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MESSAGE from LEADERSHIP

This past year has been one of phenomenal growth in the Adult
Congenital Heart Association. In our leadership roles as Board Chair
and National Executive Director, we have been humbled by the passion,
strength and commitment of the many thousands of members and
supporters throughout the country.

In 2014, we hosted our national conference where more than 500
patients, families and medical community members joined in sessions on
medical procedures, health insurance insights, medical provider/patient
communications and much more. The shared insights from this broad
representation of the CHD community were unique and powerful.

Our website traffic and webinar participation continues to grow. This
year more than 120,000 participants accessed our site and attended
webinars on CHD-related topics. Although it continues to be a chal-
lenge to reach those “lost to care,” we are now reaching more than
ever through these programs.

Our Medical Advisory Board has built a template for the Accreditation
Program that when implemented can change the landscape of ACHD
care across the country. Many thanks to Drs. Curt Daniels and Jamil

Aboulhosn for their leadership in this process.

All of our efforts focus on one goal—to improve the lives of those
born with heart defects. As we build on past efforts, we are expanding
our reach through our 2015-2017 Strategic Plan. Our emphasis was
to have the results be focused on our mission, and have measurable
and achievable results. In 2015 our priorities will be in outreach and
communication, continued growth of our Congenital Heart Walks,
enhancement of our member/patient support programs and a pilot
program for accreditation of ACHD programs.

As you read about ACHA's achievements in 2014, please remember
our ability to implement these exciting plans and programs is dependent
on your support. Our collective effort truly makes a difference.
Together we can provide help for today and hope for tomorrow

for those living with heart defects.

We have been honored to serve our community, and trust that each
of you will continue to use our services, tell your friends about the

work we do and be well.

e Cln

John Fernie Glenn R. Tringali
Board Chair National Executive Director

ACHA 2014 Staff at the 7th National Conference, from left: Operations Manager Jessica Freely, National Executive Director Glenn R. Tringali, Director of Programs Danielle
Stephens, Member Services Manager Paula Miller, Development Assistant Ashley Sheehan, Development Manager Jessica DiGiovanni, Communications Manager Terri

Schaefer, and Volunteer Coordinator Lynn Cohen.

MISSION

The mission of the Adult Congenital Heart Association (ACHA) is to
improve and extend the lives of the millions born with heart defects
through education, advocacy, and the promotion of research.

VISION

ACHA will be the leading voice in congenital heart disease education
and advocacy, and raise the public awareness of congenital heart
disease as a lifelong disease. ACHA will improve the standards for
access to and delivery of quality care for adults with congenital
heart disease. ACHA in collaboration with our partners will drive the
public policy agenda affecting adults with congenital heart disease.
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VALUES

We believe in the following shared principles, beliefs and priorities:

Patient Empowerment. We believe that those affected by congenital
heart disease need to be heard and that they are powerful advocates for
our community.

Commitment to Excellence. We believe in providing resources
and information from qualified professionals and in promoting quality
healthcare for the congenital heart community.

Patient -Provider Partnerships. We believe in medical professionals and
patients working together to promote health in our community.

Collaboration. We believe in individuals and organizations working
together in a collaborative effort to achieve common goals in the patients’ interest.

Leadership for Change. We believe that we play a lead role in
creating a better future for congenital heart patients.

2014 by the NUMBERS

FISCAL YEAR ENDED DECEMBER 31, 2014
PUBLIC SUPPORT AND OTHER REVENUE

Contributions

Grants

Program & Events (conference, publications, regional events)

Dues
Contract (sub grants)

Other (merchandise, interest)

Subtotal Revenue Public Support and Other Revenue
Prior Year revenue reserved for This Year Operation
Total Public Support and Other Revenue (Gross)

Revenue restricted for next year’s operations and

long term funds (Net Assets)

Total Public Support and Other Revenue (Net)

EXPENSES

Education
Advocacy/Outreach
Research
Fundraising
Administration

Total Expenses

EXPENSES, STRATIFIED

Congenital Heart Walks
Professional Education Programs
Advocacy Activities
Patient/Family Member Services
H2H Ambassadors Program
Educational Events

Outreach Activities

Research

National Conference

2014

1,268,084
614,700
150,461
19,090

0

5,515
2,057,850
770,123
2,827,973

974,035
1,853,938

2014

1,346,772
120,096
21,366
146,124
219,580
1,853,938

2014

472,429
220,043
93,223
98,006
82,716
50,561
26,872
21,366
423,018

(IN USD)

2013

1,107,983
294,202
90,460
19,445

0

3,999
1,516,089
0
1,516,089

770,123
745,966

2013

948,327
166,345
43,198
159,649
255,255
1,572,774

2013

368,756
249,492
115,671
132,619
97,725
70,245
50,674
43,198
36,560

Strategic Planning

Administration

2014 ® 8,995 patient/family
MEMBERSHIP
SNAPSHOT * 820 ldonors*

*A portion of these donors are also ACHA patient/family and professional members.

