
ACHA Activist In-District Grassroots Advocacy Talking Points 

1. Introduce Yourself, ACHA, and Congenital Heart Disease (CHD)

• Introduce yourself and tell the staff where you live and that you are a constituent.
• Tell your story of how CHD affects you/your family.
• Some CHD Facts: CHD is the most common category of birth defects, affecting nearly 1 in 100 babies born. It is the leading

cause of birth defect-related infant mortality; more than five percent will not live to see their first birthday.  Medical
advances allow many born with CHD to live longer, productive lives after childhood interventions. As a result, more than
half of the 2.4 million people living with CHD are adults.

• Introduce ACHA, a nonprofit organization whose mission is to improve and extend the lives of the millions born with heart
defects through education, advocacy and research. Share your connection to ACHA and highlight any ACHA programs that
are important to you.

2. Thank your Members of Congress for their support in the passage of the Congenital Heart Futures
Reauthorization Act (CHFRA)

• CHFRA is a narrow bill to reauthorize CHD programs that originally began in 2010. While the programs will continue as long 
as Congress continues to fund them at $10 million per year as authorized in the bill.  The bill does three things:
1. Direct the National Institutes of Health (NIH) to submit a report to Congress concerning its biomedical research related 

to CHD.
2. Expands surveillance for CHD at the Centers for Disease Control and Prevention (CDC) across the lifespan, which will 

help us understand healthcare utilization, lead to evidence-based practices for CHD to promote better care.
3. Authorizes CDC to establish an awareness and education campaign to educate kids, adolescents and adults with CHD 

and their families about the need to maintain lifelong, specialized care.
• CHFRA in the House (H.R. 1222):

o Introduced by Representatives Bilirakis (R-FL) and Schiff (D-CA), the bill passed the House early in 2018.
o Thank members for supporting the bill.

• CHFRA in the Senate (HELP Committee-reported substitute amendment to H.R. 1222):
o Introduced by Senator Durbin (D-IL). Senator Young (R-IN) had originally cosponsored the bill. The Senate Health, 

Education, Labor and Pensions Committee approved the bill on a bipartisan basis this summer.  The bill reported out of 
the committee was an amended version of the House-passed version.

o The bill passed in the Senate towards the end of 2018
o Thank members for support final passage in the Senate.
o Ask for their support in ensuring $10 million is authorized in 2019.

• Support Policies to Ensure Access to Care

• Ensuring adequate insurance coverage and access to care is vital for adults with CHD. We want to ensure that people stay 
in care, since people lost to care typically return in crisis, when their health is worse and they need costly interventions. 
Expert care in the most appropriate setting is the best way to keep people healthy and control costs.

• This requires accessible, affordable and adequate insurance that provides coverage for CHD services. In particular, we ask 
that Congress maintain or strengthen patient protections such as:

o Pre-Existing Conditions Policies: CHD is a lifelong condition that begins at birth. Congress must ensure that insurers 
cannot set premiums based on health status or deny coverage to people with pre-existing conditions.

o Ban on Lifetime and Annual Limits: Congress must maintain the current ban on lifetime and annual dollar limits on 
benefits, which is important to people with CHD, a lifelong and expensive condition.

o Federal Standards for Essential Health Benefits (EHBs): Congress must maintain the current standards for EHBs so 
people can access comprehensive coverage and patient protections are maintained.

o Network Adequacy: Today, some plans set their networks so narrowly that they exclude adult CHD providers, 
requiring people with CHD to either forgo specialized care or pay significant out-of-pocket expenses to access it. 
Congress should strengthen network adequacy standards to ensure access to expert CHD care.

o Promote Access to Care at ACHA Accredited Sites: ACHA launched an accreditation program for adult CHD 
programs in 2016 to recognize high-quality, comprehensive CHD care. Today, 31 programs in 22 states have been 
accredited by ACHA. We support policies that promote access to care at these providers.

• Conclusion
• Say thank you and offer to be a resource as the Member of Congress/staff on CHD and health policy issues.




