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135 FAIRVIEW

How Saving Eve Is Saving Other Newborns With
Heart Conditions

FAIRVIEW SYSTEM, APRIL 4, 2013

Eve Isley Saarinen was born at Fairview Southdale Hospital with two serious heart defects. Eve is

alive and well today and, with her mom, is ensuring other babies are diagnosed early through use of
pulse oximetry screening.



RHSH: EIi—1THE/LRIRE

e
Iy
S

ggg newborn foundation | coalition



RHEIISHT: BIX—1M#EJLREE

=
o
ot

g [E 2008450} - E s gi vt 45 R W
66944 CCHDE )L, HHAHEL1/32FE H G2
/6088 LR AT G 12 1Y)

597 55(8%)
AR 416(62%)
i N ) Y e iR
— £ - 168(25%)
—— BT 30(5%)

;*g newborn foundation | coalition



FHEISH: Bi—THEILNBRFHERS

5k [ P4 PO IR B WF ST TV 30 1/ 316 B8 AT S
SCARNECMIEA BT 2B LAE AR Jr = R N2 1K
U2 L A S R 1) L A

Late Detection of Critical Congenital Heart Disease
Among US Infants
Estimation of the Potential Impact of Proposed Universal

Screening Using Pulse Oximetry [

Cora Peterson, PhD'2; Elizabeth Alles, PhD, MPH'3; Tiffany Riehle-Colarusso, MD, MSE, MPH!; Matthew
E. Oster, MD, MPH"*; Richard S, Qiney, MD, MPH?: Cynthia H. Cassell, PhD'; David E. Fixler, MD, MSe®; Suzan
L. Carmichael, PhD®; Gary M. Shaw, DrPHE; Suzanne M. Gilboa, PhD, MHS!

[+] Author Affiliations ?
JAMA Pediatr. Published online February 03, 2014. doi:10.1001/jamapediatrics.2013.4779 TewiSizer A A A E ! newborn FOUﬂdGﬁOI’] |coc:|i’rion
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First author Years CCHD Missed CCHD
live born /1,000 live births deaths n % CCHD % deaths
prenatal Dx  postnatal Dx
Aamir [19] 1999-2004 18 94 0.2 = 47 50 =
Abu-Harb [22] 1985-1990 - - - 185 56 - 30
Brown [4] 1999-2002 56 230! - - 73 32 .
Chang [21] 1989-2004 - - - 898 152 - 17
de Wahl-Granelli [6] 2004-2007 2 60%° 1.3 19 32
9 109* 1.0 28 28
Koppel [16] 1989-1999 9 1T 1.8 3 27
Kuehl [20] 1981-1989 - 4,390 - 800 76 9.5
Liske [17] 2000-2002 - 62° 2.78 - 15 25 -
110° - - -
Meberg [23] 2005-2006 31 507 1.2 - 6 12 -
7 488 11 23
Mellander [24] 1993-2001 - 259° - - 51 20 -
Schultz [25] 2000-2003 31 4510 = . B 27 -
Wren [15] 1985-2004 55 614 0.97 - 198 32 p5it

Hoffman, J. It is time for routine neonatal screening by

pulse oximetry. Neonatology 2011;99:1-9
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“Standard prenatal ultrasound is failing to show heart disease in most
fetuses.”

Prenatal Detection of CHD in Nevada,
Pediatr Res. 1995;37:216A, Kao, et al:
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Detection of CCHD Lesions

(SpO, < 95%)

CCHD Lesion Total Percent Detected
DORV 3/3 100
HLHS 5/5 100

PA 5/5 100
d-TGA 9/9 100
TAPVC 6/7 85.7

Truncus 7/8 87.5

TA 1/1 100

AA/AS 3/4 75.0
TOF 9/13 69.2
AVSD 4/5 80.0
CoA 8/15 53.3
PS 2/6 333
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€he New Hork Times

A Mother’s Fight for Newborn Hearts

By DARSHAK SANGHAV|, M.D.