33,474
186,106

* 1,369 medical professional

44,713
210,542

Dues

Program  0.93% Other
& Events 0.27%
7.31%

Contributions
61.62%

Research Fundraising

1.15% 7.88%
Advocacy/ ’ Administration
Outreach | 11.84%

6.48%

2-YEAR COMPARISON
Public Support and Other Revenue

2014

Contributions
1,268,084
1,107,983
Grants
614,700
294,202
Program & Events
I 150,461
90,460
Dues

1 19,090
19,445

Other

|5,515
3,999

Expenses

2014

Education
1,346,772
948,327
Advocacy/Outreach
I 120,096
166,345

Research
121,368

43,198
Fundraising

I 146,124
159,649
Administration

I 219,580
255,255

The Adult Congenital Heart Association (ACHA) is a
nonprofit organization exempt from income tax under
Section 501(c)3 of the U.S. Internal Revenue Code.
ACHA has been classified as an organization that

is not a private foundation and has been designated
as a publicly supported organization. ACHA will be
pleased to provide a copy of its audited financial
statement upon request. Visit www.achaheart.org
for ACHA's Form 990.
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2014 ACCOMPLISHMENTS

ACHA IS PROUD OF ALL OUR ACCOMPLISHMENTS THIS YEAR;
SOME HIGHLIGHTS ARE PROVIDED ON THESE TWO PAGES.

ACHA continued to expand both the number of Ambassadors

and the Ambassadors’ reach and impact. Nine new Ambassadors
were trained in 2014, bringing the total to 58. Along with ACHA
member services staff, Ambassadors offered more than 1,000 ACHA
patient and family members personalized information and support.

ACHA had another successful year of Heart to Heart Where You
Live Regional Events, where selected Ambassadors, along with
regional adult congenital heart disease (ACHD) medical programs,
hosted informal education meetings. Four meetings, with 204 total
attendees, occurred in 2014—St. Louis, San Francisco, Atlanta
and New York City. ACHA staff members and Ambassadors also
participated and exhibited at a number of conferences and venues,
including community health fairs and lifelong care educational events
for parents of children with congenital heart disease (CHD), reaching
nearly 450 people.

In continued collaboration with the International Society of Adult
Congenital Heart Disease (ISACHD), ACHA offers a print listing
of CHD services that includes hundreds of sites worldwide capable
of providing emergency ACHD care to CHD patients. Also in col-
laboration with ISACHD, ACHA continued to offer an online listing
of more than 120 ACHD clinics in the United States and Canada;
the directory continues to be the only resource of its kind available
in the United States.

ACHA is privileged to continue to work collaboratively with leading
professional organizations and federal agencies to address CHD in

the context of public health to improve awareness, education,
and advocacy for the CHD community and the general public.

More than 50 advocates gathered in Washington, D.C., at the end
of Heart Month for this incredible opportunity to talk to their lawmakers
about CHD. Hosted by ACHA and Mended Little Hearts, this
annual event brought together patients, family members, medical
professionals, and supporters from across the country to connect
with more than 70 legislative offices.

On February 26, advocates received training and attended the wel-
come reception at the American College of Cardiology’s Heart House.
On February 27, advocates spent a full day on the Hill asking their
legislators to support National Institutes of Health research funding
and Centers for Disease Control and Prevention surveillance efforts,
as well as recruiting House members for the Congressional

Congenital Heart Caucus (an informal group of members of Congress
dedicated to issues related to congenital heart defects serving to
educate other members and their constituents on this subject).

ACHA provides its members with resources for specific congenital
heart defects as well as associated medical conditions and common
psychosocial issues. Literature such as “Traveling with Congenital
Heart Disease,” a Spanish version of the Adult Congenital Heart
Fact Sheet, and “ACHD and Dental Health: What's Up with Preventive
Antibiotics?” were added to our growing educational library.

