990 OMB No. 1545.0047
Form

Return of Organization Exempt From Income Tax 2012

Under section 501(c), 527, or 4347(a)(1) of the Internal Revenue Code
(except black lung benefit trust or private foundation)
Depariment of the Treasury

Internal Revenue Service > The organization may have to use a copy of this return to satisfy state reporting requirements.

., Opei to Public:

A For the 2012 calendar year, or tax year beginning » 2012, and ending ' )

B Check if applicable: C Name of organizalion ADULT CONGENITAL HE ART ASSOCIATION D Employer Identification Numbcr
| |Acdress change Doing Business As 04-3447959
Name change Number and street (or P.O. box if mail is not delivered to street addr) Room/suite ETelephone number
| |'nitiat return 6757 GREENE ST SUITE 335 (215) 849-1260
Terminated City, town of country State  ZIP code + 4
| |Amenced retun  |PHILADELPHIA PA 19119 G Grossreceits §$1,625,797.
Application pending| F Name and address of principal officer: H(a) Is this a group return for affiliates? Hy,, HNo
Amy Verstappen 6757 Greene 8t #335 Phila PA 19119 [M® preanatiistes iciugear | Jves | [N
| Taceemptstatus [ [501(cx3) | [501(0) ( )< (insertno) | [4%47ax1yor | [527
J  Website: » www,.achaheart.or H(c) Group exemplion number ™
K Form of arganization: Ix ICorporahon I ITlusl i I Association l | Other ™ I L Year of Formation: 1998 I M State of legal domicile: PA

[Patt |- | Summary
1 Briefly describe the organization’s mission or most significant activities: The Adult Congenital Heart Association (ACHA)

@1 A L Y S L s L L L L L S e e S S Y S L S Y o A L N L e D S e e Y e Y T e R R e s
§ heart defects. Through education, outreach, advocacy and promotion of research, ACHA serves and supports
E the more than one million adults with congenital heart defects, their families and medical community.
% 2 Check this box » Erif the organization discontinued its operations or disposed of more than 25% of its net assets.
G| 3 Number of voting members of the governing body (Part Vi, line 1a) ............. .. ... ... .. 3 16
‘:’, 4 Number of independent voting members of the governing body (Part VI, line1b) .......... ... ... ... .... 4 16
21 5 Total number of individuals employed in calendar year 2012 (PartV, line 2a) ..... ..................... 5 12
:2 6 Total number of volunteers (estimate if necessary) ....... ... ... ... .. ... 3] 300
&| 7a Total unrelated business revenue from Part VIIl, column (C), line 12 ................................... 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 .. .. ...... ... .. ... oot iiiiiniiivinn. 7b 0.
Prior Year Current Year
° 8 Contributions and grants (Part VIll, line Th) ... ... ... ... ... ... .. .. ... ... ... 1,225,897, 1,621,862,
2| 9 Program service revenue (Part Vlll, line 2g) ................ ... ... 119,098. 2,646,
% 10 Investment income (Part VIIl, column (A), lines 3,4, and 72d) .......................... 328.
@ | 11 Other revenue (Part Vill, column (A), lines 5, 6d, 8¢, 9¢c, 10c,and 11e) ................ 1,347. 961.
12 Total revenue — add lines 8 through 11 (must equal Part VIII, column (A), line 12) ...... 1,346,342. 1,625,797.

13 Grants and similar amounts paid (Part I1X, column (A), lines 1-3) ......................
14 Benefits paid to or for members (Part IX, column (A),lined) ..........................

o 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) ...... 463,821. 678,908.
§ 16a Professional fundraising fees (Part IX, column (A), line 11e) .......................... |
8| b Total fundraising expenses (Part IX, column (D), line 25) » 158,127, |t SrEiins SR e G &
dl 17 Other expenses (Part I1X, column (A), lines 11a-11d, 11f-24e) ......................... 629,306. 601,204.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) ............. 1,093,127, 1,280,112.
| 19 Revenue less expenses. Subtract line 18 fromline 12 .. ....... .. . ... ............. 253,215, 345, 685.
. § Beginning of Current Year End of Year
23120 Totalassets (Part X, line 16) . .. ... ... ... .. 508,144. 865, 048.
g% 21 Total liabilities (Part X, line 26) ... ... 27,022. 38,241.
22| 22 Net assets or fund balances. Subtract line 21 from line 20 ............................ 481,122, 826,807.

