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Form 990 Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)1) of the Internal Revenue Code

OMB No 1545.0047

2011

Depertment o; tne Treasury (except black lung benefit trust or private foundation) - ,,’,J-:,,. Opgn 'j&’PubIIc '"E
Internal Revenue Service » The organization may have to use a copy of this return to satisfy state reporting requirements. ‘.)fg‘k-nd,,;.‘.LQ?P?&F!PQ{@;;&;. i
A _For the 2011 calendar year, or tax year beginning , 2011, and ending ,
B Check if apphicable C Name of organizaton ADULT CONGENITAL HEART ASSOCIATION D Employer Identification Number
| | Address change Doing Business As 04-3447959
Name change Number and street (or P.O box i mail 1s not delivered to street addr) Room/suite E Telephone number
|| Irutial return 6757 GREENE ST SUITE 335 (215) 849-1260
Terminated City, town or country State ZIP code + 4
Amended return PHILADELPHIA PA 19119 G Grossrecepts $1,346,342.
Apphication pending| F Name and address of principal officer H(a) Is this a group return for affiliates? H Yes % No
Amy Verstappen 6757 Greene St #335 Phila PA 191159 |"® :rz:ll :::::ar:zsI::lc'l:::::nslruchons) Yes No
| Taxexemptstatus  |X|501)3) | | 501(e) ( )< Gnsertno) | |asarcayor | |57
J Website: » www.achaheart.oxg H(c) Group exemption number ™
K Form of argamzation [ﬂ Corporation |_| Trust Association |_L Other ™ ] L Year of Formaton 1998 IM State of legal domicle  PA
[Partiii] Summary
1 Briefly describe the organization's mission or most significant activities: The Adult Congenital Heart Association (ACHA)
o Ais a nonprofit organization that seeks to improve the quality of life and extend the lives of adults with congenital
é heart defects. Through education, outreach, advocacy and promotion of research, ACHA serves and supports
s the more than one million adults with congenital heart defects, their families and medical community.
3| 2 Check this box > D_If 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, line 1b) 4 16
£ 5 Total number of individuals employed Iin calendar year 2011 (Part V, line 2a) 5 10
€| 6 Total number of volunteers (estimate If necessary) . 6 275
< | 7a Total unrelated business revenue from Part VIIi, column (C), line 12 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 .. 7b 0.
Prior Year Current Year
o 8 Contributions and grants (Part VIII, ne 1h) 647,946. 1,225,897,
21 9 Program service revenue (Part VIII, hne 2g) . 11,553, 119,098.
% 10 investment income (Part VIII, column (A), lines 3, 4, and 7d) 7.
&€ | 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8c, 9¢, 10c, and 11e) 439. 1,347.
12 Total revenue — add lines 8 through 11 (must equal Part VIII, column (A), line 12) 659,945, 1,346,342.
13 Grants and similar amounts paid (Part I1X, column (A), lines 1-3)
14 Benefits paid to or for members (Part IX, column (A), line 4)
w 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 260,781. 463,821.
§ 16a Professional fundraising fees (Part IX, column (A), ine 11e)
% b Total fundraising expenses (Part 1X, column (D), hine 25) » 105,481. ~‘5:,U§'§W
17 Other expenses (Part IX, column (A), lines 11a-11d, 11f-24¢e) 360,702.
18 Total expenses Add lines 13-17 (must equal Part IgcolurFQ : Ee D 621,483. 1,093,127.
19 Revenue less expenses. Subtract line 18 from line 1‘42 A £ 38,462. 253,215.
53 ﬂol (75 Beginning of Curvent Year End of Year
ec
§5[ 20 Total assets (Part X, line 16) CIEE MAY 21 201 1Q 269,695. 508,144,
5% 21 Total habilities (Part X, line 26) UV . . 7, 41,788. 27,022.
22| 22 Net assets or fund balances. Subtract ine 21 from hne 20" S o m o g 227,907. 481,122,
[Rart1IF=] Signature Block L MOEIN, U

Undkr penallies of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and behet, it 1s true, correct, and

complete Declaration of preparer (other thap offjcer) is Hased on all information of which preparer has any knowledge

A\ By~

/A9 1=

.S\'i‘gn Sngnatureclofﬁcer T Dale/ 7
'i'ere > Amy rstappen
J Type or print name and title
L
N Print/Type preparer's name Prepasdr M gy Date Check E g [FTN
Paid Joseph P. Leonard ogseph P. Leonard 05/14/12 sell.employed  [P00229620

Preparer [Frmsname > SNYDER, DAIFZ & COMPANY

P

Fum's EIN > 23

-1436393

;13!;59 Only |evmsaddess > 1617 JOHN ¥. KENNEDY BLVD., SUITE 670
e PHILADELPHIA PA 19103