The ACHA webinar series continues to educate CHD patients and
families by presenting webinars on various interesting and timely topics.
More than 750 individuals attended 13 different webinars in 2014.
National experts spoke on a variety of defect specific topics, and others

such as “Coping Tips for ACHD Spouses and Family Members” and
“Exercise and ACHD: From Testing to Treatment.” Online views of
archived webinars in 2014 totaled about 2,200.

In 2014 an ACHA Actelion Fellowship Award was given to the
University of California Los Angeles, which now joins Stanford
University as the second awarded site. These awards will be used
to provide two years of special training for cardiologists wishing
to specialize in caring for adults with CHD. Current standard
cardiology training dictates residents receive only six hours of general
CHD lectures and no requirement to treat a single CHD patient.
However, the American Board of Medical Specialties recently
created a special adult CHD pathway that will require adult

CHD specialists to complete several years of adult and pediatric
congenital heart training and complete a subspecialty exam.

Accreditation is a process in which individual ACHD programs
undergo careful review to make certain that they provide a standard
of quality care to ACHD patients based on published guidelines
and standards. In response to ACHA’s commitment to improving
the quality of care for every U.S. ACHD patient, ACHA convened
the first ACHD program Accreditation Steering Committee meeting
in 2014 to discuss and develop criteria for two levels of ACHD
Programs; an ACHD Comprehensive Care Center and an ACHD
Care Center. Rollout of this program will occur in late 2015.

CONGENITAL HEART WALK

The Congenital Heart Walk had a record-breaking year in 2014!
From our largest fundraising walk in Southeast Michigan to our
newest walk in Atlanta, more than 50,000 supporters raised more
than $1.6 million in 27 cities across the United States.

The Congenital Heart Walk is a national event series sponsored

by the Adult Congenital Heart Association and The Children’s
Heart Foundation to raise awareness of the nation’s #1 birth defect,
and to support, honor, and remember the millions affected by CHD.
To join in our efforts, visit www.congenitalheartwalk.org

and unite to fight CHD today!

MEMBERSHIP
and SUPPORT

January 1, 2014 to December 31, 2014

ACHA Medical Professional Members not only support the vital
work ACHA does to improve health for adults with CHD, but
also demonstrate that as medical professionals, they have a
vital stake in ACHA’s mission. The list below includes all paid
professional members of ACHA for 2014.

Elizabeth Adams, DO
Adeeb Ahmed, MD
Luis E. Alday, MD
Vivek Allada, MD
Naser M. Ammash, MD
Gerald Angoff, MD
Erle Austin, MD

Carl Backer, MD

Linda Bagnata

Deena |. Barber, RN
Peter Bartz, MD
Stanley Beder, MD
Richard Belin

Cecille O. Beyl, MD
Steven Bibevski, MD
Julie Bigner

Michael Black, MD
Martin Bocks, MD
Beth Brickner, MD
John R. Brownlee, MD
Matthew Buelow, MD
Pamela G. Burg, MD
Marsha Burmaster, MD
Dawn Calderon, DO, FACC
Neil Cambronero, MD
Mary M. Canobbio,

RN, MN, FAAN
Frank Cetta, Jr., MD
Kak-Chen Chan, MD
Anthony C. Chang,

MD, MBA, MPH
Philip Chang, MD
Nancy A. Chase, MD
John P. Cheatham, MD
Nicholas Chee, DO
Maryanne Chrisant, MD
Eileen M. Cirri, RN, MSJ
Craig Cohen, MD
Lucas R. Collazo, MD
Susan Collins, RN
Jack M. Colman, MD
Edward V. Colvin, MD
Rubin S. Cooper,

MD, FAAP, FACC
Timothy M. Cordes, MD
Elizabeth Cortinez
Timothy B. Cotts, MD
Collin Cowley, MD
Jane E. Crosson, MD
Stephen Crumb, DNP
R. Andrew de Freitas, MD
Joseph A. Dearani,

MD, PhD
Pedro del Nido, MD
Thomas M. Drew, MD

Kim F. Duncan, MD
Ann Dunnigan, MD
James Eichelberger, MD
Robert W. Elder, MD
Alexander R. Ellis, MD
Rebekah English,

DNP, NP-C
Christopher C. Erickson, MD
Peter Ermis, MD
William N. Evans, MD
Susan M. Fernandes,

