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HISTORY, BACKGROUND & MISSION

CONGENITAL HEART DEFECTS— 
THE COUNTRY’S #1 BIRTH DEFECT

Almost one out of every 100 babies is born with 
a congenital heart defect, an inborn problem 
with the heart’s structure. Many heart defects are 
life-threatening and require surgical intervention 
in childhood. Thanks to medical progress, today 
more than 90% of children receive successful heart 
defect treatment and live to adulthood. There are 
now more than 2 million adults and children in the 
United States living with repaired and unrepaired 
congenital heart defects, and for the first time in 
history there are more adults than children living 
with congenital heart disease. The number of 
adults is growing rapidly as patients born with 
previously fatal conditions reach adulthood.

ADULT CONGENITAL HEART DISEASE— 
A NEW AND NEGLECTED CHRONIC DISEASE

Even the best congenital heart repairs are not a 
cure for congenital heart disease. All survivors 
of childhood heart repair risk developing 
new problems as they age. Many will need 
re-operations and/or transplant, and death and 
disability rates rise dramatically by age 30.  
Since most adult cardiologists are untrained in 
their anatomy and unique needs, expert guidelines 
state that at least half of all survivors should 
receive lifelong monitoring from specially-trained 
adult congenital heart specialists. In repairing 
heart defects, doctors have created a chronic 
disease: adult congenital heart disease. Patients 
often perceive themselves as “fixed,” and most are 
not aware of their risks of new challenges as they 
age. Research reports that up to 50% of families 
stop seeking cardiac care for their children by age 
13, and fewer than 10% of adults currently receive 
recommended special care. 

THE ADULT CONGENITAL HEART ASSOCIATION—
THE FUTURE OF CONGENITAL HEART DISEASE

A major triumph of 20th century medicine was 
keeping “blue babies” alive. But now we face 
a new challenge—to ensure that every baby 
born with congenital heart disease continues to 
thrive throughout their lifespan, not just to age 
18. At ACHA, we believe that change starts with 
educating patients and families to take charge of 
their own needs. ACHA was founded in 1998 by 
two congenital heart patients and their families. 
Today, we carry on this legacy and continue to 
grow as the only nonprofit organization that offers 
support to adults with congenital heart disease. 
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As the Adult Congenital Heart Association’s leaders, it gives us great pride to 
announce the publication of our 2012 Annual Report. This report outlines the 
full array of the year’s exceptional accomplishments, and offers comprehensive 
information on ACHA’s funding and fiscal well-being. We hope that as you 
read it, you share our pride in the many ways that ACHA helped congenital 
heart patients thrive throughout 2012.

This year brought two major national milestones for the congenital heart 
community. In the fall, the Centers for Disease Control and Prevention funded three 
pilot data collection projects to investigate the health of adolescents and adults 
living with congenital heart disease. Since 2005, ACHA supporters throughout the 
country have called, written, and visited their lawmakers to educate them about 
the lifelong impact of congenital heart disease and the urgent need for more 
research and resources. The $2 million in Congenital Heart Futures Act funding 
that made these projects possible was the direct result of this community effort.

The second major national milestone was the American Board of Internal 
Medicine’s approval of a new medical subspecialty in adult congenital 
heart disease. ACHA first endorsed the creation of such a certification 
system in 2001, as a response to the challenges we saw our members face 
finding doctors capable of caring for their uniquely complex hearts. In 
2005 we began assisting the American College of Cardiology to get this 
new subspecialty created and approved. The heartbreaking and powerful 
testimony submitted by our members helped make this new certification a 
reality despite the strong national trend towards cost-cutting and away from 
subspecialty care. 

In 2012, ACHA also saw a major organizational milestone, in that for the first 
time our membership surpassed 10,000. More than 900 of these members 
watched an educational webinar and more than 600 received direct, personal 
assistance from our ACHA member services staff and trained Heart to Heart 
Ambassadors. Each of these activities, and every activity outlined in this 
report, was made possible thanks to the tireless efforts of the ACHA staff and 
volunteers, and the generosity of supporters like you.

Thank you for your support,

Amy Verstappen, President & CEO	 Peggy Powers, Board Chair

Message from 
Leadership

Amy Verstappen 
President & CEO

Sitting (left to right): Public Policy Manager Amy Basken, Communications 
Manager Terri Schaefer, Member Services Manager Paula Miller and 
Finance Manager Marie-France Cyr.

Standing (left to right): Education and Outreach Manager Ruth Phillippi, 
Research Manager Ann Gianola, President and Chief Executive Officer  
Amy Verstappen, Chief Operating Officer Tim Clair, Events and Development  
Coordinator Jennifer Hotsko, Development Manager Jessica Phelan, Data 
Management Assistant Bridget McDugall and Administrative Assistant 
Christine Sullivan. Photo courtesy of Carryn M. Golden.

Peggy Powers 
Board Chair
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NATIONAL CONGENITAL HEART 
LOBBY DAY

More than 75 advocates gathered in Washington, 
DC, on March 1 for this incredible opportunity 
to talk to their lawmakers about congenital heart 
disease (CHD). Hosted by the Adult Congenital 
Heart Association (ACHA) and Mended Little 
Hearts (MLH), this annual event brought together 
patients, family members, medical professionals, 
and supporters from across the country to connect 
with more than 100 legislative offices.

This year’s message rang loud and strong. We 
took time to celebrate the tremendous success 
we have seen from our past efforts and used that 
energy to continue to motivate our Members of 
Congress to do more! At Lobby Day 2012, we 
asked our lawmakers to: 

❤ �Provide funding to the Centers for Disease 
Control and Prevention (CDC) to support data 
collection to better understand CHD prevalence 
and assess the public health impact of CHD. 

❤ �Support the National Heart, Lung, and Blood 
Institute’s efforts to expand research targeted to 
the diverse lifelong needs of individuals living 
with CHD. 

❤ �Join the Congenital Heart Caucus. 

LIFELONG SURVEILLANCE OF 
CONGENITAL HEART DISEASE 
INITIATIVE

ACHA has been working closely with strategic 

partners to help define the surveillance needs and 

strategies for the adult congenital heart population. 

Surveillance allows us to collect data to make 

informed decisions about CHD needs and services, 

to help develop and evaluate treatment strategies, 

and to inform patients about available services 

and clinical research studies. The 2012 federal 

budget appropriated $2 million to the CDC for 

CHD surveillance, as outlined in the Congenital 

Heart Futures Act. We are thrilled to report that 

this money was used to provide three grants 

supporting pilot projects to develop adolescent and 

adult surveillance strategies. In addition, the CDC 

hosted an expert meeting where federal agencies, 

researchers, medical professionals and patient 

advocates, including ACHA, gathered to provide 

recommendations for public health research 

priorities related to CHD.

