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American Academy of Pediatrics

Over 66,000 members
Almost 800 pediatric cardiologists
Advocates for the care of children
Health care
Gun laws
Suicide prevention
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Pulse ox screening
Sports screening
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American Academy of Pediatrics

Section Of Cardiology and Cardiovascular Surgery
(SOCCS) promotes the health of pediatric cardiology
patients by prioritizing:

Providing optimal care

Developing research/policies

Advocating on a local and national level

Life-long education
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American Academy of Pediatrics
SOCCS

Young Physician Leadership Alliance
PREP: Cardiology free for training fellows
$35,000 Research Fellowship Award

(Children’s Heart Foundation)

$50,000 Pediatric Cardiomyopathy Research Award
(Children’s Cardiomyopathy Foundation)

Mentorship

Research presentations at meeting

Interaction with “Founders”

Involvement on committees

Advocacy
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American Academy of Pediatrics

SOCCS
Policy and Publications

Care of Children with Congenital Heart Defects
Medical Home

Syncope in the Very Young

Prevention of Sudden Death in the Young:
What the Primary Care Physician Should Know

Genetic Basis of Common Congenital and Inherited
Heart Disease: A Guide for Pediatricians
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American Academy of Pediatrics

SOCCS

Advancing public policy
Congenital Heart Disease
Screening
Transparency
Public reporting
Pediatric medical devices

Educational materials

HealthyChildren.org
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American Academy of Pediatrics
SOCCS
Children’s Heart Foundation Research Award
Pediatric cardiology code review
ACC Population Health Retreat

Congenital Heart Public Health Consortium
IMPAC Registry

Society of Pediatric Cardiology Training Program
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SOCCS Annual Program

AAP Annual Meeting, Nov. 1-3, 2018
Research presentation 55
Symposiums 4
Young Investigator Awards 3
Program directors meeting
Fellows workshop
Founder’s Award Jane Newberger, MD

Publication of abstracts in CHD Journal
2019 AAP Annual Meeting, in New Orleans
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Background

CHDs affect affects 1% or 40,000 in the US
Critical CHD accounts for 25

No system to track CHD in the US

Over 2 million patients with CHD in US

Researchers estimated that >50% are adults
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Background

CHD is a leading cause of birth defect-
associated death in infants

4.2% of neonatal deaths are due to CHD

Almost half (48%) of the deaths due to
CHDs occurred before 1 year of age
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Background

Survival of infants with CHDs:

Severity of defect
Age at diagnhosed
How treated

Non-critical CHD survival

97% one year

95% 18 years
Critical CHD

75% one year

69% 18 years
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Background

In US, hospital costs for CHDs in 2004 was S1.4
billion

These cost skyrocketed to $1.9 billion in 2011

For insured patient in US, the “out of pocket:
expenses exceed $23,000

None of this accounts for affect on the GDP,
lifestyle changes, emotional stress, and
inability to return to work
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Tabik: 2. Birth defects commonly causing bos pilalization, 2004