[Part Il | Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is true, correcl, and
complete. Declaralion of preparer (other than officer) is based on all information of which preparer has any knowledge.

Sign } Signature of officer Date
Here ) Amy Verstappen
Type or print name and title.
PrinlType preparer's name Preparer's signature Date Chack M i |FTN
Paid Joseph P. Leonard Joseph P. Leonard 07/22/13 sell.employed  [P00229620
Preparer |Fimsmame ~ SNYDER, DAITZ & COMPANY
Use Only |fims aceress ™ 1617 JOHN F. KENNEDY BLVD., SUITE 670 Fum's EIN > 23.1436393
PHILADELPHIA PA 19103 Phonenro. (215) 563-6141
May the IRS discuss this return with the preparer shown above? (See INSIrUCONS) . ... ...........ovuveeeeiinesanenn... | ves | |No

BAA For Paperwork Reduction Act Notice, see the separate instructions. TEEA0101 03nan3 Form 990 (2012)



Fom 38608 Application for Extension of Time To File an

(Rev January 2013) Exempt Organization Return OMS No. 1545.1709
ﬁ?@f&?‘ﬁl‘vé’é.ie"”sl:m“" > File a separate application for each return.
® |f you are filing for an Automatic 3-Month Extension, complete only Partl and check thisbox ....................................... > E

® |[f you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form).
Do not complete Part If unless you have already been granted an automatic 3-month extention on a previously filed Form 8868.

Electronic filing (e-fife). You can electronically file Form 8868 if you need a 3-month automatic extension of time to file (6 months for a
corporation required to filte Form 990-T), or an additional (not automatic) 3-month extension of time. You can electronically file Form 8868 to
request an extension of time to file any of the forms listed in Part | or Part I with the exception of Form 8870, Information Return for Transfers
Associated With Certain Personal Benefit Contracts, which must be sent to the IRS in paper format (see instructions). For more details on the
electronic filing of this form, visit www.irs.gov/efile and click on e-file for Charities & Nonprofits.

[Part] | Automatic 3-Month Extension of Time. Only submit original (no copies needed).
A corporation required to file Form 990-T and requesting an automatic 6-month extension — check this box and complete Partlonly ....... > D

All other corporations (inciuding 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time to file
income tax returns,

Enter filer's identifying number, see instructions
Name of exempt organizalion or other filer, see instructions. Employer identificalion number (EIN) or
Type or
rint
P I ADULT CONGENITAL HEART ASSOCIATION 04-3447959
File by the Number, street, and room or suite number. if 3 P.O. box, see inslructions. Social security number (SSN)
cue date ¢
fmawwr | |6757 GREENE ST, SUITE 335
return, See City, town or post office, state, and ZIP code. For a foreign address. see instructions.
instructions.
PHILADELPHIA PA 19119

Enter the Return code for the return that this application is for (file a separate application for each return)

plenin o [aopicser "
Form 990 or Form 990-EZ 01 Form 990-T (corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 09
Form 990-PF 04 Form 5227 10
Form 990-T (section 401(a) or 408(a) trust) 05 Form 6069 n
Form 990-T (trust other than above) 06 Form 8870 12

Telephone No. ™ (215) 849-1260_ _ _ _ __ FAXNo.» o ___
e f the organization does not have an office or place of business in the United States, check thisbox .................................. » D
@ |f this is for a Group Return, enter the organization's four digit Group Exemption Number (GEN) . If this is for the whole group,
check this box...... > D . If it is for part of the group, check this box ....» Dand attach a list with the names and EINs of all members

the extension is for.
1 1 request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of time
until pug 15 __ .20 13 _, to file the exempt organization return for the organization named above.

