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Sources of Information

* Parents
— Social media
— Brochures
— Website content

* Providers and Institutions
— Medical Literature
— AAP/CDC Websites
— State/Institution based websites

e Children’s National
* Virginia



AAP Resources

e Newborn Screening for CCHD: Answers and
Resources for Primary Care Pediatricians

— Targeted to primary care physicians
— Content + FAQs
— Mechanism to submit questions
e Pedialink Essentials: Newborn Screening for
Congenital Heart Defects

— CME course
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AP Policy Newborn Screening for CCHD

Federal Advocacy

ANSWERS AND RESOURCES FOR PRIMARY CARE PEDIATRICIANS

State Advocacy

_ pproximately 18 out of every 10,000 babies are born with a critical congenital heart defect (CCHD). CCHD is
Community A life threatening and requires intervention in infancy. However, CCHD is not always detected prenatally or
Advocacy

upon exam in the nursery. As a result, some infants with CCHD are discharged from the nursery to home,
PEHDIC where they quickly decompensate. To improve the early detection of CCHD, the Secretary of Health and Human
Senvices (HHS) recommended that CCHD screening be added to the uniform newborn screening panel.

Frequently Asked Questions
The following guidance, in question and answer format, was developed by a technical advisory panel comprised of
experts representing various AAP entities with a broad range of CCHD expertise.
Tl:lpil‘.: 1: Rationale for CCHD screening
How common is CCHD?
Won't CCHD be detected prenatally or by my exam in the nursery?
Why is CCHD screening so prominent now? Is it really a good use of limited resources

Why is CCHD screening considered to be part of newborn screening?

If an asymptomatic infant fails their pulse-oximetry screening, what is the likelihood that CCHD or
some other serious disease is present?

Topic 2: Implementation of CCHD


http://www.aap.org/pehdic/cchd

http://bit.ly/nbs-cchd

ABOUT.PEDIALINK CONTACT.US HELP PRIVACY. POLICY

Home

PedialLink Education Certification

Activity Details

Bssentials

Newborn Screening for Critical Congenital
Heart Defects

Activity Format: Online Course
Technical Requirements

Starts: 11/22/2013 Expires: 11/22/2016

(Registar)

Description

Delayed diagnosis of Critical Congenital Heart Defects (CCHD)} may
result in death or poorer preoperative condition and worse
cardiopulmonary and neurclogical cutcomes after treatment.
Because newborns with CCHD may appear normal, adding CCHD
screening with pulse oximetry to the battery of newborn screening
tests has been endorsed by the US Secretary of Health and Human
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Screening for Critical Congenital Heart Defects

Congenital heart defects (CHDs) account for nearly 30%
of infant deaths due to birth defects.l In the United
States, about 7,200 (or 18 per 10,000) babies born
every year have critical congenital heart defects
(CCHDs, which also are known as critical congenital
heart disease).Z2 These CCHDs are coarctation of the
aorta, double-outlet right ventricle, D-transposition of
the great arteries, Ebstein anomaly, hypoplastic left
heart syndrome, interrupted aortic arch, pulmonary
atresia (intact septum), single ventricle, total anomalous
pulmonary venous connection, tetralogy of Fallot,
tricuspid atresia, and truncus arteriosus. Babies with CCHDs usually require surgery or
catheter intervention in the first year of life. CCHDs can potentially be detected using
pulse oximetry screening, which is a test to determine the amount of oxygen in the
blood and pulse rate. Pulse oximetry screening is most likely to detect seven of the
CCHDs. These seven main screening targets are hypoplastic left heart syndrome,
pulmonary atresia (with intact septum), tetralogy of Fallot, total anomalous pulmonary
venous return, transposition of the great arteries, tricuspid atresia, and truncus
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http://www.newbornscreeningeducation.org/
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Toolkits from Children’s National &
Wisconsin SHINE Project

http://www.childrensnational.or  http://wisconsinshine.org/study
g/PulseOx/request-tool-kit.aspx  /Pulse-Oximetry-Toolkit.pdf

Pulse Oximetry Screening
for Congenital Heart Disease:
Toolkit
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Toolkit
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A Toolkit for Implementing Screening - 3rd Edition
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Newborn CCHD Screening Progress

Click on a state for additional details.
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Newborn Coalition
http://cchdscreeningmap.org/
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Wisconsin SHINE Project Website

e Patient Information

* Provider Information and Training Videos
e Sonographer Training Course

 Heart Atlas

— All content for the Patient Information and Heart
Atlas sections have Spanish language translations.