Total Fercentage Wean
nuimber ol | ol all stays le ngth Pean Aggregale
hospital far hirth of stay COSTS COSTS Fercent Mean Farcemnt
Principal diagnosis stays defects (days) (dollars) (dollars) male aqge dlied
All cardlac amd
circulalory congoenilbal
anomalies S5, 500 33.5% B2 P28 500 F1, 260,022,500 S0 5% 1.8 26%
Cersbrovascular
anomalles 3,500 Z.5% 4.7 $18,800 &5,280.500 50.7% 394 1.0%
Tetralogy of fallot 2, S0 1.8% 11,4 0100 100,725,900 S, 0% 27 Z22%
Ventricular septal detect 2,700 2.7 2.1 227,200 104 435,100 = &8 1.6%
Atrial septal detect 2,800 CA' 2.1 15,000 122 584, 700 40, 7% J8.0 0.23%
Palenl duclus anbeniosus 2, 500 1.8% 12.7 31,300 77585700 39.5% 35 1.8%
Coarclalion of o la 2,800 1.8% 8.7 28,300 73,488 300 83.0% 8.4 1.2%
All digeslive congenital
anomalles =018 18.5% .4 11,700 F3I03,1/73.900 B7.8% = 0.4 %
Fylonc stencels T2 000 B.U%% 2.0 41,100 $41 200,200 B0, 8% oo 0.0%
Rectal and large
intestine
atresiafste nosis 2 100 1.80%4% a1 F18 400 £2AT A5E 000 B4 B0 0.6 0.6%,
Mecke!'s diverticulum 2 00 1.7 % &1 £11,800 £28 174 000 T A% My 0.2 %,
All genltourinary
covenggernnibal s rvcanrre licess 12 800 £ 3% 4 1 &8 600 114 706G T 00 £33 0% 283 1. 3%
Crbwsslr Lol ivees
genitourinary defect A, 100 3.0%: 3.3 37,400 530 548,200 58 4% 14.0 0.0%
Polycystic kidney 2,700 2.0% 4.8 11,200 532 434,300 51.7% A4 .8 0.4 %
All narvous system
congenital anomalies [SR=8 ] 5 0% (R F16 200 F112, 194,200 A4, 8% 18,2 1.8%:
All other congenital
anomalies 47,000 23.8% 2.0 14,400 o7 198,000 4% 1% 1.8 0.7 %
Cleft palate without cleft
lip 2 800 2 1% 2.1 5 400 %15 508, 700 40859 2.4 0.0 %,
Congenital hip deformity 2 200 1.58% 35 12 500 26 8930 200 28.65% 2T 4 0.0 %,
Congenital ancomalies of
skull and facial bores 3700 ) BA £18 200 £81 325 500 &0 5%, an 03a%
Sposrchy ol isthesis a 000 5.7 % 41 F18 800 £145 054 500 38 T 66 .3 0.0%
Cleft lip with ar withaot
cleft palate A, B00 3 6% 1.6 55 500 £27 1558 800 568 4% 4.2 0.1%
Pectus excawatum 1,700 1.2% 4.4 56 600 F16 621,600 TH. 1% 14 8 0.0%
Caongenital anomalies of
liary i, rascheo and
Bronchus 2, 0 1.7% 7.5 13 200 a2 G40, S00 SR 5% a9 0.2 %
Foot deformities 2,00 2.1% 1.8 55,800 F16 873, 900 S 0% 11.6 0.0%
Aldl birth detects 138, 1L T 0 % 5.3 18 500 dad, LG, O, SO0 3. 3% 1/.8 1. 3%

*Fased on princdpal disgrosia. Birnh dafacts with leaa than 2 000 hoapltallzationa ara not shoen
Source: AHRG, Coenter for Desliseary, Orgamization, armd Markebs, Hoealthesre Sost and Wilicstion Projpect, Moatiomeside Inpetient Soamphs, 2004 .
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ACC/AHA Guidelines

Journal of the American College of Cardiology

Volume 52, Issue 23, 2 December 2008, Pages e143-e263

ACC/AHA Practice Guideline

Practice Guideline: Full Text

ACC/AHA 2008 Guidelines for the Management of Adults With
Congenital Heart Disease: A Report of the American College of
Cardiology/American Heart Association Task Force on Practice
Guidelines (Writing Committee to Develop Guidelines on the
Management of Adults With Congenital Heart Disease)
Developed in Collaboration With the American Society of
Echocardiography, Heart Rhythm Society, International Society
for Adult Congenital Heart Disease, Society for Cardiovascular
Angiography and Interventions, and Society of Thoracic
Surgeons
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AAP Guidelines for Care of Children
with Congenital Heart Disease
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AHA Guidelines for Care of
Children with Congenital Heart
Disease
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ACC Guidelines for Care of Children
with Congenital Heart Disease
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AAP Guidelines for Care of Children
with Congenital Heart Disease