MPH, PA-C
Hector Fontanet, MD
Elyse Foster, MD
Wayne J. Franklin, MD
Michael D. Freed, MD
Stephanie Fuller, MD
Patrycja Galazka, MD
Amanda Gawelek
Jennifer Geradin, MD
Edward Gerstenfeld, MD
Michael H. Gewitz Ill, MD
Salil Ginde, MD
Jonathan N. Ginns, MD
Ismeal Gonzalez Rangel, MD
Miguel A. Granja, MD
Peter Gregor, MD,

FACC, FACP, FCCP
Pooja Gupta, MD
Asma Habib, MD
James M. Hammel, MD
Louise Harris, MD
Lopa P. Hartke, MD
Marcus Haw, MD
Steven Healan, MD
Mary Heitschmidt,

RN, MS
James R. Hennessy, MD
Arif Hussain, MD
Cynthia A. Hutt
Jamie Jackson, PhD
Anitha S. John, MD
Danielle Johnson
Gregory L. Johnson, MD
Walter H. Johnson, Jr., MD
Ryan Jones, MD
Victoria E. Judd, MD
Joseph Kay, MD
Damien P. Kenny, MD
Nancy H. Klein,

RN, BSN, CPN
Scott Klewer, MD
Marc Knepp, MD
Brian E. Kogon, MD

Julie A. Kovach,

MD, FACC, FASE
Adrienne H. Kovacs, PhD
Brandon Kuebler, MD
Karen S. Kuehl, MD, MPH
Ali Kutsal, MD
Wilson Lam, MD
Michael Landzberg, MD
John R. Lane, MD
Rosa L. Langley
Rhonda S. Lappen, MD
Ranae Larsen, MD
Larry A. Latson, MD
David Laughrun, MD
Christopher P. Learn, MD
Chun Huie Lin, MD
Jamie L. Lohr, MD
Camila Londono-

Obregon, MD
David Lopez, MD
George K. Lui, MD
Teresa A. Lyle,

RN, MN, CPNP
Pankaj Madan, MD
Anthony Magalski, MD
David Majdalany, MD
Sunil Malhotra, MD
Ariane Marelli,

MD, FRCP(C), FACC
Cindy Martin, MD
Richard Martinez, MD
Thomas S. Maxey, MD
Elizabeth Maxey-Walsh, BSN
Michael E. McConnell, MD
Beverly McCoy, FNP
Michael R. McMullan, MD
Marion E. McRae, NP
Alison Knauth Meadows,

MD, PhD
Victor Menashe, MD
Pam Miner, RN, MN, NP
Tabitha Moe, MD
Diego Moguillansky, MD
James H. Moller, MD
Georgene Nelson
Jennifer Nelson, MD
Phillip Nevin, MD
Jeremy Nicolarsen, MD
Jo Ann Nieves,

MSN, CPN, ARNP-BC
Jacqueline A. Noonan, MD
David G. Nykanen, MD
Erwin Oechslin, MD
Matthew Olson, MD
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MEMBERSHIP and SUPPORT (continued)

Alexander Opotowsky, MD, MPH
Kathryn Osteen, MSN
Dhaval R. Parekh, MD
Vijayapraveena Paruchuri, MD
Brittney Patterson-Lazzaro, APRN
Disty Pearson, PA-C
Joseph K. Perloff, MD
James C. Perry, MD
Orlando Petrucci, MD, PhD
Theresa Plaster, RN
Robert W. Popper, MD
Gail Prokop, APN
Susan A. Raaymakers, PA-C
Edward Rhee, MD
John F. Rhodes, Jr., MD
Camille Richards, NP
Laura A. Riley, CNP
Roslyn Rivera, RN
Fred Rodriguez, MD
Diane Rosiene, LSW
Carlos E. Ruiz, MD, PhD
David J. Sahn, MD
Satinder Sandhu, MD
Charlie J. Sang, Jr., MD
Phil Saul, MD
John Schatz, MD, FACC, FSSCAI
Nelson B. Schiller, MD, FACC
Douglas J. Schneider MD
Keri Shafer, MD
Anjan M. Shah, MD
Mary-Ellen Siegel, MSW, LCSW
Lynn M. Simko, PhD, RN, CCRN
Beverly Smulevitz, BS,
RDCS, RVS
Walter L. Sobczyk, MD
Sheryl Sommer
Thomas L. Spray, MD
Raymond Stainback, MD, FACC
A. Jamil Tajik, MD
Nikola Tede, MD, FAAP
Lynda Tobin
Marty A. Tomlin, RN, CNP,
MSN, CRPN
Mark D. Townsend, MD
Bhavya Trivedi, MD
Anne Marie Valente, MD, PhD
Peter Varga, MD, FAAP, FACC
Suneetha Venkatapuram, MD
Juan Villafane, MD
Subeer Wadia, MD
Carole A. Warnes, MD
Gary D. Webb, MD
Catherine R. Weinberg, MD
Joseph Weiss, MD
Mary Wilkie
Roberta G. Williams,
MD, MACC, FAHA
James Zager, MD
Susan Zoller
Jerel M. Zoltick, MD
Matthew E. Zussman, MD