The extension is for the organization’s return for:
> E calendar year 20 12 or

> Dtax year beginning ,20 _ _ _,andending , 20

2 f the tax year entered in line 1 is for less than 12 months, check reason: Dlnitial return DFinal return
DChange in accounting penod

3a If this application is for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See INSTUCONS . ... . ... . . . . . . ittt e 3al$ 0.

b If this application is for Form 990-PF, 990-T, 4720, or 6069, enter any refundable credits and estimated tax
payments made. Include any prior year overpayment allowedasacredit .......... ... ... .. ... .. ... .... 3bls 0.

¢ Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required, by using
EFTPS (Electronic Federal Tax Payment System). Seeinstructions . ................. ... ................ 3¢l$ 0.

Caution, If you are going to make an electronic fund withdrawal with this Form 8868, see Form 8453-EO and Form 8879-EQ for
payment instructions.

BAA For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev 1-2013)
FIFZ0501 012113



Form 890 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
|Eart ||| | Statement of Program Service Accomplishments
Check if Schedule O contains a response to any question in this Part Il .. ... ... ... .. . . . i D
1 Briefly describe the organization's mission:

_—— o — - -—— e o= —— e ————————————————— i ——— — — —— — — A — —— —— - - o> - —

2 Did the organization undertake any significant program services during the year which were not listed on the prior

FOrm 990 0r 980-EZ7 .......ooi ettt e [] ves K] no
If "Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? ..... I:I Yes E] No

If 'Yes," describe these changes on Schedule O.

4 Describe the organizalion‘s program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and allocations to
others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: ) (Expenses $ 820,411, including grantsof $ 0.) (Revenue $ 3,607.)
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4d Other program services. (Describe in Schedule O.)
(Expenses $ including grants of § ) (Revenue $ )
4e Total program service expenses » 971,111.
BAA TEEAOI02 08/08/12 Form 990 (2012)




ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Schedule O (Form 990), Supplemental Information {o Form 990
Form 980, Page 2, Part lll, Line 1 (continued)

Briefly describe the organization’s mission:

heart defecta. Through education, outreach, advocacy and promotion of research, ACHA serves and supporte

the more than one million adults with congenital heart defocto, their families and medical community.




ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990 Schedule O Attachment 12/31/2012

ACHA Program 2012

Heart to Heart Activities

Heart to Heart Ambassadors: ACHA expanded the Heart to Heart Ambassador Program, an initiative that
provides ACHA patient and family members with personalized information and support. In 2012, 10 new
Ambassadors were trained, bringing the total to 41 Ambassador volunteers. These volunteers offered
over 600 ACHA patient and family members personalized information and support.

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 ACHA members attended
16 different webinars in 2012. In addition, webinars are available ongoing on the ACHA website and
have had close to 3,000 views in 2012. National experts spoke on a wide range of topics including
Eisenmenger Syndrome, Anxiety and Depression, Aging with Congenitally Corrected Transposition of the
Great Arteries, and Social Security Disability and the Compassionate Allowance Program. Webinars also
covered topics such as ACHA advocacy and research.

Lifelong Care Campaign: In partnership with Mended Little Hearts (MLH), ACHA has taunched this
campaign, sharing a carefully-crafted message on the lifelong journey of CHD by a specially trained Heart
to Heart Ambassador. First demonstrated at the Mended Little Hearts National Leadership Conference
in May 2012, the initial launch was held in Richmond, Virginia. There are at least ten more sessions
across the United States scheduled for 2013.

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.

ACHD Program Directory: In collaboration with the International Society of Adult Congenital Heart
Disease, 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.