The Care of Children With Congenital Heart
Disease in Their Primary Medical Home

M. Regina Lantin-Hermoso, MD, FAAP, FACC, .Stuart Berger, MD, FAAP, .
Ami B. Bhatt, MD, FACC, .

Julia E. Richerson, MD, FAAP, «Robert Morrow, MD, FAAP, .Michael D.
Freed, MD, FAAP, FACC,

Robert H. Beekman Ill, MD, FAAP, FACC, ;SECTION ON CARDIOLOGY,
CARDIAC SURGERY
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Aavmerican Acaderny
of Pediatrics

B AT ER T THE HEALTF G0 Al 0 H 1L DR r—

FROM THE AMERICAN ACADEMY OF PEDIATRICS

COirganizationa]l Praociples oo Caide and [Befme the Chhald
Healeth Care System anddcor Improwe the Healeh of 20l Chaldeen

Role of Pulse Oximetry in Examining Newborns for
Congenital Heart Disease: A Scientific Statement from

the AHA and AAP

CONMTEIBEUTHRES-

Willliam T. Mahle. MDA HA AP Chair, Jame W . Hewburger,
MO, MFPFH. FAHAS FAAFP, & Poul Maiherme M, FAHS FAA P,
Frank C. Smmith. MDD, Tracey E. Hokse, MDD, FBAAP REobhert
EKoppad, MD. FAAP, Samuel S5 Gidding. MD, FAFHS, FAA P,
Rob=ri H. Becskman_ Nl, MDD, FA A, FAAF Scoil . Grosss,
Philk, on bhenhalf of the AMERICAMN HESRT A:SS0CLUE THOM
COMSENMITAL HEART DDEFECTS COMMITTEE OF THE COUMLCIL M
CARDVDW ASCULAR IHMSEASE IM THE YOUMNE, COHHCIL O
CARDINWASCULARE HURSING, AMND INTERDFISCIFLIFNARY COFUNMCIL
N MUALITY [ CARE AMND (MUTCODMES RESEARCH: AMD THE
AMERICAN A CA DEMY OFF FEDHATRICS SECTION DM C8 EDIFLDME ¥
AHD CARNAC SURGERY. AHD COMBITITEE 08 FETUS AND
MHEWEDRH

KEY WiDRDS

diagnostic techmiques and procedwres, outcomes research,
health policy, pulse mmetry, haart defects, congenital, tests

The findings @&nd conclusions inthis report ars those of the
authors and do ot necessarily represent the wisses of the
Conrhers for Diseass Condrol arnd Presssrbhon

The American Heart Association and thie S mericSm &c S emn of
Fediatrics maks swery efTort o aeoed ey echeal or potentiad
corMict=s of aTterest that Srise &5 8 result of &n outsios
I"E-'Eltlmﬂhll:l oo a pEmDnHl_ pruras.‘s-imnl_ or business imerest ol
& member of the writing pansl. Specincally. all members of the
writing! group ars reguired to complets @and submiit a Disclosurs
Questionnaire showing all such relationshEips that meght be
percennsd &5 real or paoterrtial conmicts of imtesrest

Thes statement was approsed Dy the Samericsn Heart Ss Sociatiorn
S A ivisory arc g Cormmities on Hovermber 14, 20068,
Sl Iy T SITHETRCE & CHOETTY Of Pediatrics on MEarch 25, 2o0a.