CONGRESSIONAL CONGENITAL 
HEART CAUCUS

February 2012 saw the formation of the 
Congressional Congenital Heart Caucus, 
initiated by ACHA advocacy efforts. This caucus 
is 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. We are grateful 
to Congressman Gus Bilirakis, who serves as the 
founding chairperson of this caucus.

Advocacy 
Activities
ACHA is the only organization dedicated to advocating on behalf of those with 

congenital heart defects across the lifespan. As a key player in the successful 

future of those living with CHD, ACHA partners with lawmakers and federal 

agencies in efforts to improve and prolong the lives of those with CHD.

2012 ACHA Accomplishments

Congenital Heart Lobby 
Day participants prepare 
to hit the Hill to talk to 
their lawmakers about 
congenital heart disease.
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$2M

SOCIAL SECURITY DISABILITY  
AND COMPASSIONATE  
ALLOWANCE PROGRAM

ACHA has advocated tirelessly for affordable care 
for adults with CHD. Compassionate Allowances 
(CAL) are a way of quickly identifying diseases 
and other medical conditions, allowing Social 
Security to target the most obviously disabled 
individuals. In December 2012, the CAL program 
commemorated the milestone of reaching 200 
CAL conditions. ACHA was thrilled to participate, 
representing the seven different congenital heart 
diagnoses added to this list in 2012.

CONGENITAL HEART PUBLIC  
HEALTH CONSORTIUM

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. We are 

pleased to have representation on the steering 

committee, executive committee and several 

subcommittees, including chairperson of the 

public policy committee.

CONGENITAL HEART WALK

In its fourth year, the Congenital Heart Walk continued to 
bring together thousands of children, adults, and families to 
unite to fight CHD. More than 8,000 walkers raised more 
than $1 million in 23 locations across the United States from 
Boston to Los Angeles and Rio Grande Valley to Columbus. 

The Congenital Heart Walk is an ongoing national effort 
between ACHA 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!

Photo courtesy of Kim Pace Photography.
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In 2012, $2 million was appropriated to the CDC for 
CHD funding.

Seven new congenital heart-related 
diagnoses were added to the Compassionate 
Allowance Program.

More than 75 advocates gathered in Washington, 
DC, on March 1 to connect with more than 100 
legislative offices about congenital heart disease.

(Left to right) ACHA Member Andrew Paukstitus, 
ACHA Board of Directors Member Martha 
Pauly, former Commissioner Michael J. Astrue, 
and ACHA Member Services Manager Paula 
Miller celebrate Social Security reaching 200 
Compassionate Allowances conditions. ACHA 
represented the seven different congenital 
heart diagnoses added to this list in 2012. 
Photo courtesy of Alan Whatley, Social Security 
Administration.

Thank you for your advocacy 
for people with congenital 
heart defects, and for making 
educational opportunities 
possible. It gives me hope.
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What hurts the most  
and what brings us  
the most fear in life — 
like my CHD — also  
makes us the strongest  
and makes us want  
to fight and move on. 

It is what drives us to push 
forward and defeat our 
demons that turn our scars 
into insight.  

A D U L T  C O N G E N I T A L  H E A R T  A S S O C I A T I O N  2 012  A N N U A L  R E P O R T
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2012 ACHA Accomplishments

HEART TO HEART AMBASSADORS (1)

ACHA expanded both the number of Ambassadors  
and the Ambassadors’ reach and impact. Ten new 
Ambassadors were trained in 2012, bringing the 
total to 41. Along with ACHA member services 
staff, Ambassadors offered more than 600 
ACHA patient and family members personalized 
information and support. 

LIFELONG CARE CAMPAIGN 

In partnership with MLH, ACHA has launched this 
campaign to share a carefully-crafted message on 
the lifelong journey of CHD by specially trained 
H2H Ambassadors. Nine Ambassadors were 
trained to be speakers in the Lifelong Learning 
Speaking Program. First demonstrated at the MLH 
National Leadership Conference in May 2012, 
the initial launch was held in Richmond, VA, with 
the MLH Central Virginia chapter. There are at 
least 10 more sessions across the United States 
scheduled for 2013. ACHA continues to distribute 
two brochures on the need for lifelong special 
care in CHD, targeting parents and adult patients.

OUTREACH

ACHA staff members participated and exhibited 
at a number of conferences and venues throughout 
2012, ranging from a conference for pediatric 
and congenital cardiologists in Orlando, FL, to 
an international symposium on ACHD in Toronto, 
Canada and a CHD awareness quilt show in 
Cherry Hill, NJ. ACHA also connected with our 
members through storytelling opportunities on 
social media. We surveyed our patient/family 
members to identify what educational topics, 
modes of learning, and kinds of interaction are 
most valued or desired. 

This year, ACHA also began work with a 
communications firm on public relations and other 
methods to further spread the word about our 
organization and the important issues we address.

PROVIDER ACTION FOR TREATING 
CONGENITAL HEARTS (PATCH) (2) 

In partnership with the American College of 
Cardiology (ACC), PATCH aims to engage and 
educate community and general cardiologists 
by increasing awareness of the ACC/American 
Heart Association care guidelines, increasing 
general cardiologists’ awareness of when referral 
to an ACHD provider is needed, plus increasing 
collaboration between ACHD and non-ACHD 
healthcare providers in order to promote and 
provide high-quality ACHD care to patients around 
the country. To learn more about PATCH, please visit 
www.patchheartprogram.org. 

ACHA DISCUSSION FORUM

A benefit of ACHA membership is the ability  
to participate in the online Discussion Forum.  
More than 7,800 members have access to this 
forum as a means to discuss issues with other 
members in the ACHA community and to provide 
and receive support in a moderated and safe 
environment. There are more than 900 topics  
and 90,000 posts. 

ONLINE AND PRINTED MATERIALS

ACHA provides its members with resources 
for specific congenital heart defects as well as 
associated medical conditions and common 
psychosocial issues. Literature on topics such 
as pulmonary hypertension, quality of life and 
CHD, and transposition of the great arteries was 
added to our growing educational library. These 

educational pieces, as well as the lifelong care 
brochures, ACHA general brochure, fact sheet, 
and other materials, can be downloaded from the 
ACHA website. Other printed materials that were 
new in 2012 included:

YOUR DONATION IN ACTION CARD (3)

This piece is used to share the impact of ACHA 
donor support. One side features an infographic 
explaining how different donation amounts support 
ACHA’s mission and on the other side, the card 
showcases a photograph and CHD story of one of 
our members. 

INVEST IN YOUR CHILD’S FUTURE CARD (4)

This postcard is used at Congenital Heart Walks 
and other gatherings of parents of children with 
CHD. Its intent is to promote ACHA membership, 
as well as remind parents of the lifelong nature 
of CHD—they cannot wait until age 18 to begin 
thinking about and planning their child’s future as 
an adult with CHD. 