SUPPORTERS
(BUSINESSES,
ORGANIZATIONS
AND FOUNDATIONS)

January 1, 2014 to
December 31, 2014

Platinum ($100,000)
Actelion Pharmaceuticals
US, Inc.

Silver ($10,000-$49,999)

Edwards Lifesciences
Foundation

Gilead Sciences, Inc.

The Meil Family Foundation

Bronze ($1,000-$9,999)

Anonymous

American College of
Cardiology - PA Chapter

BAE Systems Matching
Gift Program

Benevity Community
Impact Fund

Bill and Melinda Gates
Foundation

Boston Children’s Heart
Foundation, Inc.

Children's Heart
Center Nevada

Children's Hospital of lllinois

Cincinnati Children’s Hospital
Medical Center

Dell Employee Giving Program

Houston Methodist Hospital

i.d. mii International, Inc.

James S. Wong Private
Foundation

James W. Hogan and Associates

LeBonheur Children’s Hospital

LifeNet Health

Lucile Packard Children’s
Hospital at Stanford

Massachusetts General
Hospital

Medtronic Foundation

Medtronic, Inc.

Mended Little Hearts of
Binghamton

Montefiore Medical Center

Nationwide Children’s Hospital

Pacers Basketball, LLC

Pediatrix Medical Group

St. Jude Medical Foundation

St. Jude Medical, Inc.

Stan Smith Insurance Services

Stanford Adult Congenital Heart
Disease Clinic

Texas Children’s Hospital

The Susan and Ronald
Starkman Family Fund

United Therapeutics
Corporation

University of California San
Francisco Adult Congenital
Heart Disease Practice

University of Chicago Medicine

Friends ($100-$999)

Advanced Security Systems

American College of
Cardiology — OH Chapter

American College of
Cardiology — VA Chapter

American Express Foundation

Employee Giving Program

Bravelets, LLC

Bristol-Myers Squibb
Foundation Employee
Giving Program

Brooks Group and
Associates, Inc.

Calvary Baptist Church

Carolyn M. Pindell Living Trust

Central Carolina
Community Foundation

Charity Gift Certificates

Coughlin and Gerhart, LLP

CustomInk Campaigns

Fidelity Charitable Gift Fund

FirstGiving

Gebelein Foundation

Gill's By The Bay

Greater Kansas City
Community Foundation

Hayward Tyler, Inc.

HCA Foundation

IBM Employee
Services Center

ING Financial Services, Inc.

J.L.F. Construction, Inc.

Johnson and Johnson
Matching Gifts Program

Kaiser Foundation Health Plan
of the Northwest
Community Giving

KHJC and Partners

KP Law, PC

Madera Sunrise Rotary

Microsoft Matching
Gifts Program

Network for Good

Newtown Middle School

Northwood Auto Plaza, Inc.

O&M Industries

Olympus Corporation
of the Americas

Play for A Cause

Premium Assignment
Corporation

Pulmonary Hypertension
Association

Pura Vida Bracelets

Rabbit Brush Gallery, LLC

Shelburne Players, Inc.

Silicon Valley Community
Foundation (AbbVie
Foundation)

The Hope Marietta Foundation

The Mill Yard (Bracut
International Corporation)

The Pew Charitable Trusts

Thrivent Financial Foundation
for Lutherans

United Health Group
Employee Giving

United Way of Coastal

Fairfield County

United Way of Greater
Philadelphia and Southern
New Jersey

University of California
Los Angeles

VLLMFC

Washington University in
St. Louis

Wells Fargo Community
Support Campaign

SUPPORTERS
(INDIVIDUALS)

Thank you to all of
ACHA'’s donors in
2014. Below is a list of
our donors who gave
$100 and above.