The Amarican Acagemny of Fediatrics requests that thas
oooumsEnt be cited as Tolkow's- RaanlE WT, MewiDuarger N,
pASthErTEE B, Smiith PO, Hoke TR, Koppad B, Gideng S5, Eosostom.an
FH Ird,. Grosse S0 on ehalT of the Americ=an Heard & ==sooci ation
Caongenital Heart Delaects Commitiess of the Cowncil omn
CardipsSsCUlar DEsssss inthes Young Council on Cardiwascoular
MUrsing =nd Interdisciplinary Cowuncil on Quality of Cars and
Outcomee:s Researcn: and the American & cademny of Pedistrecs
Section on Cardiclogy and Cardiac Surgery, arsd Commitbes on
Febus ard Hewhorm. Pole of pulss oxeametry §n exsrmirEng:
nEshorns Tor corEdenital neart disgase: 8 SCientinc statemert
from the American Hesrt AEsociation and AmErican SACEcEnTy o
Pediatrec:s. Pedigirics. e 1239 C2 B2 5— 858,
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FEDIETRECE Volume 1240

abstract

BACKGROUND: The purpose of this statement is to address the state of
evidences on the rowutine use of pulse oximebtry in new borns to detect
critical congenital heart disease (CCHDE .

METHODS AND RESWULTS: A writing group appointed Oy the American
Heart Association and the American Academy of Pediatrics reviewead
the awvailable libterature addressing cwurremt detection methods for
COHED, burden of missed andfor delayed diagnosis of CCHD, raticonale of
o imetry screening, a@and climical studies of oczdrmeetry in otherwise
asymptomatic newborns. MEDLINE database searches from 1968& to
PONEE wers doree for English-lanpguapge papers wusing the following
search terms: congenital heart disease, pulss oximetry, phy=sical exam-
imaticn, murmur, echocardiography, fetal echocardiographny, and mew-
born scresning. The reference lists of identified papers were also
searched. Published abstracts from major pediatric scientific mest-
imgs im 2006 to 20008 were als=o reviewsd. The American Heart Associa-
tion classification of recommendations and levels of evidence for prac-
tice guidelines were used. ln an analy sis of pocled studies of ocxrmetry
assesszment per-formed after 24 hours of life, the estimated sensitivity
for detecting COHD was B9 6%, and the positive predictive value was
4 F I'*%; however sensitivity varied dramaticaly among studies from 056
o 10FF. False-positive screens that reguired further evaluation oc-
curred im onby 0035% of infants screened after 24 howrs.
CGONCLUSMNMS: Currently,. CEHD is mof detected in sorme newbhorms un-
til after their hospital discharge, which results in significant morbidikyy
and occcasional mortality. Furthermore, rootine pulse oximetry per-
Ffortmed o asymptomatic newbornms after 24 hvowurs of life, bk before
hospital discharge, may detect CCHD. Rowtime pulse oximeastry per-
forrmed after 24 hours in hoaospitals that have on-site pediatric cardio-
wvascular services incurs very low cost and risk of harm. Futwure studies
im larger populationms and across a broad range of mew born delivery
systems are needeaed o determines whether this practice should be-
corme stamdard of care im the routine assessment of the neocnate.
Fedigtrics 20091 24-BE253—8B356

Congenital heart disease occurs in 9 of every 1000 livebirths_" & pproos-
imatebly one quarter of these children will have critical congenital heart
disease (CCHDY, which by definition reguires surgesry or catheter inter-
wvention inthe firstyear of life_? Congenital malformations are one of the
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AAP Guidelines for Care
of Children with CHD

* Very large organization

* Focused on the care of children and families
* Public health officers

Desires to be inclusive

» Establishing strict guidelines can be
e Exclusive
* Ridgid
e Often outdated
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Echocardiography

1AC

The AAP endorses the Intersocietal INTERSOCIETAL
ACCREDITATION

Accreditation Commission (IAC) for CEEREE
Echocardiography Laboratories

ICAEL accreditation then assure pediatric

echocardiography laboratory standards are
met
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Catheterization lab

Ensure high-quality care

A board-certified pediatric cardiologist with
additional training (or experience) in catheterization
and interventional procedures

Director responsible for all aspects of
administration and function of the laboratory

Technicians trained in pediatric catheterization,
staffing all procedures
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Quality

Promote high-quality outcomes
All pediatric cardiovascular centers should:

Participate in a regional health care
network

Utilize modern information technology

Maintain adequate case volumes to
achieve and demonstrate high-quality
outcomes
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