AMBASSADOR MATERIALS (5)

Two new Ambassador-specific printed materials 
were developed and distributed in 2012: a postcard 
directed to patient/family members that describes 
ACHA H2H program offerings (including the 
Ambassadors) and a one-page flyer about the 
H2H Ambassador Program directed to medical 
professional members. 

WEBSITE

The ACHA website, www.achaheart.org, serves 
as the main online portal for information, and 
there were more than 96,000 visits to the website 
in 2012. This included more than 52,000 unique 
visitors, accounting for nearly 295,000 pageviews. 

Heart to Heart 
Activities
The ACHA Heart to Heart (H2H) Program provides education and support to patients and families 

in a variety of ways. For instance, all new patient and family members receive a membership 

welcome kit that includes a personal health passport and travel directory. In addition, each new 

member receives an e-mail from the Member Services Manager welcoming them to ACHA and 

encouraging them to become involved. 
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ACHA BLOG

The ACHA Blog continues to be one of the most 
popular parts of the ACHA website; in 2012 we 
published 140 posts from more than 15 bloggers, 
which were viewed approximately 45,000 times. 
ACHA bloggers post on a variety of topics relevant 
to the CHD community, and included posts such 
as “An Open Letter to ACHD Cardiologists,” “This 
CHD Patient Will Marry You for Your Health 
Insurance,” and “The Art of Coping.” 

FACEBOOK PAGE 

ACHA’s Facebook page, updated regularly, 
offers a spot for quick updates and interactivity 
for people who “like” ACHA. Facebook 
membership increased steadily through the 
year, from 1,905 people in January to 2,793 
by year’s end—an increase of 46%. Visit the 
ACHA Facebook page at www.facebook.com/
AdultCongenitalHeartAssociation.

E-MAIL COMMUNICATIONS 

Our e-newsletter, ACHA Update, is regularly sent 
once a month to all ACHA members who have 
provided an e-mail address. It includes a leadership 
letter from the ACHA President and CEO, plus 
news updates. In addition, ACHA members receive 
other announcements via e-mail, such as webinar 
reminders. Members who have requested it also 
receive targeted advocacy e-mail updates.

TRAVEL DIRECTORY 

In collaboration with the International Society of 
Adult Congenital Heart Disease (ISACHD), ACHA 
continued to offer a print listing of CHD services 
to include 100+ national and international sites 
capable of providing emergency ACHD care to 
CHD patients. In 2012, the redesigned 6th annual 
edition of the directory was made available to our 
membership and distributed at outreach events 
including Congenital Heart Walks. 

ACHD PROGRAM DIRECTORY 

Also in collaboration with ISACHD, ACHA 
continued to offer an online listing of more 
than 110 ACHD clinics in the United States and 
Canada; the directory continues to be the only 
resource of its kind available in the United States. 
The directory is the most frequently visited online 
ACHA resource. The programs in our directory 
with updated data have been operating for an 
average of 12 years and 90 clinics host weekly 
or monthly patient programs. In addition, the 
clinics span across North America, from Honolulu, 
Hawaii, to St. John’s, Newfoundland, Canada—
over 7,000 miles apart!

ACHA WEBINAR PROGRAM

The ACHA webinar series continues to educate 
CHD patients and families by presenting webinars 
on various interesting and timely topics. More than 
900 individuals attended 16 different webinars in 
2012. National experts spoke on topics such as 
Eisenmenger syndrome, anxiety and depression, 
aging with congenitally corrected transposition of 
the great arteries, and Social Security Disability 
and the Compassionate Allowances Program. 
Online views of archived webinars in 2012 totaled 
2,941. Webinar flyers are also available for 
medical professionals. By scanning the QR code 
on the flyers, their patients can register for the 
webinar from their smartphone.

My Ambassador gave me information 
that you can only get from someone 
who went through what ACHD patients 
go through. The Ambassador program 
gives you insight into what you can 
expect with a future surgery, or gives 
you encouragement during recovery.

(4) (5)

(1) (2) (3)
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I was born with  
CHD, I had  
surgeries for it —  
but I do not let  
CHD rule my life.

A D U L T  C O N G E N I T A L  H E A R T  A S S O C I A T I O N  2 012  A N N U A L  R E P O R T
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2012 ACHA Accomplishments

REACH PROJECT

Awarded by the National Institutes of Health 
in 2010, the Research Empowerment in Adult 
Congenital Heart (REACH) Disease study* 
allowed ACHA to collaborate with the Alliance 
for Adult Research in Congenital Cardiology 
(AARCC) to create the IT, data-sharing, 
education, and oversight tools necessary for a 
patient-driven, national adult congenital heart 
disease research network using a CHD-specific 
data tool called CONGENERATE. A national 
REACH resource center was established at 
ACHA that provides a toolkit to assist in making 
CONGENERATE available as a free download  
to all interested ACHD programs. 

CONGENERATE HEALTH  
IT INITIATIVE 

CONGENERATE (CONGENital Evaluation, 

Reporting, And Tracking Endeavor) is an 

ACHD-specific tool for data-sharing, ACHD 

program management, and quality improvement, 

plus an electronic health record (EHR) customized 

for CHD patients and their healthcare providers. 

The goals of this tool are to help ACHD doctors 

track the information most important to keep their 

special patients healthy, make possible electronic 

access to records wherever and whenever needed, 

and to make it easier for ACHD researchers in 

different hospitals to pool information. As part 

of the REACH project, in the first data pull of 

2,161 patients, the population sampled was 

predominantly female, Caucasian/non-Hispanic 

and nearly two-thirds of patients had moderate 

or severe congenital heart disease. This is the first 

study to report the application of a tailored clinical 

research information system for ACHD. 

HEART-ACHD STUDY

The Health Education and Access Research 

Trial in Adult Congenital Heart Disease (HEART-

ACHD) study,** in collaboration with AARCC, 

surveyed more than 900 new patients at 11 

U.S. ACHD centers on gaps in cardiac care, 

knowledge of their condition, and interest in 

participating in research. Results show that ACHD 

patients often have lapses in cardiology care but 

they were able to improve gaps in knowledge 

about their heart disease with a simple 

educational intervention. Subjects also showed a 

greater understanding of the process of medical 

research and expressed interest in future research 

participation. These results, presented at both 

ACC and AHA Scientific Sessions, plus included 

in two manuscripts submitted for publication, 

provide a framework for developing strategies to 

decrease lapses and barriers in care in the adult 

congenital population.

*	 The project described was supported by Award Number 

1RC4HL104831 from the National Heart, Lung, and 

Blood Institute. The content is solely the responsibility of 

the authors and does not necessarily represent the official 

views of the National Heart, Lung, and Blood Institute or 

the National Institutes of Health.