Partner ($10,000-$24,999)
Tony and Denise Garvy
Mr. and Mrs. James Postle

President’s Circle

($1,000-$9,999)

Anonymous

Jamil A. Aboulhosn, MD, and
Julie Kasem

Michael Achiro

Ronny and Judy Altman

Naser M. Ammash, MD

Jerry Boegler and Brian Altman

Stephen J. Brabeck, MD, FACC

Craig Broberg, MD

Anthony Castor, Il

Gail V. Cherochak

Anne Coffmann and
Paul Schmidt

Melody Conway

Christine Courtelis

Kay Deeney

Michelle M. DeRoo

Cheryl Dickins

The Fernie Family

Steven Flier, MD, and
Carol Efron-Flier

Elyse Foster, MD

Kevin Gordon and
Michelle Traeger

Britt Hall

lan S. Harris, MD

Mr. and Mrs. Todd Hinman

Cindy and Richard Huie

Joseph and Kathryn Kay

Scott Klewer, MD

Brian E. Kogon, MD

Richard A. Krasuski, MD

Karen S. Kuehl, MD, MPH

Michael and Abby Landzberg

Ms. and Mr. Karen Liamos

George K. Lui, MD

Lynn S. Machen

Laurie Mark

Margaret P. Martin and
Devon Martin

Mr. and Mrs. John McBeth
Mr. and Mrs. Sean McCarthy
Carl W. Miller
Gail Ober
Alexander Opotowsky, MD, MPH
Martha M. Pauly
Disty Pearson and Phil Zuckerman
Serina and Marlon Rosenbaum
James, Barbara, and
David Ruppel
Arwa Saidi, MB, BCh, FACC
Craig D. Schnuck
Dean, Vicki, Wes, Deana, and
Chelsea Schooler
Faith and Terry Sincich
Paul W. Snider
Margo Steurbaut
Karen Stout, MD, FACC
Heather Abbott Vogel
Marion L. Wachtenheim, MSW
Rosamond P. Warren

Sustainer ($500-$999)
Anonymous (3)
Elahe Amani
Chad and Segen Chase
Mr. and Mrs. Roger Coate
Jeff and Denise Coulter
William R. Davidson, Jr.,
MD, FACC
Dean and Karen Dubey
Mr. and Mrs. William Gammon
Jason E. Ghera
Jonathan N. Ginns, MD
Michelle Z. Gurvitz, MD
Jenne Hickey, RN, BSN
Daphne T. Hsu, MD
David C. Isenberg
Gary Klein
Laurence Kluck
Julie A. Kovach, MD,
FACC, FASE
Christopher P. Learn, MD
Mr. and Mrs. Daniel Leonard
Raymond Leverett
Mr. and Mrs. Dan Majetich
Mr. and Mrs. Adrian McCarthy
Michael E. McConnell, MD
Pam Miner, RN, MN, NP
Robert and Linda Moore
Diane Neff
Lucy and Joe Overgaag
Peggy Powers
Barry Roth
Jeffrey and Allison Stachnik
Ed Syrup
Peter Weilnau
John Whitcomb
Roberta G. Williams,
MD, MACC, FAHA
Ali Zaidi, MD
Alex Zamora, PA-C

Leader ($100-$499)

Anonymous (7)