e http://wisconsinshine.org/



Information for Families

Have a question about a failed screen?
Call us directly: 1-608-262-2122 [J

Home Families Hospitals Home Births ECHO Training Heart Atlas Study Info rmacio'n
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Information for Families/Informacion para las Familias

Information for Families

Congratulations on the birth of your baby!
Bacoming a new parent is a wonderful and challenging
time filled with unexpected joys and uncertainties.
After your baby is born, your health cara team will www.wisconsinshine.org
do some exams and tests. One of the newest tasts is
for serious heart problems that your baby may have
at birth. Health care providers call these problems
“Critical Congenital Heart Diseasa (CCHD)”

This test for serfous heart problems Is called pulse oximetry. This test:
» mMeasures oxygen in your baby's blood.

«» Is easy and painless.

» s usually done when your baby Is between 24 to 48 hours old. (If your child ks on supplemental
oxygen In the first days after birth, the pulse oximetry testing may be postponed.)

Todo this tast, your nurse will put 3 small sticker, called a probe, on your bakby's right hand and on your baby's
foot. The probe measures the axygen in your baby's blood.

Mast babies will pass this screening test the first time and will not need any more tests. A small number of babies
will need to have the pulse cximetry screening repeated. Babies with very low oxygen levels or moderately low
moygen levels on repeated testing will usually need to have another test called an echocardiogram to determine
if they hava an important heart problam.

An echocardiogram is an ultrasound test of your baby’s heart. An echocardiogram is painless and is like the
ultrasound some maothers have when they are pregnant. Many hospitals can perform an echocardiogram for
babias, but some babies may nead to go to a differant health care facility to have an echocardiogram.

It is important to remember that pulse oximetry screening will not identify babies who have problams with
their hearts but who have normal cicygen levals.

The reason to do pulse cximetry screening is to find and treat babies with serious heart problems that are not
found during prenatal care or newborn care.

Congenital Heart Disease is one of the most common abnormalities found in newborn babies. Congenital Heart
Disease, or CHD, describes a wide range of heart defects and may be very mild or may be life threatening in the
first days of life. Critical Congenital Heart Disease defines more savere forms of CHD that can lead to serious
illness or even death soon after the baby is born.

Critical Congenital Haart Disease, or (CHD, happens when a baby’s heart does not develop normally before
birth. Although it is rare, affecting only 2-3 of every 1,000 babies born, CCHD can quickly lead to serious illness
and even death in the first few days of life. Some babies with CCHD are discovered early in pregnancy by prenatal
ultrasound, but many babies with CCHD are diagnosed after they are born. Unfortunately, some of these babies
can appear perfectly normal until they become critically ill.

Informacion para las Familias

[Felicitaciones por el nacmiento de su bebél
Ser padres por primera vez &5 una experiencia maravillosa
y llena de retos con alegrias e incertidumbres inesperadas.

Drespusds quenace su bebe su equipo médico le realizara algunos
examenes y pruebas. Una de las pruebas mas nuevas es para
detectar problemas serios del corazdn que su bebé pudiese tener
&l nacer. Los médicos llaman a estos problemas |a "Enfermedad
Cardizca Congénita Grave (o sus siglas en inglés CCHD)

WWW_Wisconsinshine org

Esta prueba para problemas cardiacos serios es lamada eximetria de puko. Esta prueba:
= Mide el oxigeno en la sangre de su bebé.

= Es fidl y no es dolorosa.

= Usualmente se hace cuando su bebd tiene entre 24 y 48 horas de nacido. (5i su bebé estd con oxigeno suplemen-
tario en los primeros dias después de naddo, la prueba de oximetria de pulso podria ser pospuesta.)

Para hacer este examen, su enfermera cobaCard una peguena etigueta adhesiva llamada un sensor, en la mano derecha o
en el pie de subeabé El sensor mide &l oxigeno en |a sangre de su babe

La mayoria de los bebés pasan la prueba la primera vez y no necasitardn ninguna otra prueba. Un niimero pequeno de
bebés necesitaran que se |es repita la prueba oximetria de pulso. Los bebds que tienen bajos niveles de oxigeno o niveles
moderados de oxigeno al repetir las prusbas, wsualmente necesitardn otra prueba lamada un ecocardiograma para
determinar si tienen un problema importante en & corazon.