**	The project described was supported by Award Number 

R03HL096135 from the National Heart, Lung, and Blood 

Institute. The content is solely the responsibility of the 

authors and does not necessarily represent the official 

views of the National Heart, Lung, and Blood Institute or 

the National Institutes of Health.

Research 
Activities
Currently there is a severe shortage of research on demographics and long-term 

outcomes in congenital heart disease. ACHA promotes ACHD research by 

co-sponsoring research initiatives and advocating for the development of a 

national ACHD registry.
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CLINICIANS’ PERSPECTIVES  
ON PATIENT-SATISFACTION  
IN ADULT CONGENITAL  
HEART DISEASE CLINICS

In collaboration with researchers at Harvard 

University and McGill University Health Center, 

this study aimed to analyze ACHD professionals’ 

awareness of patient satisfaction and attitudes 

toward patient expectation. Additionally, we 

intended to determine if ACHD professionals 

receive and utilize training or a structured 

interventional program to manage patient 

expectations and improve satisfaction. Preliminary 

results from more than 250 providers were 

presented at scientific sessions in both the United 

States and Canada and a manuscript detailing  

our findings was submitted for publication.

900

2,161 patients participated in the first data pull of 

the REACH project, one goal of which is to help ACHD 

doctors track the information most important to keep 

their special patients healthy.

More than 250 providers participated in  

a study to analyze ACHD professionals’  

awareness of patient satisfaction and attitudes  

toward patient expectations. 

900 new patients took part in the HEART-ACHD 

study, the results of which provide a framework 

for developing strategies to decrease lapses and 

barriers in care in the adult congenital population.

ACHD SUBSPECIALTY APPROVED

In December 2012, the American Board of Medical Specialties announced the 
creation of a new medical subspecialty in adult congenital heart disease! ACHA 
is proud of this important step, which responds to the need for more cardiologists 
capable of caring for adult congenital heart health challenges. After more than 
ten years of planning, this new training pathway will require ACHD specialists 
to first complete either pediatric or adult cardiology training, and then receive 
two additional years of ACHD training. This groundbreaking new medical 
subspecialty will ensure there are enough physicians with appropriate training  
for the more than 2 million Americans now living with CHD.

I almost dropped over when I heard 
your message that perfect repairs 
could become not-so-perfect. Never 
had a clue, even when my non-ACHD 
cardiologist told me last spring that 
he saw a ‘thickened heart wall’ in my 
echo. I hope to find an ACHD team 
sometime soon. However, please  
know, you may have saved, if not 
prolonged, my life, and I will never 
forget your message.
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Living with CHD  
creates a sense of 
empowerment to  
face adversity,  
humbles you to be  
thankful for the  
littlest of things,  
and builds strength  
from weakness. 

A D U L T  C O N G E N I T A L  H E A R T  A S S O C I A T I O N  2 012  A N N U A L  R E P O R T
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2012 By the Numbers
FISCAL YEAR ENDED DECEMBER 31, 2012 (IN USD)

PUBLIC SUPPORT & OTHER REVENUE 2012 2011

Contributions $887,461 $668,644

Grants $625,712 $436,000

Contract $87,952 $105,070

Dues $20,737 $16,183

Programs & Events (conference, publications)1 $2,646 $119,098

Other (merchandise, interest) $1,289 $1,347

Subtotal Revenue $1,625,797 $1,346,342

Prior Year Revenue Reserved For This Year $481,122 $227,907

Total Public Support and Other Revenue (Gross) $2,106,919 $1,574,249

Revenue Restricted For Next Year $826,808 $481,122

Total Public Support and Other Revenue (Net) $1,280,111 $1,093,127

EXPENSES 2012 2011

Education/Outreach $823,641 $613,388

Research $101,599 $175,123

Advocacy $49,481 $51,292

Fundraising $158,907 $105,481

Administration $146,483 $147,843

Total Expenses $1,280,111 $1,093,127

EXPENSES, STRATIFIED 2012 2011

Congenital Heart Walks $283,819 $154,518

Patient/Family Services $144,771 $84,804

Outreach Activities $137,775 $101,010

Meetings/Educational Events $108,834 $32,580

Ambassadors Program $102,668 $67,698

Research $101,599 $175,123

Advocacy Activities2 $49,481 $18,712

Medical Professional Services $45,775 $ 0

Patient/Family Conference1 $0 $205,358

Total Program $974,721 $839,803

Fundraising $158,907 $105,481

Total Fundraising $158,907 $105,481

Strategic Planning & Professional Development $78,221 $58,652

Administration $68,263 $89,191

Total Management $146,484 $147,843

Total Expenses $1,280,111 $1,093,127

1  Includes our Sixth Annual Conference in 2011.
2  In 2011, we planned a smaller Lobby Day to target specific Members of Congress.

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.

MEMBERSHIP REPORT AS OF DECEMBER 31, 2012

• Patient/Family Members

• Professional/Trainee Members

03,0006,0009,00012,000

2011

2012

8,635

9,913

1,287

1,347

9,922

11,260

7,553

6,203

5,165

3,401

1,224 6,329

1,002 5,201

955 4,210

551 2,850

2010

2009

2008

2007
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EXPENSES

• CONTRIBUTIONS 55%

• GRANTS 39% 

• CONTRACT 5% 

• DUES 1%

• PROGRAMS & EVENTS <1%

• OTHER <1%

• CONGENITAL HEART WALKS 29%

• PATIENT/FAMILY SERVICES 15%

• OUTREACH ACTIVITIES 14%

• MEETINGS/EDUCATIONAL EVENTS 11%

• AMBASSADORS PROGRAM 11%

• RESEARCH 10%

• ADVOCACY ACTIVITIES 5% 

• MEDICAL PROFESSIONAL SERVICES 5%

• TOTAL PROGRAMMING 76%

• TOTAL FUNDRAISING 12%

• TOTAL MANAGEMENT 12%

PUBLIC SUPPORT  
& OTHER REVENUE 

2-YEAR COMPARISON, 2011–2012: 
PUBLIC SUPPORT AND OTHER REVENUE

Contributions Dues Programs  
& Events

Grants

• 2012

• 2011

Contract

$0

$500,000

$250,000

$1,000,000

$750,000

2-YEAR COMPARISON, 2011–2012: 
EXPENSES

Education/
Outreach

Research

• 2012

• 2011

Advocacy Fundraising Administration

$0

$250,000

$500,000

$1,000,000

$750,000

PROGRAM 
EXPENSES

A D U L T  C O N G E N I T A L  H E A R T  A S S O C I A T I O N  2 012  A N N U A L  R E P O R T
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2012 MEDICAL 
PROFESSIONAL 
MEMBERS
JANUARY 1, 2012— 

DECEMBER 31, 2012

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 2012. 