Anthony and Cindi Aaron

Mr. and Ms. Daniel T. Abazia

Carol Abbott

Mr. and Mrs. R. Achiro

Elizabeth Adams, DO

Lynne Adrian

Mrs. and Mr. Theatta Albert

Donald Alexander

Jane T. Alfieri

Diana Anderson

Eric C. Anderson

Robert D. Antle

James and Kristine April

Joseph Arthur

Patricia Austin

Abbey Ayanian

Mr. and Mrs. David Ayers

Wais Azami

Stephen Back

Nancy Bangel

Candice Barnett

Barry Barth

Laurie Bennett

Marjorie Bernstein

Winston and Michelle Black

Peter Bleyer

Elizabeth Hastings Block

Mr. and Mrs. Bob Britt

Pamela J. Brown

Rhonda Brown

Glenda Browning

Stephania Bunka

Mr. and Mrs. David Bunte

Darcy Burbage

James Butler

Alissa J. Butterfass

The Calamari Family

Sandra Canepa-Swan and
David Swan

James Capparelli

Ken and Jo Catoe

Pamela C. Charlesworth

Tanka and Kelly Chase

Mr and Mrs. John Chester

Mr. and Mrs. Howard Cohen

Lisa Ann Comes

Mr. and Mrs. Gregory Conners

Stephen C. Cook, MD, FACC

Thomas L. Cox

Stephen Crumb, DNP

The Cusson Family

Marie-France Cyr

A. M. Damas

Robert and Sharon Davis

Barbara De Maria

Clare V. Deeney

Claire DeLabar

Rhonda DePuy

Urmi and Rajesh Desai

Mr. and Mrs. Bruce Diamond

Mr. and Mrs. Mark Dias

Dorothy J. Dickoff

Jessica and Anthony DiGiovanni

Mr. and Mrs. Jeff Domanski

Janyce Doss

Larry Doss

Alan W. Draper

Roman Druzyagin

Lenore Duchnowski

Geoffrey and Ruth Duffine

Donna K. East

Karen and Howard Ebersman

Kristina Eichhorn

Maureen Eisenberg

Tom and Karen Elfers

Denise Faught

Susan M. Fernandes, MPH, PA-C

Robert Fernie

Mark Foote

Mary Anne Forrester

Joseph Fortune

Robert J. Furce

Seana and lke Gallagher

Mr. and Mrs. Marland Gammon

Mr. and Mrs. Howard Gardner

Brian K. Gaudet

Welton M. Gersony, MD

Mr. and Mrs. Anthony Giancana

Mr. and Mrs. Kevin Gill

Laura L. Goldenschue

Helen Goldstein

Michael Goldstein

Robin A. Goldstein

Marlene and Michael Goodman

Doug and Janice Goransson

Rosemary Graben

Howard Greenawalt

Mr. and Mrs. Gary Greenberg

Mr. and Mrs. Henry Greene

Scott E. Greeson

Karen Gresh

Rhett Guilford

Sidney and Kerin Hansen

Paula Harker

Mr. and Mrs. Dale A. Hauger

Angela and Tom Heigle

John Heinze

Alexander Hildebrand

Barry and Joy Hird

Jesse Hoffmann

Nancy Hoffman

Vicki and Scott Horseman

Abby Howell

Charles B. Huddleston, MD

Kendall Hudson

Betsy Hunt

Marianne B. and R.E. James Hunter

Ted A. Jacobson

Maureen Jepson

Wendy and Alexandra Johnson

Debra Johnson

Jill Jones, RN

Mr. and Mrs. Michael A. Jones

Harlan L. Joseph

Martin and Cheryl Kahn

Nanci Kalamaya

Michael Kammerdiener

Bethany Kannen

Richard Karlson

Jeff and Terri Keck

Jamie Kenningham

Ted and Mary Kay Klein

Adrienne H. Kovacs, PhD

Miriam R. Krause

Asha Krishnaswamy

Mr. and Mrs. Robert Kropp

Norman Landauer

James W. Larson

Keith and Robin Lawson

Kay Ledyard

Dottie M. Lee

Mr. and Mrs. David Leezer

Dr. and Mrs. Ronald and
Eunice Leverette

Kathryn Lew

James R. Lewis

Tracy R. Mace

Judy and Wayne Macktinger

William and Dale Major

Phillip Manger

Connor Marty

Jacquelyn K. Maruhashi

Rakesh and Preetie Mathur

Mr. and Mrs. Robert McBeth

Melinda McFarland

Robert McFarland

Mr. and Mrs. Jon W. McKeeby

Ellen L. McKeon

Kim and Tom McKeon

Thomas and Marren Meehan

Amanda Meier

Barry and Wendy Meil

Mr. and Mrs. David Mellinger

Michael Melstad

Jonathan Mersel

Madeleine C. Meyer, MD, and
Martin J. London, MD

Sharon Meyer

Allen and Sandra Miller

Mr. and Mrs. Henry Miller

Linda S. Miller

Paula Miller

Tabitha Moe, MD

W. Henson and Carolyn Moore

Don and Naomi Morshead
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Mr. and Mrs. Roger Smith
Mr. and Mrs. Stanley Smith
Agnes Sobel
Peggy Sovek
Jeff Stark
Sarah Stevenson
Richard L. Stone
Lawrence and Gayle Stortz
Leo Sullivan-Bashinsky
Jennifer S. Syrup
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complete and accurate donor
information. Please advise us
of any errors or omissions.
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Board Chairperson
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Secretary
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Jerry Boegler**
Potomac, MD

Denise Curcio**
Horsham, PA

Curt J. Daniels, MD
Columbus, OH

Elyse Foster, MD
Mill Valley, CA

Denise Garvy, JD**
Glen Ellyn, IL

Kevin Gordon*
Minnetonka, MN

Jenne Hickey, RN, MSN,
FNP-BC
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Please note: A primary goal of
the ACHA Board is to provide
leadership by those directly
affected by congenital heart
disease.