Un ecocardiograma es una prueba de ultrasonido del corazdn de su bebé. Un ecocardiograma no es doloroso y es como
el ultrasonido que les hacen a algunas madres cuando estan embarazadas. Muchos hospitales puedsn ejecutar un
ecocardicgrama para bebés pero algunos bebés podrian tener gue ir a un centro de salud diferante para que les hagan
un ecocardiograma.

Es importante recardar gue la prusba de oximetria de pulso no identificara a los bebés gue tienen problemas con su
corazan sino a los que tienen niveles normales de oxigeno.

La razdn para hacer la prueba de oximetria de pulso es para encontrar y tratar a los bebés con serios problemas cardiacos
que no s2 encuentran durante el cuidado prenatal o de recién nacido.

1Qué es la Enfermedad Cardiaca Congénita Grave (siglas en inglés CCHD)T

La Enfermedad Cardizca Congénita 25 una de las anormalidades mas comunas encontradas en los bebés recién nacidos.
La Enfermedad Cardiaca Congénita, o CHD (en inglés), describe un amplio rango de defectos cardiacos los cuales
pudiesan ser muy leves o pudiesen poner en riesgo la vida del bebé en los primeros dias de nacido. La Enfermedad
Cardiaca Congénita Grave define las formas mads severas del CHD que pueden llevar 2 enfermedades seras o hasta la
muserte al poco iempo después de que el bebs nace.

La Enfermedad Cardiaca Congénita Grave o CCHD (en inglés) sucede cuando el corazon de un bebé no se desarmolla
normalments antes del nacimiento. Aun cuando 25 rara, afectando solo de 2 a 3 de cada 1,000 bebés que nacen, la CCHD
puede conllevar rdpidamente a enfermedadas sarias y adn la muerte en los primeros dizs de vida. Algunos bebés conla
CCHD son descubiertos temprano en el embarazo con ultrasonidos prenatales, pero muchos bebés con la CCHD son
diagnosticados después de nacer Desafortunadamente, algunos de estos bebés pudiesen parecer perfectamente
normales hasta que se enferman gravemente.



Video Tutorial

« Information for Hospitals

Basics of Screening for Critical Congenital Hea.

« Information for Providers
« FEquipment Overview

* Data Collection

« Screening Protocol

« Video Tutorial

« Online Learning Module

Online Learning Module

1. Introduction 2. What is CCHD?

3. Who is affected by CCHD 4. How is CCHD detected?
5. Pulse Ox and CCHD 6. Screening for CCHD

7. What to do with a failed Screening



What is CCHD?

Review of the basic anatomy and physiclogy of CCHD

What is CCHD - Cnline Learning Module for Healt. .

What does “Ductal Dependent” Mean?

* Heart depends on patent
ductus for adequate
function

= Left sided onstructive lesions

* Some or all of systemic ce
autput it supphied from t
rght heaart via the ductus
arteriosus

* Closure of the ductus
arteriosus results in
obstruction to systemic output

= Cyanotic lesions

*  May boecome MORE cyanotlc
at ductal clasurs if somes or all
of pul




Screening for CCHD

Moacrriboas b mol P g o - i~ i rerhnrmie Far CH
Describes how pulse oximetry can be used to screen newboms for CCHD

Screening for CCHD - Online Learning Module for...

Tips for Screening

* Try to measure when
baby is in quiet awake
state

* Wait long enough to
establish a good wav
form

— Recommend waiting 1
iull minute with good
“wave form before

L ,.f,l.fﬂi‘ g measurement




Sonographer Training Course

Have a questlon about a falled screen?
Call us directhy: 1-008-262-2122 [

Home Families Hospitals Home Births ECHO Training Heart Atlas Study
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http://wisconsinshine.org/echo-training/

e The Terrible Ten
— Ten findings that suggest CCHD
— Directed toward the adult cardiac sonographer

e Sections on each of the 12 target lesions as well
as a few other significant neonatal cardiac clinical
scenarios (cardiomyopathy, critical aortic
stensois, L-TGA, etc.)

— Diagrams
— Discussion
— Echocardiographic examples



Coarctation of the Aorta (CoA)

Coarctation of the Aorta {CoAy

Echocardiogram Findings




Single Ventricle Lesion




Home Families Hospitals Home Births

ECHO Training

Heart Atlas

Heart Atlas

Have & Guestion Jboi & i seran?

