong risk of permanent disability and premature death.
Further research specific to this chronic condition is essential to better understanding this lifelong
disease, improving treatment options, and ultimately improving quality and outcomes. The Committee
commends the NHLBI for its continued work to better understand causation and appropriate treatment
needs for those with the most life threatening congenital heart defects, and urges the NHLBI to prioritize
congenital heart disease activities including: improving the understanding of congenital heart disease
outcomes, individual modifying factors, and treatment options across the lifespan into the later childhood
years and adulthood; and accelerating discovery and translation through supporting infrastructure and
methods for leveraging existing CHD registries and networks and novel approaches for integration,
analysis, interpretation, and implementation science activities.
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Save Lifes and Improve Outcomes
Fully Fund the $10 Million Authorized by
Congenital Heart Futures Reauthorization Act of 2017
(H.R. 1222)
Congenital Heart Disease (CHD) is the most common birth defect and the leading cause
of birth defect-related infant mortality. Nearly 1 in 100 babies are born with CHD and
more than 5% will not live to see their first birthday. Approximately 1/3 of babies born
with CHD require lifesaving intervention in the first weeks or months of life.
Even those who receive successful interventions are not "cured." Children and adults
with CHD require ongoing, costly, specialized cardiac care, and face a lifelong risk of
permanent disability and premature death. Healthcare utilization among the CHD
population is significantly higher than the general population, with medical costs
estimated to be 10 - 20 times greater than their unaffected peers. The Centers for
Disease Control and Prevention (CDC) reports that costs for hospitalizations related to
congenital heart defects were more than $6 billion in 2013.
The Congenital Heart Futures Reauthorization Act saves lives.
Passed in December 2018, this bipartisan legislation enhances and expands research
and surveillance infrastructure across the lifespan, considering healthcare utilizations,
demographic factors, health equity, and outcomes.
The bill authorizes $10 million annually for activities at the CDC. It also requires the
National Heart, Lung, and Blood Institute to report its ongoing research efforts
regarding congenital heart disease, future plans, and areas of greatest need for such
research.
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Improve Patient and Family Access to Information
Support Transparency and Public Reporting of
Congenital Heart Disease Outcomes
One in 100 babies are born with a heart defect. Approximately 33% of those babies will require lifesaving intervention in the first weeks or months of life. As the prenatal detection of congenital heart
disease (CHD) improves, more parents are provided the opportunity of time to research information
about CHD and treatment options.
Unfortunately, information about quality of care and short- or long-term outcomes is limited, can be
difficult to interpret, and is inaccessible to many.
Transparency should occur across multiple domains:
Between clinicians and patients (direct, patient-centered communication about
expectations and outcomes)
Among clinicians (peer review)
Between institutions )regional or national collaboratives)
With the public (public reporting)
All patients and families, upon diagnosis, should be provided with a list of questions that
facilitate transparent conversations with their providers (e.g. Conquering CHD'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 (e.g. Conquering CHD's Hospital Navigator)
Working together - congenital heart programs, patients, and families - to improve transparency can
also improve outcomes and save lives. Congenital heart disease data may be complicated, but sharing
information need not be so.
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Support Access to Specialized CHD Care Throughout the Lifespan
There is No Cure for CHD
It Lasts a Lifetime
The CHD population is vulnerable to falling out of cardiac care. Approximately 28% of patients do not
see a CHD provider after age 6, 47% after age 13, and 61% after age 18. Of the adults receiving care,
only 10% receive the recommended CHD care. Approximately 42% of adults with CHD presenting at
an adult CHD clinic had a gap in care of greater than 3 years. The leading reasons for gaps in care
include changes to or loss of insurance; financial barriers; feeling healthy; the inaccurate belief that
their defect is "cured;" failure to track appointment timing; and decreased parental involvement.
Lack of reimbursement is a significant barrier for many centers in providing adequate education and
support for transition from pediatric to adult care. This leads to costly problems in adulthood.
CHD is now the most common form of heart disease during pregnancy in the United States.
Compared to the general population, adults with CHD have 3 – 4 times higher rates of
Emergency Room visits, hospitalizations, and Intensive Care Unit stays.
Adults with CHD have a higher incidence of mental health issues. Estimates range from
approximately 36% of adults with CHD experiencing a diagnosable psychiatric disorder, to at
least 50% of interviewed patients meeting diagnostic criteria for at least one lifetime mood or
anxiety disorder.
Neurodevelopmental disability is reported in nearly twice as many adolescents with CHD
compared with population norms. Neurodevelopmental and neurocognitive effects can be
lifelong, leading to challenges in education, employment, and social relationships. Adults with
CHD are at an increased risk of early-onset dementia.
The rate of unemployment for adults living with CHD is estimated at 18%–50%.
Heart failure, endocarditis, arrhythmias, stroke, and pulmonary hypertension are the most
common long term complications of adults with CHD. Heart failure is the leading cause of
death in adults with congenital heart defects.
While more than 85% of children with CHD reach adulthood, adults with CHD remain at an
increased risk of premature death.
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Health Disparities Affecting Congenital Heart Disease Patients
Representation & Bias
Less than 9% of physicians in the U.S. are people of color (Black, Latino, Native American)
Less than 15% of nurses in the U.S. are people of color (Black, Latino, Native American)
Implicit (unconscious) bias may affect how providers interact with patients in terms of
communication, treatment protocols or recommended treatment options, or options for pain
management
Implicit bias also affects organizational decision making, in terms of hiring and promoting staff,
clinicians, and faculty. This affects multiple groups, including women, racial/ethnic minorities,
individuals who do not speak English as their primary language, to name a few

Access to Care vs Access to Quality Care
There are only 450 adult congenital heart disease specialists in the U.S. who care for 1.4+ million
patients, compared to 3,000 pediatric congenital heart disease specialists who care for 1 million
patients
Although the American College of Cardiology issued standards of care for adult congenital heart
disease patients in 2008 and updated them in 2018, there are currently no standards of care for
pediatric patients
Depending on a patient's location, they may not have access to a comprehensive congenital heart
disease center. Insurance prevent patients and families from traveling for appropriate care in many
instances
Pregnant mothers may not have access to an advanced maternal-fetal medicine specialist after a
prenatal diagnosis of congenital heart disease.

Social Determinants of Health
Disparities in mortality for CHD patients persists for males
compared to females and for non-Hispanic Black patients
compared to non-Hispanic white patients
Socioeconomic status and health literacy continue to have a
great affect on a patient's care across the lifespan
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