*indicates an ACHD patient

**indicates a CHD family
member/spouse
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ACHA 7™ NATIONAL CONFERENCE

Our 7th National Conference was held September 5 to 7, 2014, at the Holiday Inn
Chicago Mart Plaza in Chicago, lllinois. A total of 513 patients, family members,
caregivers, healthcare providers, and researchers attended the conference, which
provided a unique opportunity for the entire ACHD community to come together to
interact, learn, and build hope for the future.

The overarching theme was Translating Quality of Care into Quality of Life, and the
conference offered three overlapping tracks that met separately and together in
plenary sessions.

® The Patient/Family Conference offered attendees the chance to learn
about managing their disease and related conditions from top national CHD
specialists,as well as a unique opportunity to give and receive peer support
from others affected by these rare conditions.

® The Research Symposium brought together international CHD researchers,
clinicians, patients, and families to address issues in improving outcomes and
quality of life; 32 abstracts were presented.

® The Health Professionals Conference allowed healthcare providers with
a primary focus in ACHD to strengthen their skills and learn about new
strategies for helping their patients.

There was plenty of fun, social and networking time to be had at the conference, too!
Attendees were able to mingle with others at roundtables, meals, the exhibit hall,

ACHA Gala, bus trip to Navy Pier, and more.
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Chair
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Brigham and Women’s Hospital

Vice Chair
Jamil Aboulhosn, MD
Ahmanson/UCLA Medical Center

MAB BOARD MEMBERS
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Columbia University Medical Center
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Harvard Medical School
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University of California

Joseph D. Kay, MD
University of Colorado at Denver

Yuli Kim, MD
University of Pennsylvania

Scott Klewer, MD
University of Arizona

Richard Krasuski, MD
Cleveland Clinic

Brian Kogon, MD
Emory University

Karen S. Kuehl, MD, MPH
Children’s National Medical Center
Washington Hospital Center

George Lui, MD
Stanford University Medical Center

Michael McConnell, MD
Emory University

Alison K. Meadows, MD, PhD
University of California,
San Francisco

Pamela D. Miner, NP
Ahmanson/UCLA Medical Center

Alexander Opotowsky, MD
Boston Children’s Hospital/
Brigham and Women'’s Hospital

Disty Pearson, PA-C
Boston Children’s Hospital/
Brigham and Women’s Hospital

Marlon Rosenbaum, MD
Columbia University Medical Center
Presbyterian Hospital

Ronen Rozenblum, PhD, MPH
Brigham and Women'’s Hospital
Harvard Medical School
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University of Florida

Michael Singh, MD
Boston Children’s Hospital/
Brigham and Women’s Hospital

Karen Stout, MD
University of Washington
Seattle Children’s Hospital

Jennifer Ting, MD

Penn State Heart & Vascular
Institute
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Medical Center

Ali Zaidi, MD
Nationwide Children’s Hospital/
The Ohio State University

EMERITUS

William R. Davidson, Jr., MD
Penn State Heart & Vascular
Institute

Milton S. Hershey

Medical Center

Elyse Foster, MD
University of California,
San Francisco, CA

Welton M. Gersony, MD
New York-Presbyterian Hospital

Thomas P. Graham, MD
Vanderbilt Children’s Hospital

David J. Sahn, MD
Oregon Health & Science University

Jane Somerville, MD

Royal Brompton Hospital

Imperial College School of Medicine
London, UK
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University of Southern California
Children’s Hospital Los Angeles

Carole A. Warnes, MD
Mayo Clinic, Rochester, MN

Gary D. Webb, MD

The Heart Institute at
Cincinnati Children’s Hospital
Medical Center

INTERNATIONAL ADVISORS
Luis Alday, MD, MACC

Air Force Hospital and Sanatorio
Allende, Argentina

Jack M. Colman, MD
Toronto General & Mount
Sinai Hospitals
University of Toronto
Toronto, Canada

Michael A. Gatzoulis, MD, PhD
Royal Brompton Hospital

Imperial College School of Medicine
London, UK

Paul Khairy, MD, PhD

Montreal Heart Institute/
University of Montreal

Boston Children’s Hospital/
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Adrienne Kovacs, PhD
Toronto General Hospital
University of Toronto
Toronto, Canada
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McGill University Health Center
Montreal, Canada
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University Hospitals Leuven
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Academic Medical Center
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Center Japan
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