Anonymous
Lubabatu Abdurrahman, MD
Elizabeth Adams, DO
Mohamad K. Al-Ahdab, MD
Luis E. Alday, MD
Steven W. Allen, MD
Naser M. Ammash, MD
Jillian Angiulo
Gerald Angoff, MD
Erle Austin, MD
Carl Backer, MD
Leonard L. Bailey, MD
Ford Ballantyne III, MD
Amanda Barlow, MBBS, FRACP, FRCPC
Susanne Bartlett, Ph.D.
Heather Bartlett, MD
Peter Bartz, MD
Audrey Beckman
Stanley Beder, MD
Richard Belin
Farhouch Berdjis, MD
Cecille O. Beyl, MD
Steven Bibevski, MD
Julie Bigner
Kenneth Bloom, MD
Martin Bocks, MD
Wendy M. Book, MD
Craig Broberg, MD
John R. Brownlee, MD
Phillip Burch, MD
Kathleen Byrne, NP
Craig J. Byrum, MD
Christopher A. Caldarone, MD
Thomas E. Carson, MD
Christopher D. Carter, MD
Frank Cetta, Jr., MD
Basaviah Chandramouli, MD
Anthony C. Chang, MD, MBA, MPH
Philip Chang, MD
Nancy A. Chase, MD
Nicholas K. Chee, DO
Patricia Christie, RN, BSN
Eileen M. Cirri, RN, MSJ
Mitzi Clendening
Lynn Colegrove, MBA
Lucas R. Collazo, MD
Jack M. Colman, MD
Edward V. Colvin, MD
Rubin S. Cooper, MD, FAAP, FACC
Lorena Cornwell
Timothy B. Cotts, MD
Jane E. Crosson, MD
Stephen Crumb, DNP
Damien Cullington, MD
Gul Dadlani, MD

William R. Davidson, Jr., MD, FACC
Barbara J. Deal, MD
Joseph A. Dearani, MD
Pedro del Nido, MD
Pamela A. Dennis, RN, CRNFA, MHA
Thomas M. Drew, MD
Kirsten B. Dummer, MD
Ann Dunnigan, MD
Alexander R. Ellis, MD
Lisa Evans, NP
William N. Evans, MD
John Fahey, MD
Susan M. Fernandes, MPH, PA-C
Peter L. Ferrer, MD
Stacy Fisher, MD
Debbie Floyd
William A. A. Foster, MD
Michael D. Freed, MD
Stephanie Fuller, MD
Hrair A. Garabedian, MD
Michael H. Gewitz III, MD
Jonathan N. Ginns, MD
Sarah Goldberg, MD
Steven Goldblatt, MD
Charles Gornick, MD
Miguel Granja, MD
Patricia D. Grant, RN
Peter Gregor, MD, FACC, FACP, FCCP
Peter Gruber, MD, PhD
Pooja Gupta, MD
Anne Hakes, PNP
Joel T. Hardin, MD
Louise Harris, MD
Lopa P. Hartke, MD
Mary Heitschmidt, RN, MS, PhD
James R. Hennessy, MD
Ziyad M. Hijazi, MD
Daphne T. Hsu, MD
Jamie Jackson, Ph.D.
Kathy L. Jackson, MSN
Kathy J. Jenkins, MD, MPH
Richard Jensen, MD
Gregory L. Johnson, MD
Tom Johnson, MD
Walter H. Johnson, Jr., MD
Allen D. Johnson, MD
Maan Jokhadar, MD
Linda Jones
Victoria E. Judd, MD
William A. Kay, MD
Aditya Kaza, MD
Damien P. Kenny, MD
Amber Khanna, MD
Yuli Y. Kim, MD
Nancy H. Klein, RN, BSN, CPN
Scott Klewer, MD
Chad A. Kliger, MD
Diana Knoedel, PA
Brian E. Kogon, MD
Julie A. Kovach, MD, FACC, FASE
Adrienne H. Kovacs, Ph.D.
Kimberly Koyanagi, NP
Richard A. Krasuski, MD
Brandon Kuebler, MD
Michael Kuhn, MD
Damon Kwan, MD
John R. Lane, MD
Rhonda S. Lappen, MD
Ranae Larsen, MD
Christopher P. Learn, MD
Sam M. Lee, MD
Lynette W. Lissin, MD
Jamie L. Lohr, MD
George K. Lui, MD
Teresa A. Lyle, RN, MN, CPNP
Andrew S. Mackie, MD, SM, FRCP

Anthony Magalski, MD
David J. Malenka, MD
Robert A Mangano, MD
Ariane Marelli, MD, FRCP(C), FACC
Larry W. Markham, MD
Cindy Martin, MD
Richard Martinez, MD
G. Paul Matherne, MD
Celeste A. Mausolf, RN, BSN, MBA
Thomas S. Maxey, MD
Elizabeth Maxey-Walsh, BSN
Doff B. McElhinney, MD
Alison Knauth Meadows, MD, PhD
Victor Menashe, MD
Sara Meslow
Lindy Moake, PCCNP
Tabitha Moe, MD
Patricia Moreland, DNSc
William R. Morrow, MD
Nicholae Mugur, MD, FRACP
Kevin M. Mulhern, MD
Daniel J. Murphy, Jr., MD
Teimour Nasirov, MD
Michelle J. Nickolaus, CRNP
Jeremy Nicolarsen, MD
Jo Ann Nieves MSN, CPN, ARNP-BC
Jacqueline A. Noonan, MD
Mark Norris, MD
David G. Nykanen, MD
Erwin Oechslin, MD
Alexander Opotowsky, MD, MPH
Kshamaya Panchamukhi, MD
Brittney Patterson-Lazzaro, APRN
Joseph K. Perloff, MD
James C. Perry, MD
Scott Pilgrim, MD
Theresa Plaster, RN
Gail Prokop, APN
Edward Rhee, MD
Donna Rhoden, MD
Donald A. Riopel, MD
Roslyn Rivera
Justin Roberts
Diane Rosiene, LSW
Carlos E. Ruiz, MD, Ph.D.
Hyde M. Russell, MD
David J. Sahn, MD
Arwa Saidi, MB, BCh, FACC
Garrett Sanford, MD
Charlie J. Sang, Jr., MD
John Schatz, MD, FACC, FSSCAI
Ms. Renee M. Schnug, CNP
Deborah Schutte, MD
Anne-Marie Senan
Sangeeta Shah, MD
Anjan M. Shah, MD
Steven Shayani, MD, FACC, FASNC
Frederick Sherman, MD
Helayne Sherman, MD, PhD
Mary-Ellen Siegel, MSW, LCSW
Lynn M. Simko, Ph.D., RN, CCRN
Harsimran S. Singh, MD
David J. Skorton, MD
Amy Smith
Beverly Smulevitz, BS, RDCS, RVS
Robert J. Sommer, MD
Christian Spies, MD
Thomas L. Spray, MD
Raymond Stainback, MD, FACC
Joanne P. Starr, MD
Laurel Stein
Herbert Stern, MD
Patricia Stoll
Barbara L. Sullivan, NP
Eric Svensson, MD
Jill Swinning, RN, MS, ACNS-BC