ACHA 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. This literature can be downloaded from the ACHA
website.

ACHA Facebook Page: ACHA continued to use Facebook as a way to inform and interact with the
congenital heart disease community. ACHA Facebook membership increased steadily through the year,
from 1,905 people to 2,793 by year’s end — an increase of 46%. Visit the ACHA Facebook page at
www.facebook.com/AdultCongenitalHeartAssociation.

ACHA Website: The ACHA website, www.achaheart.org, serves as the main 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.

acha12.Form990.SchOattach.xIsAttach.SchO.PtIII#37/22/2013



ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990 Schedule O Attachment 12/31/2012

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.”

Congenital Heart Walk Program: Congenital Heart Walks are a joint effort between the Adult Congenital
Heart Association and The Children’s Heart Foundation to unite the congenital heart disease community
to fight to make a difference. The walk is a way for all of those affected by CHD to help raise vital
funding and awareness. In 2012, the Congenital Heart Walk’s fourth year, 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. Walks come together to support and honor the millions of children, adults
and families affected by CHD. We also offered a virtual walk for supporters to participate outside of our
walk locations. To join our efforts, visit www.congenitalheartwalk.org.

Provider Action for Treating Congenital Hearts (PATCH}. 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/AHA 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
earn more about PATCH, please visit www.patchheartprogram.org.

acha12.Form990.SchOattach.xisAttach.SchO.PtII#37/22/2013



ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990 Schedule O Attachment 12/31/2012

Research Activities

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.

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.

* 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 RO3HL096135 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 Nationat Heart, Lung, And Blood Institute or
the National Institutes of Health.

acha12.Form990.SchQattach.xIsAttach.SchO.PtIl#37/22/2013
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Advocacy Activities
National Congenital Heart Lobby Day: More than 75 advocates gathered in Washington, D.C., on March

1, 2012 to talk to their lawmakers about CHD. Hosted by the Adult Congenital Heart Association and
Mended Litt/e Hearts, this annual event brought together patients, family members, medical
professionals, and supporters from across the country to connect with more than 100 legislative offices.

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.
The 2012 federal budget appropriated $2 million to the CDC for CHD surveillance, as outlined in the
Congenital Heart Futures Act. 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.

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 diagnosis
added to this list in 2012.

acha12.Ferm890.SchOattach.xisAttach.SchO.PtlI#37/22/2013















Form 890 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7

[Part Vil | lCompensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and

ndependent Contractors
Check if Schedule O contains a response to any question in this Part VIl . ... . .. . . . . i,

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Complete this table for all persons required 1o be listed. Report compensation for the calendar year ending with or within the
organization's tax year.

® List all of the or%anization‘s current officers, directors, trustees {(whether individuals or organizations), regardless of amount of
compensation. Enter -D- in columns (D}, (E}), and (F) if no compensation was paid.

® List all of the organization's current key employees, if any. See instructions for definition of 'key employee.’

® List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee)
who received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the
organization and any related organizations.

® List all of the organization's former officers, key emploYees, and highest compensated employees who received more than $100,000
of reportable compensation from the organization and any related organizations.

® List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations.

List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated
employees; and former such persons.

D Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

©
(A (B) Position (do not check more than D) (E) (9]
Name and Tle verage |G an s deconniee) | combetonet oy | compeporitie | Estmaled
week (list — \he orgarization related orqanizaticns compensation
any hours | & a2 é g 55 Il (W-2/1099-MISC) (W-2/1093-MISC) from the
for vel:xlefi =2y | a8 | gr 3 (;rggr:.ezl::g)dn
o'zzo:‘n:a é g g ® é g g =2 organizations
dotted S| = ‘g %
line) 5. g
8 g
-()_Peggy Powers _ _______| 3.00
Board Chair X X 0. 0. 0.
_@ Barry R. Medil _______| 3.00]
Board Vice-Chair X X 0. 0. 0.
_G)_Anne Gammon _________| 3.00
Board Secretary X X 0. 0. 0.
-4 Heathexr Abhott _ _____| 3.00
Board Treasurer X X 0. 0. 0.
_0)_Jerry Boegler _ ______| 1.00
Board Member X 0. 0. 0.
_(6)_stephen Brabeck ______i 1.00]
Board Member X 0. 0. 0.
_() Denige Curcio _______| 1.00
Board Member X 0. 0. 0.
_® Curt Daniels ________| 1.00
Board Member X 0. 0. 0.
- _Ray Deeney  ________.| 1.00
Board Member X 0. 0. 0.
(0)_Elyse Foster_________| 1.00
Board Member X 0. 0. 0.
01)_Jenne Hickey ________| 1.00]
Board Member X 0. 0. 0.
02 Cindy Huie _________| 1.00
Board Member X 0. 0. 0.
13)_Michael Landzberg ___ _[ 1.00]
Board Member X 0. 0. 0.
04 Martha Pauly ________| 1.00]
Board Member X 0. 0. 0.

BAA TEEAO107 12117112 Form 990 (2012)
























Schedule A (Form 990 or 890-EZ) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
[Partill ISupport Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 9 of Part  or if the organization failed to qualify under Part I1. If the organization fails
to qualify under the tests listed below, please complete Part Il.)

Section A. Public Support

Calendar year (or fiscal yr beginning in) » (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (N Total
1 Gifts, grants, contributions
and membership fees
received. (Do not include
any ‘unusual grants.) .........
2 Gross receipts from admis-
sions, merchandise sold or
services performed, or facilities
furnished in any activity that is
related to the organization’s
tax-exempt purpose ..........
3 Gross receipts from activities
that are not an unrelated trade
or business under section 513 .
4 Tax revenues levied for the
organization's benefit and
either paid to or expended on
itsbehalf ....................
5 The value of services or
facilities furnished by a
governmental unit to the
organization without charge ...

6 Total. Add lines 1 through 5 ...

7 a Amounts included on lines 1,
2, and 3 received from
disqualified persons ..........

b Amounts included on lines 2
and 3 received from other than
disqualified persons that
exceed the greater of $5,000 or
1% of the amount on fine 13
fortheyear ..................

cAddlines7aand7b ..........

8 Public support (Subtract line
7cfromline®.)...............

Section B. Total Support
Calendar year (or fiscal yr beginning in) » (a) 2008 (b) 2009 (c) 2010 (d) 201 (e) 2012 () Total
9 Amounts fromline6 ..........
10a Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similar sources ...............
b Unrelated business taxable
income (less section 511
taxes) from businesses
acquired after June 30, 1975 ..

c Addlines 10aand 10b ........

11  Net income from unrelated business

activities not included in line 10b,

whether or not the business is

regularly carriedon .. ............
12 Other income. Do not include

gain or loss from the sale of

capital assets (Explain in

PartiV.) ...

13 Total support. (Addins 9, 10¢. 11, and 12)

14 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501 (c)(3)
organization, check this box and stop here ............ . . . . . . .. . .. e > |_l
Section C. Computation of Public Support Percentage
15 Public support percentage for 2012 (line 8, column (f) divided by line 13, column (f)) . ...... ... ... ............. 15 %
16 PuinE support percentage from 2011 Schedule A, Part lIl, line 15 .. ... ... .. ... i e 16 %
Section D. Computation of Investment Income Percentage _
17 Investment income percentage for 2012 (line 10c, column (f) divided by line 13, column (f)) ..................... 17 %
18 Investment income percentage from 2011 Schedule A, Part NI, line 17 .. ... ... ... . . . . i i 18 %
19a 33-1/3% support tests — 2012. If the organization did not check the box on line 14, and line 15 is more than 33-1/3%, and line 17
is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ............. > D
b 33-1/3% sup‘port tests — 2011. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33-1/3%, and
line 18 is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ...... >
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions .............. > H

