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December 24, 2013
Dear Provider:

During the 2013 legislative session, Senate Bill 230, also known as Chloe’s Law, was passed and became law on August 28, 2013.  Chloe’s Law states that every baby born on or after January 1, 2014 shall be screened for critical congenital heart disease (CCHD).  The law establishes that CCHD screening shall be conducted by pulse oximetry or in another manner as directed by the Department of Health and Senior Services in accordance with the American Academy of Pediatrics and American Heart Association guidelines.  These guidelines can be found in print at Kemper, A.R. & Mahle, W.T. (2011), Strategies for Implementing Screening for Critical Congenital Heart Disease, Pediatrics, 2011; 128e;1259-1267.  The on-line version of this article is located at http://pediatrics.aappublications.org/content/128/5/e1259.full.html.
Congenital heart defects cause up to three percent of all infant deaths in the first year of life.  These defects affect about 7 to 9 of every 1,000 births, one quarter of which could be detected and potentially treated by measuring blood oxygen saturation.  It is anticipated that in Missouri there are approximately 140 infants born yearly who have a CCHD.

Chloe’s Law requires CCHD screening results to be reported to the Department of Health and Senior Services in a manner prescribed by the Department for surveillance purposes.  The Department is working towards establishing rules specifying the method of reporting and the data elements to be reported.  Once the rules are established, you will be notified and provided with more detailed information.  Until such rules are in place, the Department requests that all hospitals, ambulatory surgical centers, birthing centers, and midwives voluntarily report aggregate CCHD screening results.  Please do not send baby level screening data to the Department at this time.
A copy of the voluntary reporting form is enclosed for your reference.  Facilities may use this form or report CCHD screening results in a similar format already in use and/or established by the facility.  Once rules are established, mandated data elements will be outlined in detail.  Therefore, the voluntary reporting of aggregate CCHD screening data will be temporary.  
In addition, the Department is also working towards establishing a webpage to provide resources and reference materials for the implementation of CCHD screening.  Included on the webpage will be a copy of Chloe’s Law, the screening guidelines established by the American Heart Association and the American Academy of Pediatrics, reporting forms, and various educational materials for both parents and providers.  More information regarding the new webpage will be provided when available.
The Department greatly appreciates your contribution to the newborn screening program.  You provide the first information to parents and are vital to the success of ensuring healthy babies.  If you have any questions about screening newborns for CCHD, please call the Newborn Screening Program, Bureau of Genetics and Healthy Childhood at 1-800-877-6246.
Sincerely,
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Harold C. Kirbey, Director

Division of Community and Public Health
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www.health.mo.gov
Healthy Missourians for life.

The Missouri Department of Health and Senior Services will be the leader in promoting, protecting and partnering for health.

AN EQUAL OPPORTUNITY / AFFIRMATIVE ACTION EMPLOYER: Services provided on a nondiscriminatory basis.
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