A. Jamil Tajik, MD
Masato Takahashi, MD
Nikola Tede, MD, FAAP
Linda B. Tiernan, MD
Jennifer Grando Ting, MD
Marty A. Tomlin, RN, CNP
Andrea Torzone, RN
Mark D. Townsend, MD
Bhavya Trivedi, MD
Shane Tsai, MD
Anne Marie Valente, MD
Suneetha Venkatapuram, MD
Patricia Vessels-Ferazzi, RN
Juan Villafane, MD
Marion L. Wachtenheim, MSW
Gary D. Webb, MD
Catherine R. Weinberg, MD
Allison Widlitz
Roberta G. Williams, MD, MACC, 	
	 FAHA
Park W. Willis IV, MD
Xuguang Yang
Angela Yetman, MD
Michael Yeung, MD
James Zager, MD
Jerel M. Zoltick, MD

SUPPORTERS
JANUARY 1, 2012— 

DECEMBER 31, 2012

BUSINESSES, 
ORGANIZATIONS AND 
FOUNDATIONS
Platinum ($100,000+)
Actelion Pharmaceuticals US, Inc.

Gold ($50,000–$99,000)
Edwards Lifesciences Corporation
Medtronic Foundation

Silver ($10,000–$49,999)
Gilead Sciences Inc.
James S. Wong Private Foundation
Meil Family Foundation
St. Jude Medical Foundation
The Nararo Foundation
Vegetable Juices, Inc.

Bronze ($1,000–$9,999)
AstraZeneca LP
BAE Systems Matching Gift Program
Children’s Heart Center Nevada
Dell Employee Giving Program
Jewish Communal Fund
Lakeshore Associates
Mended Little Hearts of Binghamton
Richard B. and Jane M. Ray Fund
Silva Auto Group, Inc.

Friends ($999 and below)
Anonymous (3)
A&M Pool Service
Abbott Laboratories
Aetna Foundation
Akron Children’s Hospital
Allevato Architects Inc
American Express Charitable Fund
American Express Foundation— 
	 Employee Gift Matching Program
American Physical Society
Associated Building Wreckers, Inc.
Ball Living Trust
Boston Society of New Jerusalem
BP Fabric of America Fund
Cards for Causes, LLC

Caring Connection
Charity Gift Certificates
ConocoPhillips
Destinations to Explore, Inc
Downingtown Area Educational  
	 Association
DR. 7 LLC DBA John Barleycorn
DST Systems, Inc
EventNext, Inc.
Fidelity Charitable Gift Fund
FirstGiving
GE Foundation
GE United Way Campaign
Gebelein Foundation
Goldfarb Family Fund
GoodSearch
Google
HCA Foundation
IBM Employee Services Center
IGive.com
Kansas Kids Heart Center, PA
KeyBank Foundation
KHJC & Partners
Leonard Rice Engineers, Inc.
Lexis Nexis Cares (Matching  
	 Donations)
MissionFish
Philadelphia Phillies
Reilly Foundation
SalemFive
Salt Cellar Restaurant
Sarfino and Rhoades, LLP
Source Photography
TCA Partners, LLP
The Hope Marietta Foundation
Town of Cary
Town of Franklin Conservation  
	 Commission
Tyco Electronics
UE Admin Association
United Health Group— 
	 Employee Giving
United Way of Southeastern PA
Washington Calibration Inc.
Wells Fargo Community Support  
	 Campaign

SUPPORTERS

INDIVIDUALS

Thank you to all of ACHA’s 
donors in 2012. Below is a 
list of our donors who gave 
$100 and above.

Partner ($10,000–$24,999)
Mr. and Mrs. James Postle

President’s Circle ($1,000–$9,999)
Anonymous
Michael Achiro
Ronny and Judy Altman
Naser M. Ammash, MD
Janice G. Bilbao
Jerry Boegler and Brian Altman
Stephen J. Brabeck, MD, FACC
Anthony Castor, III
Nicholas and Margret Chee
Gail V. Cherochak
Susan Coleman and Mitchell  
	 Freedman
Denise Curcio
William R. Davidson, Jr., MD, FACC
Kay Deeney
Michelle M. DeRoo

Membership & Support 
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SUPPORTERS
INDIVIDUALS (CONTINUED)

The Fernie Family
Dr. Steven R. Flier and  
	 Mrs. Carol Efron-Flier
Stephanie Fuller, MD
Mr. and Mrs. William Gammon
Tony and Denise Garvy
Kevin Gordon and Michelle Traeger
Jenne Hickey, RN, BSN
Allen D. Johnson, MD
Jamil Aboulhosn, MD and  
	 Julie Kasem
David Kasnic
Yuli Y. Kim, MD
Peter and Mary Klabunde
Karen S. Kuehl, MD, MPH
Delphine Lee
Margaret P. Martin and  
	 Devon Martin
The Matson Family
Sean and Carolyn McCarthy
Michael E. McConnell, MD
Sarana Mehra
Dr. Carl W. Miller
Pam Miner, RN, MN, NP
Robert and Linda Moore
Daniel J. Murphy, Jr., MD
Martha M. Pauly
Disty Pearson and Phil Zuckerman
Joseph K. Perloff, MD
Charles Pigeon
Peggy Powers
James, Barbara, and David Ruppel
Arwa Saidi, MB, BCh, FACC
Paul W. Snider
Margo Steurbaut
Masato and Marcia Takahashi
Amy and Lena Verstappen
Heather Abbott Vogel
Marion L. Wachtenheim, MSW
George and Rosamond Warren
Gary D. Webb, MD
Roberta G. Williams, MD,  
	 MACC, FAHA
Angela Yetman, MD

Sustainer ($500–$999)
Anonymous
Marjorie Bernstein
Frederick J. Beste, III
Craig Broberg, MD
Timothy Clair and Heather Keafer
Dean and Karen Dubey
Cindy and Richard Huie
Jamie Kenningham
Adrian McCarthy
Melinda McFarland
Rick and Joy McTyre
Alison Knauth Meadows, MD, PhD
Diane Neff
Alexander Opotowsky, MD, MPH
Lucy and Joe Overgaag
Doug Regnier
Tony Reiner and Marcia Honig
Craig D. Schnuck
Faith and Terry Sincich
Erika Singer
Donna Smith
Nikola Tede, MD, FAAP
Michelle Z. Gurvitz, MD