BAA TEEAGA03  08/09/12 Scheaule A (Form 990 or 990-E2Z) 2012



Schedule A (Form 990 or 990-E2) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

PartIV_|Supplemental Information. Complete this part to provide the explanations required by Part Il, line 10;

Part 1, line 17a or 17b; and Part |il, line 12. Also complete this part for any additional information.
(See instructions).
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[Part IV [Supplemental Information (continued)
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Schedule O (Form 990 or 980-EZ) 2012

Page 2
Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

o ————— ———————————— ——— ——————— —— —— — ———— —— —_— e - —— r — ———— — ——————————

————— - ——— — —— — — — ——— = MR mm e Am e A A e e e e = e e e = e e — — — — — — — — — — — — ———— ——
———— —— . ————— e W M e e e e N e Gme Y e e v P G M e S T e Gae e e S e e e e e W T e M e e e e e e M e e e e -
—— e —— o — —— — e e M e e M e M Gmm e e . e M . - ——— S e St = v - ———— - -
—— - ——————————————— —— —— {—— —— — =+ =t G W v ————— — — ——— —— e —— e e — — = —

Schedule O (Form 990 or 990-EZ) 2012
TEEA4302 121812



Schedule B | OMB No. 1545.0047

oy 20 Schedule of Contributors 2012
Department of the Treasury * Attach to Form 990, Form 990-EZ, or Form 990-PF

Internal Revenue Service

Namo of tho organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Organization type (check one):

Filers of: Section:

Form 990 or 990-E2 E 501(c)( _3 ) (enter number) organization

I:l4947(a)(l) nonexempt charitable trust not treated as a private foundation
DSZ? political organization

Form 990-PF |:| 501(c)(3) exempt private foundation
D4947(a)(1) nonexempt charitable trust treated as a private foundation
|:| 501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule
Note. Only a section 501(c)(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

DFor an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 or more (in money or property) from any one
contributor. (Complete Parts | and II.)

Special Rules

EIFor a section 501(c)(3) organization filing Form 990 or 990-EZ that met the 33-1/3% support test of the regulations under sections
509(a)(1) and 170(b)(1)(A)(vi) and received from any one contributor, during the Year. a contribution of the greater of (1) $5,000 or
(2) 2% of the amount on (i) Form 990, Part Viil, line 1h or (ii) Form 990-EZ, line I. Complete Parts | and II.

DFor a section 501(c)(7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
total contributions of more than $1,000 for use exclusively for religious, charitable, scientific, literary, or educational purposes, or
the prevention of cruelty to children or animals. Complete Parts |, I, and IIl.

DFor a section 501(c)(7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
contributions for use exclusively for religious, charitable, etc, purposes, but these contributions did not total tc more than $1,000.
If this box is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc,
purpose. Do not complete any of the parts unless the General Rule applies to this organization because it received nonexclusively

religious, charitable, etc, contributions of $5,000 or more duringtheyear ....... ... ... ... ... ... ... ... ... ... L]

Caution: An organization that is not covered by the General Rule and/or the Special Rules does not file Schedule B (Form 990, 990-EZ, or990-PF) but it must
answer ‘No' on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on Part |, line 2, of its Form 990-PF, 1o certify that it does not
meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

BA;\9 OFSI_ Paperwork Reduction Act Notice, see the Instructions for Form 990, 990EZ, Schedule B (Form 990, 990-EZ, or 990-PF) (2012)
or 990-PF.