Call us diracty: 160826522122 []

Study

Information on the Heart & CCHD

Helpful Terms

Informacion acerca del corazony
la Enfermedad Cardiaca
Congénita Grave (siglas en inglés
CCHD)

Aqui damos los diagramas y descripciones breves de
los 12 diagndsticos de enfoque de la enfermedad
cardiaca congénita grave (CCHD). Es importante
recordar que existe una amplia variabilidad entre
cada uno de los diagndsticos. Por ejemplo, algunos
bebés con estrechamiento de la aorta podrian
enfermarse gravemente o aun morir muy pocos dias
después de nacidos, y sin embargo en algunas otras
personas, el estrechamiento podria pasar
desapercibido por muchos afios. Para complicar mas
las cosas, mas de uno de estos problemas podrian
estar presentes en el mismo bebé. El propésito de
estos diagramas no es el de ser una guia anatémica
precisa sino de dar una idea general de los
problemas asociados con cada uno de los problemas
cardiacos.



SHI E % Hasd & uastion about a failed sepesn?
. 4 Call us direetty: 1608-262:3122 []
prm g brm i -

- pRi S it T e it Sindrome del Corazon Izquierdo Hipoplastico
(HLHS siglas en inglés)

Las estructuras del lado izquierdo del corazén son muy pequefias para proporcionar
todo el suministro de sangre al cuerpo. Algunas veces, las estructuras del lado
izquierdo del corazén podrian ser tan pequefias que el diagndstico seria obvio. Sin
embargo, hay algunos bebés en los cuales es dificil decir si el lado izquierdo del
corazon es justo apenas muy pequefio o justo lo suficientemente grande.

Hypoplastic Left Heart Syndrome (HLHS)

] o o mupply. Sorebman, e el s Iﬂ"hﬂl‘l’sh‘l" i
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HLHS con Atresia Mitral y de Valvulas
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Haome Families

ce rmnge-of how bad

SHINE
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Home Births

ECHO Training

Have a guestion about a failed scran?

Call us direcily: 15082022123 n

Estrechamiento de la Aorta (CoA siglas en inglés)

Esto es un estrechamiento de la aorta, el vaso sanguineo grande que lleva la sangre
desde el corazon hasta el cuerpo. Hay un rango bastante amplio al determinar cuan
estrecha esta la aorta y a menudo hay otros problemas cardiacos presentes ademas
del estrechamiento. A pesar de ser uno de los problemas cardiacos potencialmente
peligrosos mas comunes, el Estrechamiento de la Aorta es uno de los mas dificiles de
detectar antes del nacimiento.

Estrechamiento de la Aorta (CoA)



* CDC

e http://www.cdc.gov/ncbddd/pediatricgenetics
/cchdscreening.html

e Newborn Coalition
e http://cchdscreeningmap.org/

e Children’s National
e http://www.childrensnational.org/pulseox/



http://www.cdc.gov/ncbddd/pediatricgenetics/cchdscreening.html
http://www.cdc.gov/ncbddd/pediatricgenetics/cchdscreening.html
http://cchdscreeningmap.org/
http://www.childrensnational.org/pulseox/

Indiana
http://www.in.gov/isdh/25347.htm
Minnesota

http://www.health.state.mn.us/divs/phl/new
born/resources.html

Missouri

http://health.mo.gov/living /families/genetics/
birthdefects/cchd.php



http://www.in.gov/isdh/25347.htm
http://www.health.state.mn.us/divs/phl/newborn/resources.html
http://www.health.state.mn.us/divs/phl/newborn/resources.html
http://health.mo.gov/living/families/genetics/birthdefects/cchd.php
http://health.mo.gov/living/families/genetics/birthdefects/cchd.php

Maryland

http://phpa.dhmh.maryland.gov/genetics/Site
Pages/CCHD Program.aspx

Virginia

http://www.newbornscreeningeducation.org/

Alaska

http://www.dhss.alaska.gsov/dph/wcfh/Docu
ments/toolkit CCHD.pdf



http://phpa.dhmh.maryland.gov/genetics/SitePages/CCHD_Program.aspx
http://phpa.dhmh.maryland.gov/genetics/SitePages/CCHD_Program.aspx
http://www.newbornscreeningeducation.org/
http://www.dhss.alaska.gov/dph/wcfh/Documents/toolkit_CCHD.pdf
http://www.dhss.alaska.gov/dph/wcfh/Documents/toolkit_CCHD.pdf
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