Leader ($100–$499)
Anonymous (10)
Mr. and Mrs. Daniel Abazia
Carol Abbott
Mr. and Ms. Renato Achiro
Loraine T. Adkison
Karen and Scott Alexander
Jane T. Alfieri
Matthew Allen

Virginia Almendarez
Alisa and Jeffrey Ambrose
Shirley A. Anderson
Patricia Andre
Mr. and Mrs. April
Olive Avila
The Baer Family
Mr. and Mrs. Jay K. Bailey
James Balash
Evan and Elizabeth Ballard
Nancy Bangel
Mr. and Mrs. Ray Barnard
Daniel Barnes and Elaine Wilson
Barry Barth
Brian and Amy Basken and Family
Greg Bauer
Richard Bear
Karen Beard
Laurie Bennett
Michele Berry
Mr. and Mrs. Mike Betka
Elizabeth Hastings Block
Wendy M. Book, MD
Cecilia Botero
Peter Brabeck
Mary and Michael Brabeck
Thomas Brabeck
Mark Brenner
Mr. and Mrs. Thomas Brown
Mr. and Mrs. Dale Brunner
Vincent J. Bruno
V. L. Bryant
Audrey B. Burton
Alissa J. Butterfass
The Calamari Family
James Capparelli
Anthony Carlson
Mr. Clyde Carpenter
Roxie Castanares
Ronald R. Castonguay, MD
Ken and Jo Catoe
Frank Cetta, Jr., MD
Richard and Faralane Chase
Chad and Segen Chase
Mr. and Mrs. John Chester
Mr. and Mrs. James A. Chiaramonte
Mr. and Mrs. David Chittenden
Doug, Joanne and Megan Cleary
Anne Coffmann and Paul Schmidt
Jack M. Colman, MD
Edward V. Colvin, MD
Mr. and Mrs. Chester Conboy
Mr. and Mrs. Joseph B. Conn
Joyce Conoran
Sheila Cory
Timothy B. Cotts, MD
Christine Courtelis
David L. Courtney
Stephen Crumb, DNP
Marie-France Cyr
Joseph A. Dearani, MD
Kyle Decker
Claire DeLabar
Angeliki and Konstantinos Delaveris
Matthew Demecs
Urmi and Rajesh Desai
John Deshazo
Mr. and Mrs. Bruce Diamond
Ralph Dietze, Dietze Construction  
	 Group, Inc.
Christopher Dotson
Alan W. Draper
Lenore Duchnowski
Geoffrey and Ruth Duffine
Thomas E. Dunigan and Lisa Kuhn
Richard Wilder and Margaret Dwyer
Jean E. Dyson
Karen and Howard Ebersman
Ryan Eikmeier
Steven Eisen
Maureen Eisenberg

Louise Evans
Helen Feldman-Goldstein
Robert Fernie
Eliza V. Fernie
June G. Finch
Jane Flanagan
Kevin Fletcher
Mark Foote
Dawn Foster
Elyse Foster, MD
Leonard French and Family
Judy Gaines
Gay Gardner
Nicholas J. Gasiorowski
Mr. and Mrs. Thaddeus Gates
Robert S. Gebelein
Geoff and Lisa Gerhardt
Dr. and Mrs. Dan Gianola
Laura L. Goldenschue
Robin A. Goldstein
Marlene and Michael Goodman
Doug and Janice Goransson
The Honorable and Mrs. Richard  
	 Gottfried
Monique Gougeon-DiComo
Thomas E. Grady
Thomas P. Graham, Jr., MD
Patricia D. Grant, RN
Lyle and Melanie Green
Mr. and Mrs. Gary Greenberg
Mr. and Mrs. Henry Greene
Scott E. Greeson
Ravi Grivois-Shah
Stephen L. Gross, VMD
Mr. and Mrs. Craig Hadges
Dr. and Mrs. N.W. Hagbom
Michelle Hall
Christine Halper
Cynthia Hassan
Karen Hefron
John Heinze
Nancy J. Henry
Barry and Joy Hird
Randy and Margaret Holcomb
Vicki and Scott Horseman
Jennifer Hotsko
Phyllis Hovland
Charles B. Huddleston
Mr. and Mrs. Richard Hujsak
Marianne B. and R.E. James Hunter
Jeffrey Ishida
Tom Johnson, MD
Nancy Johnson
Mr. and Mrs. Kenneth Johnson
Harlan L. Joseph
Michael Joynt
Martin and Cheryl Kahn
Drs. Ryan and Shiva Khosravi
Ly Khuong
Valerie King
Lisa Kirkland, MD
Anne E. Kisielewski
Mr. and Mrs. Earl Klabunde
Ted and Mary Kay Klein
Brian E. Kogon, MD
Judy K. Kracht, RN
Donna Lee Krause
Miriam R. Krause
Asha Krishnaswamy
Marlene Kritz
Jeff and Janice Krum
Edward and Jennifer LaCroix
Calvin and Mylo Lane
Debra K. Lange
Christopher D. Langwell
Melanie Lawrence and Leonard 
Rice Engineers, Inc.
Christopher P. Learn, MD
Raymond Leverett 
Dr. and Mrs. Ronald and  
	 Eunice Leverette

Rachel and Billy Linstead Goldsmith
Lynette W. Lissin, MD
Mr. and Mrs. Fred Litzky
Jeff Loehr
Cynthia A. Loftus
Mr. and Mrs. Chris W. Losey
Robert Lundstrom
Teresa A. Lyle, RN, MN, CPNP
Tracy R. Mace
Mark Majetich
Mr. and Mrs. Dan Majetich
Patricia Mamchur
Harriet Marini
Larry W. Markham, MD
William Marney
Shari Matson
Mr. and Mrs. James D. Mayer
Mr. and Mrs. Kenneth McCleod
Marcia McCoy, RN
Cherie and Martin McDermott
Bob and Amy McDermott
Patricia McEachern
Paula McFarland
Kim and Tom McKeon
Brian McKeon
Michael McNamara
Thomas and Marren Meehan
Michael Melstad
Victor Menashe, MD
Mr. and Mrs. Jeffrey Meser
Madeleine C. Meyer, MD and 
Martin J. London, MD
Sharon Meyer
Allen and Sandra Miller
Paula Miller
Benjamin Miller
Stephanie J. Mitchell
Pete and Patricia Monchino
Ester Montalbano
Mariah Moore
Dr. and Mrs. Don Morshead
Sharon Mosby
Lane Mudra
Jean A. Murray
Darlene Noesen
Jacqueline A. Noonan, MD
Shirley A. Norman
Jeffrey Nyren
Joseph R. Okoneski
Elana H. Olson
William E. Ottinger
Lynn Oveson
Sarah Owens
Chris Paganelli
Sara and Scott Pate
Janice Pettinato
Jessica Phelan
Ruth E. Phillippi
Ron and Beverly Potter
Sandi Puckett
Suzy Quarrella
Barbara E. Radigan
Kent Radspinner
Fernando Ramon
Barbara Rapisarda
Richard and Susan Rasmussen
Alexis E. Raymond
Anne Reilly
Mr. and Mrs. Dodge A. Riedy
Paul Rodrigues
Richard Rogers
Sarah Rosenberg
Lee and Cynthia Rosenthal
Richard J. Rossiter
Michele Rothman
Ronen Rozenblum, Ph.D., MPH
Bradley Rubin
John and Jeannine Salamone
Stacy L. Salvevold
J. Gregory and Joan Sarfino
Mr. and Mrs. Frank Scalzo

