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Re: B22-758: Better Access for Babies to Integrated Equitable Services Act of 2018 
 
Mended Little Hearts is the nation’s largest nonprofit organization that serves the needs of 
families affected by congenital heart disease.  We have an active chapter in Washington DC, 
with members and staff who live and work here in our community.   We represent membership 
and families in the District and across the nation who face congenital heart disease, a 
widespread condition that occurs in one out of every 110 births. We are submitting comments 
today to express our serious concerns about the Mayor’s proposal to repeal the Healthy Hearts 
of Babies Act (2015) and replace it with much weaker standards.  We urge the committee to 
maintain the Healthy Hearts Act language into the new proposal.  
 
The current law requires all District hospitals perform CCHD screening using pulse oximetry for 
all newborns before discharge. Quite simply, the existing law saves lives. Preservation of the 
precise language of that law is essential to preventing newborn deaths from critical congenital 
heart defects (CCHD) and is currently working to save lives throughout the District of Columbia 
and across the nation.  
 
Mended Little Hearts is deeply concerned that this proposal will weaken the requirement that 
all newborns be screened for CCHD using pulse oximetry. The new proposed law only states 
that CCHD screening occur; it does not specify that “pulse ox” be the method used. This is the 
critical component to CCHD screening, since “pulse ox” is the medically necessary best practice 
and standard of care. Although other options of screening, such as prenatal ultrasounds and 
postnatal physical exams may successfully detect many heart defects, they cannot diagnose all 
cases of CCHD. “Pulse ox” screening is a vital diagnostic component and saves lives.  
 
Research suggests that when all infants are screened using pulse oximetry in conjunction with 
routine practices, CCHD can be detected over in over 90% of newborns.  Proper treatment can 
thus begin much sooner, potentially reducing long-term brain injury, increasing survival rates, 
and increasing quality of life.  Therefore, there is no good reason to repeal the Healthy Hearts 
of Babies law and replace it with this watered-down proposal. Without the specific language in  
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the law, Mended Little Hearts fears that pulse oximetry testing will not be used, and lives will 
be lost. 
 
Pulse oximetry screening is a low-cost, non-invasive and painless bedside diagnostic test that 
can be completed by a technician in as little as 45 seconds. Pulse oximetry testing is conducted 
to estimate the percentage of hemoglobin in the blood that is saturated with oxygen. The 
presence of low saturation triggers additional testing to detect heart defects or other life-
threatening conditions. The test is typically performed between 24-48 hours after birth, with a 
sensor placed on the skin. It is painless and costs only between five and ten dollars. 
 
 
According to the Centers for Disease Control (CDC) congenital heart defects are malformations 
of the heart or major blood vessels that occur before birth. In many cases, hospital staff may 
not identify these defects and as a result, infants who appear outwardly healthy may be 
discharged from hospitals before signs of disease are detected. Some important statistics while 
considering this law (data from the Congenital Heart Public Health Consortium) are: 
 

• Congenital heart defects occur in 1 in every 110 births. They are the most common birth 
defect and the most common cause of infant death, accounting for 27% of infant deaths 
that are caused by birth defects. 

• 25% of infants who have congenital heart defects will be diagnosed with critical 
congenital heart disease (CCHD), a life-threatening condition that requires surgery or 
other intervention. Failure to detect CCHD and late detection of CCHD often leads to 
death. 

 
 
CCHD screening with pulse oximetry has been endorsed by the US Department of Health and 
Human Services, as well as leading health organizations including the American Heart 
Association, American Academy of Pediatrics, March of Dimes, American College of Cardiology, 
and Children’s National Medical Center. Mended Little Hearts stands alongside these 
organizations to urge to Council to reconsider changing the existing language to the law.  
 
This new proposal also weakens reporting standards, which could hinder data collection, 
evaluation, and quality improvement. The reporting requirements in the existing law should be 
maintained in any new amendment measure, and these standards must be enforced. 
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There is no good reason to repeal such common-sense, life-saving policy. Mended Little Hearts 
urges you to ensure that all existing language from the Healthy Hearts of Babies Act of 2015 be 
inserted into any newborn screening policy in the District. It simply is a matter of life and death.  
 
We are also including multiple statements of testimony from District members who are 
concerned about this proposal. Many of these same members worked tirelessly to get the 
original Healthy Hearts of Babies Act passed in 2015 and are concerned that this new proposal 
will put lives at serious risk.  
 
Sincerely,  
 

     
 
Andrea Baer     Norm Linsky 
Director of Patient Advocacy   Executive Director 
Mended Little Hearts     Mended Hearts/Mended Little Hearts 


