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Hello,
I am writing as the parent/friend/family member of a baby born with a congenital heart defect - the world's most common birth defect.  Nearly 40,000 babies will be born this year with a CHD in the US alone.  For now, most are identified with visual cues, a stethoscope, an x-ray, EKG or echocardiogram.  Sadly, anywhere between 25-40% of CHD’s go undiagnosed before or at birth - and those babies are sent home without intervention.  Many "common" murmurs are left to re-evaluation at the baby's one-week well visit. In a short period of time, these undiagnosed babies can suffer from significant medical complications, developmental delay, learning disabilities, and/or physical disabilities related to brain injury.  In the worst cases, undiagnosed babies die.  
The good news is that there is a simple, non-invasive screening tool available at every hospital in this country Pulse oximetry has been proven effective in detecting low oxygen levels in the blood - a significant marker for heart issues in newborns.  When administered at the appropriate time after birth, the test has a false positive rate of just .034%.  It is over 99% accurate.  A recent study shows a seven-fold reduction in missed diagnosis of critical congenital heart defects using pulse oximetry as a supplemental screening tool. When pediatricians or other medical professionals have this tool to use in conjunction with their traditional physical exams, they can make important decisions, at a critical time, to look more closely at a child's heart and lungs before discharge.
Fortunately, the Secretary's Advisory Committee on Heritable Disorders in Newborns and Children (ACHDNC) - which is the national committee that reports to Health and Human Services has recently made screening for Complex Congenital Heart Defects its #1 priority.   A favorable subcommittee report on pulse oximetry was presented by a voting member of the committee and the issue is moving through the next stage of the process before Secretary Sebelius would receive the recommendation for universal screening. 
There is clear consensus that CHD is a serious condition that affects a significant population (1% of babies born), that early identification leads to better outcomes, and that pulse oximetry is a suitable screening test. 

Additionally, there are pilot programs currently in place that are evaluating the best ways to ensure the screening and subsequent diagnostic process is adoptable by a wide range of birthing centers, even those that lack on-site pediatric cardiology expertise. 
I hope you will consider conferring with your leadership to voluntarily begin pulse ox screening for all babies before discharge.  An increasing number hospitals and health systems across the country have already begun screening for heart defects as a standard of care.  Those institutions are reporting that early identification is indeed improving outcomes and saving lives.
If you would like more information on the algorithms and protocols currently being used successfully at other hospitals, I would be happy to connect you with the team working on this at the national level.  In some circles, this has been coined as "the 5th pediatric vital sign".  In an age of consumer choice in healthcare, we know expectant mothers gravitate to the hospitals and birthing centers that offer the largest array of clinical support in determining the health and well-being of their newborn.  I hope this will become a standard of care at your facility NOW - allowing you to have an edge even before the national mandates happen.
On behalf of the thousands of CHD babies who will not see their first birthday this year, I thank you for your consideration of this vitally important issue. 
Sincerely,
XXX