Nick and Terri Schaefer
Al and Sue Schlesinger
Jeffrey Schnuck
Sally and Terry Schnuck
Teresa Scilipote
Cindy M. Scott
Mr. and Mrs. Harvey Sell
Lisa Shatts Wesley
Bruce and Linda Sherbow
Laura and Ronald Siena
Lynn M. Simko, Ph.D., RN, CCRN
Jeffrey and Mary Sisson
Toni M. Smith
Dr. and Ms. Samuel Sobol
Peggy Sovek
Christian Spies, MD
Mr. and Mrs. Mark P. Staudohar
Christopher and Lynne Steele
Lawrence and Gayle Stortz
Mr. and Mrs. Frank Streff
Patricia D. Suckley
Eric Svensson, MD
Robert Tackett
Sally Tajkowski
Matthew Tanck
Jennifer Tarkington
TaShana Taylor
Anne Thorson
Connie Thurston
John Tiefenthaler
Elroy and Betty Traeger
Carol Tregenza
Philip Tyler
Jay Vejnoska
Richard Vines
Larry and Betty Vinton
William Walls
Mr. and Mrs. Noell Wannamaker
Mr. and Mrs. George Wannamaker
Brent and Rachel Weinberg
Anthony K. Welch
Mr. and Mrs. Don Wells
Jan Wexner
Leslie F. Whelchel-Mathews
Juliane White
John Williams
John Wilson
Deborah Wolf
Mr. Michael J. Fitzgerald and  
	 Ms. Marian G. Wong
William and Janice Wong
Pat Woodhouse
Ken Woodhouse
Ann Wright
Ken and Andi Young
Connie Youngers
Alex Zamora, PA-C

We make every effort to present 
complete and accurate donor 
information. Please advise us of 
any errors or omissions.
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BOARD OF DIRECTORS 
2012–2013

OFFICERS
Board Chair
Peggy Powers
San Francisco, CA

Vice Chair
Barry Meil**
Potomac, MD

Treasurer
Heather Abbott, MBA*
Roslyn, NY

Secretary
Anne Gammon**
Myrtle Beach, SC

Jerry Boegler**
Potomac, MD

Stephen Brabeck, MD*
Monterey, CA

Denise Curcio**
Horsham, PA

Curt J. Daniels, MD
Columbus, OH

Kay Deeney, MLS, AHIP*
Los Angeles, CA

Elyse Foster, MD
Mill Valley, CA

Jenne Hickey, RN, MSN, FNP-BC
Galloway, OH

Cindy Huie**
Scottsdale, AZ

Michael J. Landzberg, MD
Boston, MA

Martha Pauly**
Falls Church, VA

Marion Wachtenheim, MSW**
Pawtucket, RI

George Warren*
Denver, CO

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

ACHA MEDICAL ADVISORY 
BOARD 2012

CHAIRS
MAB Chair
Michael J. Landzberg, MD 
Children’s Hospital Boston/ 
Brigham and Women’s Hospital

MAB Vice Chair
Curt J. Daniels, MD, FACC
Nationwide Children’s Hospital/  
The Ohio State University

MEDICAL ADVISORY  
BOARD MEMBERS
Jamil Aboulhosn, MD
Ahmanson/UCLA Medical Center

Naser M. Ammash, MD
Mayo Clinic, Rochester, MN

Craig S. Broberg, MD, MCR
Oregon Health & Science University

Stephen C. Cook, MD, FACC
University of Pittsburgh School  
of Medicine

Stephen Crumb, DNP, AACC 
Nationwide Children’s Hospital/ 
The Ohio State University

William R. Davidson, Jr., MD
Penn State Heart & Vascular Institute 
Milton S. Hershey Medical Center 

Michael G. Earing, MD
Medical College of Wisconsin

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

Michelle Z. Gurvitz, MD
Children’s Hospital Boston 
Harvard Medical School

Joseph D. Kay, MD
University of Colorado at Denver

Brian Kogon, MD
Emory University 

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

Michael McConnell, MD
Emory University

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

Pamela D. Miner, NP
Ahmanson/UCLA Medical Center

Daniel J. Murphy, Jr., MD
Stanford University Medical Center

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

Ronen Rozenblum, PhD, MPH
Brigham and Women’s Hospital 
Harvard Medical School

Arwa S. Saidi, MB, BCh
University of Florida

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

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

Gary D. Webb, MD
The Heart Institute at Cincinnati 
Children’s Hospital Medical Center

Angela Yetman, MD 
University of Utah 
Primary Children’s Medical Center

EMERITUS
Welton M. Gersony, MD
New York-Presbyterian Hospital

Thomas P. Graham, MD
Vanderbilt Children’s Hospital 

Joseph K. Perloff, MD
Ahmanson/UCLA Medical Center

David J. Sahn, MD
Oregon Health & Science University

Jane Somerville, MD, FRCP
Royal Brompton Hospital 
Imperial College School of Medicine 
London, UK

Roberta G. Williams, MD, MACC, 
FAHA
University of Southern California 
Children’s Hospital Los Angeles

INTERNATIONAL ADVISORS
Luis Alday, MD, MACC, FAHA
Air Force Hospital and Sanatorio 
Allende, Argentina

Jack M. Colman, MD, FRCPC
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, FRCP(C)
Montreal Heart Institute/University  
of Montreal 
Children’s Hospital Boston/Brigham 
and Women’s Hospital

Adrienne Kovacs, PhD
Toronto General Hospital 
University of Toronto 
Toronto, Canada

Ariane Marelli, MD, MPH
McGill University Health Center 
Montreal, Canada

Philip Moons, PhD, RN
University Hospitals Leuven 
Belgium

Barbara JM Mulder, MD, PhD
Academic Medical Center 
Amsterdam, the Netherlands

Koichiro Niwa, MD
Chiba Cardiovascular Center 
Japan

6757 Greene Street, Suite 335 
Philadelphia, PA 19119-3508

1.800.921.ACHA www.achaheart.org

Portrait Photography by Kelly Hennigan / www.kellyhennigan.com
Design by Untuck / www.untuck.com


