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Clinical Surveillance Strategies
Are Emerging:
Building Consensus

Adel Younoszai, MD
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Background

» Ongoing stress/damage
» Multiple organ systems

« Unknown > Known
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Colorado 2014

Many providers & few
patients

 Practice variability

*Inconsistent approach

*Development of a Fontan
Care Program

Lossy Cempression - not intended for diagnesis

Fontan fenestration seen by color Doppler




Fontan Program — Institutional Survey

« 10 institutions with identified Fontan Programs:

University of Michigan
Sibley Heart Center/ (Emory affiliate-Atlanta)
The Children's Hospital of Philadelphia
Mayo Clinic
Boston Children's Hospital
Lucile Packard Childrens' Hospital Stanford
Cincinnati Childrens Medical Center
Children's Hospital Colorado

Ann & Robert H. Lurie Children's Hospital of Chicago
University of Utah

Affiliated with
9 Children’s Hospital Colorado University of Colorado

Here,it's different.™ Anschutz Medical Campus




Fontan Program Survey: Cardiac Testing

Every 6 months
Every year

Every two years
Less often than
every two years

We do not routinely
order this test

Affiliated with
Children’s Hospital Colorado % University of Colorado
Here, it’s different.™ Anschutz Medical Campus




Fontan Survey: Other Testing

Every year
Every two years

Less often than every
two years

We do not routinely
order this test

P
Children’s Hospital Colorado % University of Colorado
Here,it's different.™ Anschutz Medical Campus




Neurodevelopmental

* 50% as needed

Every other year

3-4 year intervals

* 50% routinely -

5 year intervals ...

0

p Affiliated with
Children’s Hospital Colorado %J University of Colorado
Here, it’s different.™ Anschutz Medical Campus




I nte n atl on al NATIONAL PEDIATRIC CARDIOLOG
Quality Improvement Collaborative
Fontan Interest

Group (IFIG)

IF YOU WANT TO RUN FAST, RUN ALONE.
IF YOU WANT TO RUN FAR, RUN

TOGETHER.

Affiliated with

Children’s Hospital Colorado % University of Colorado
Here,it's different.™ Anschutz Medical Campus




Denver Meeting, March 2017

Colorado, Boston Children’s, CHOP, Utah, Mayo Clinic, Atlanta, Stanford,

Cincinnati, Northwestern, Milwaukee, Michigan

 Discuss alignment of Fontan Programs

e Surveillance matrix

Affiliated with

Children’s Hospital Colorado % University of Colorado
Here,it's different.™ Anschutz Medical Campus




American Heart Association (AHA)

« Statement on the Care of the Fontan —

Underway




&

(U
Children’s Hospital Colorado
@ Heart Institute

Fontan Expert OPINION
Survey

Adel Younoszai, MD

Affiliated with

University of Colorado
Anschutz Mec ~a Tampus



Children's National Emory University / Sibley Heart
CHOP Center

Royal Prince Alfred Hospital, MUSC
Sydney Cincinnati Children's Hospital

Indiana University - Riley Children's Medical Center
Hospital Children's Hospital at Montefiore

Mayo Clinic Lucile Packard Children's Hospital

Children's Healthcare of Atlanta Stanford
Children's Hospital of Wisconsin ¢ Lurie Children’s Hospital
University of Michigan University of Utah

Children's Hospital Colorado
Boston Children's Hospital N =28

Affiliated with
a Children’s Hospital Colorado University of Colorado

Here,it's different.™ Anschutz Medical Campus




Level of Importance for Testing

Class | = Highly likely of clinical value ...all patients with a Fontan
circulation.

Class Il = Likely of clinical value ...may not need to be performed
in all patients.

Class Ill = Possibly of clinical value ...may benefit from further
iInvestigation.

Affiliated with
Children’s Hospital Colorado % University of Colorado
Here,it's different.™ Anschutz Medical Campus




Young Children < 12 yr
Adolescents < 18 yr




ClaSS I TeStS: Younger Children mClass | % mClass Il % mClass Il % m Should not be considered at all %
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Older = Closer Surveillance

# of Tests by Age
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Younger children Older children Adults

ea Affiliated with Level| —Level ll —Level lll

Children’s Hospital Colorado % University of Colorado

Here, it's different.™

Anschutz Medical Campus




Summary

Surveillance = obtain/review population data
No consensus on how to do this
Lack of data should not paralyze us

Recognition - Organization - Collaboration

Affiliated with
9 Children’s Hospital Colorado University of Colorado

Here,it's different.™ Anschutz Medical Campus