TEEAD701  11/30Nn2



Schedule B (Form 990, 990-EZ, or 930-PF) (2012)

Page

1 of 1 of Part1

‘Name of organization

Employer Identilication number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959
[PartT ] Contributors (see instructions). Use duplicate copies of Part | if additional space 1s needed.
® (b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
P
1 Actelion Pharmaceuticals US, Imc. _ ___ __ _____ ersen B
--------------------------- Payroll [ ]
5000 Shoreline Court, Suite 200 _____________I$_____ 525,712.| Noncash []
(Complete Part |l if there is
|SOUTH_SAN FRANCISCO _ _ __ _ _ _ ___ ¢ CA_ 94080 _ __ _ a noncash contribution.)
(a) (b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
2 |Edwards Lifesciences Fund Person B
""""""""""""""""""""""" Payroll D
c/o Vanguard Charitable Endowmt, PO Box 55766__ _|¥_____° 50,000.| Noncash [ ]
(Complete Part |l if there is
[BOSTON_ _ _ _ _ _ _ _ _____________1 MA 02205 _ _ _ _ a noncash contribution.)
(a) (b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
Person I:l
N it Payroll  []
_________________________________________________ Noncash I:|
{Complete Part Il if there is
______________________________________ a noncash contribution.)
(a) (b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
N phehnt kit Payroll [ ]
_________________________________________________ Noncash I:l
(Complete Part 1l if there is
______________________________________ a noncash contribution.)
(a) (b) (c) (d) .
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
[ e Payroll D
e ——_———tth—_—_—_———— o Noncash I:l
(Complete Part !l if there is
______________________________________ a noncash contribution.)
(a (b) () (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
S e Payroll D
_________________________________________________ Noncash I:l
{Complete Part 1l if there is
______________________________________ a noncash contribution.)
BAA TEEAQ702 1173012 Schedule B (Form 990, 990-EZ, or 990-PF) (2012)



Schedule B (Form 990, 990-EZ, or 990-PF) (2012) Page 1 to 1 of Partll

Name of organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Noncash Property (see instructions). Use duplicate copies of Part il if additional space is needed. N / A
(a) No. . (b) IO d
from Description of noncash property given FMV (or estimate) Date received
Part| (see Instructions)
$
(2) No. ®) ) (©) (@
from Description of noncash property given FMV (or estimate) Date received
Part | (see instructions)
$
(a) No. (b) O ()
from Description of noncash property given FMV (or estimate) Date received
Partl (see Instructions)
$
(a) No. (b) () @
from Description of noncash property given FMV (or estimate) Date received
Part | (see instructions)
$
(a) No. ) (b) . (c) d
from Description of noncash property given FMV (or estimate) Date received
Part | (see Instructions)
$
(2) No. (b) (c) (d)
from Description of noncash property given FMV (or estimate) Date received
Partl (see Instructions)
$
BAA Schedule B (Form 990, 990-EZ, or 990-PF) (2012)

TEEA0703 11/30N12



Schedule B (Form 990, 990-EZ, or 990-PF) (2012)

Page 1 to 1 of Partill

Name of organization

ADULT CONGENITAL HEART ASSOCIATION

Employer identificat] b
04-3447959

[Parti ] Exclusively religious, charitable, etc, individual contributions to section 501(cX7), (8) or (10)
organizations that total more than $1,000 for the year. Complete columns (a) through (e) and the following line entry.
N / A For organizations completing Part lll, enter total of exclusively religious, charitable, elc,

contributions of $1,000 or less for the year. (Enter this information once. See instructions.) .............. Ll
Use duplicate copies of Part Hll if additional space is needed.
(a) (b) (c) $d)
N°|5 frolm Purpose of gift Use of gift Description of how gift is held
art
for
Transter of gift
Transferee’'s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) (b) () . tion o
NoIS lro|m Purpose of gift Use of gift Description of how gift is held
art
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(@) b (© . . ?d) s
Noé I;lolrn Purpose of gift Use of gift Description of how gift is held
a
0
Transter of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(@ (b) () sd)
N°|5 f:tolm Purpose of gift Use of gift Description of how gift is held
a
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
BAA
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Schedule B (Form 980, 990-EZ, or 990-PF) (2012)