T As a pediatric cardiologist, I had grown increasingly concerned
m over the years about the many seemingly healthy newborns who

At oy AT Repair, = Lifrie Clapler in fack o the S, left the hospital, only to return a few hours or days later in
The Adult € el :'J r::I'1 I:I:-.I.-c-.- H ; ! Family  shock as a result of undetectf;d heart_pmb‘-lems. T:wo yeurs ago, I
Oiffering A New Heart Dissase Program: T T e I R wrote about the problem on the Well blog in an article, “Screening Babies for
Transeatheter Expanded Howurs and A Aowa Ehericecdk fior Sty O v a Broken Hearts,” in which I described a simple, cheap and painless screening

Heart Valoe Increased Staffing {ArE . - - w1t test to check newborns for potentially lethal heart defects.
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Grand Rounds: Children’s Hospitals & Clinics

Newborn Screening for Critical Congenital Heart
Disease (CCHD): Primer for Pediatric Care

Lazaros Kochilas, MD, MPH, Associate Professor of Pediatrics, University of
MN Ampatz Children’s Hospital

Annamarie Saarinen, MA, Chair, Newborn Coalition/1in100, Policy Principal,
Ainsley Shea

Amy Gaviglio, MS, CGC, Short Term Follow-Up Supervisor,
Minnesota Department of Health, Newborn Screening Program
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PEDIATRICS

OFFICIAL JOURNAL OF THE AMERICAN ACADEMY OF PEDIATRICS

Implementation of Critical Congenital Heart Disease Screening in Minnesota
Lazaros K. Kochilas, Jamie L. Lohr, Eric Bruhn, Emily Borman-Shoap, Becky L.
Gams, Mary Pylipow, Annamarie Saarinen, Amy Gaviglio and Theodore R.
Thompson
Pediatrics; originally published online August 19, 2013;

DOI: 10.1542/peds.2013-0803

The online version of this article, along with updated information and services, is
located on the World Wide Web at:
http://pediatrics.aappublications.org/content/early/2013/08/13/peds.2013-0803
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Over 80% of births screened

. Pilot programs

Interest in screening

I Unknown

Source:
Children’s National Medical Center; Martin G, g
Granelli A, Ewer AK, Hom L, Attaway L, Saarinen A 2 newborn foundation | coalition




Newborn HeartConnect China Project

“Such a program (newborn screening) helps
secure a newborn's right to health, but by

2003, only 57 percent of Chinese babies were
screened, lagging far behind western countries.”

~ Zhu Jun, Director of the Notionol Maternal and
Child Health Surveillance Office, Ministry of
Health, People’s Republic of China

In 2011, the U.5. Department of Health and
Human Services endorsed adding newborn
screening for Critical Congenital Heart Disease
(CCHD) to the Recommended Uniform
Screening Panel.

The American Academy of Pediatrics, American
Heart Association, American College of
Cardiology, March of Dimes and the Newbom
Coalition recommend all newborns be
screened for CCHD.
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Murses attend newborn babies at the maternity department of Mo-1 People's Hospital in Xangfan City, cemiral China's Hubei Province.

d American énewbom coalition |ruundu'rion
Heart
Association:

Learn and [ive n'IGI'Ch _* Of d imes'



20134 H- )1 Jb3
Inaugural China Summit on Newborn Screening and Early
Detection of Congenital Heart Disease newborn foundation | coalition
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Resources

Downloadable nurse / hospital
training video

Univ of Minnesota Amplatz
Children’s / Minnesota
Department of Health /
Newborn Foundation

newborn-foundation.org
http://vimeo.com/51325521

Newbom Screening for Heart Defacts [CCHD) using Pulse Oximetry

Dr. Jamie Lohr, MD
sloagy




Annamarie Saarinen

WA Lo
newborn-foundation.org
annamarie@newborncoalition.

org
+1.612.964.6728
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