Phonerno (215) 563-6141

TVlfay the IRS discuss this return with the preparer shown above? (see instructions)

[ﬂ Yes ELNO

BAA For Paperwork Reduction Act Notice, see the separate instructions. TEEAD101  07/05/11 ; 1 -, Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
|,P;‘a|"’t7[|||}#| Statement of Program Service Accomplishments
Check if Schedule O contains a response to any question in this Part Ill . L . . .. E{—l

1 Brlefly describe the organization's mission-

See Form 990, Page 2, Part lll, Line 1 (continued) _ _ _ _ _ _ _ _ _ _ _ _ .
2 Did the organmization undertake any significant program services during the year which were not listed on the prior

Form 990 or 990-EZ? .. . G . . O Yes [] No

If 'Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how 1t conducts, any program services? E Yes D No

If 'Yes,' describe these changes on Schedule O

4 Describe the organization'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 $ 613,388. including grants of $ 0.) (Revenue $ 120,445.)
Educational & Outreach :

4b Tods- __) (Expenses $ 51,292. including grants of $ 0.) (Revenue $ 0.)

4c¢ (Code: __) (Expenses $§ 175,123, including grants of $§ 0.) (Revenue $ 0.)
~eseprcho -~ - ——— .

4d Other program services (Describe in Schedule O.)
(Expenses $ including grants of  $ ) (Revenue $ )

4e Total program service expenses » 839,803.
BAA TEEA0102  07/05/11 Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959

{Part IV’ JChecklist of Required Schedules

10

11

Is thedoyga/;uzatlon described In section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,' complete
Schedule A . . . . . .

Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)?

Did the organization engage n direct or indirect political campaign activities on behalf of or in opposition to candidates
for public office? /f 'Yes," complete Schedule C, Part | .

Section 501(cX3) organizations Did the organization engage in lobbying activities, or have a section 501(h) election
in effect during the tax year? If 'Yes,' complete Schedule C, Part Il

Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-19? /f 'Yes,’ complete Schedule C, Part Il

Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the rnght
to prc7wde advice on the distribution or investment of amounts in such funds or accounts? /f ‘Yes, ' complete Schedule D,
Part . . .

Did the organization receive or hold a conservation easement, including easements to preserve open space, the
environment, historic land areas or historic structures? If 'Yes,' complete Schedule D, Part Il

Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,'
complete Schedule D, Part Iil .

Did the organization report an amount in Part X, hne 21; serve as a custodian for amounts not listed in Part X;
or provide credit counseling, debt management, credit repair, or debt negotiation services? If 'Yes,’ complete
Schedule D, Part IV .

Did the orgamzation, directly or through a related organization, hold assets 1n temporarily restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,' complete Schedule D, Part V ..

If the organization's answer to any of the following questions 1s 'Yes', then complete Schedule D, Parts VI, VII, VIII, IX,
or X as applicable.

a Did the organization report an amount for land, builldings and equipment in Part X, ine 10? /f 'Yes,* complete Schedule

D, Part VI

b Did the organization report an amount for investments— other secunities in Part X, line 12 that 1s 5% or more of its total

assets reported in Part X, ine 167 If 'Yes,' complete Schedule D, Part Vil

¢ Did the organization report an amount for investments— program related in Part X, line 13 that 1s 5% or more of its total

assets reported in Part X, hine 16?7 If 'Yes,' complete Schedule D, Part Vil

d Did the organization report an amount for other assets in Part X, line 15 that 1s 5% or more of its total assets reported

in Part X, line 16? If 'Yes,' complete Schedule D, Part IX

e Did the organization report an amount for other habilities in Part X, line 257 If ‘Yes,' complete Schedule D, Part X

f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses

the organization's ltability for uncertain tax positions under FIN 48 (ASC 740)? If 'Yes,' complete Schedule D, Part X

12a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes,' complete

13

Schedule D, Parts XI, Xll, and Xlil

b Was the organization included in consolidated, independent audited financial statements for the tax year? If 'Yes,' and

if the organization answered 'No’ to line 12a, then completing Schedule D, Parts XI, Xll, and Xill is optional
Is the orgamization a school described in section 170(b)(1)(A)(n)? If 'Yes,' complete Schedule E

14a Did the organization maintain an office, employees, or agents outside of the United States?

15

16

17

18

19

b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,

business, investment, and program service activities outside the United States, or aggregate foreign investments valued
at $100,000 or more? If ‘'Yes,' complete Schedule F, Parts | and IV

Did the organization report on Part I1X, column (A), ine 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? /f 'Yes,' complete Schedule F, Parts Il and IV

Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance to
individuals located outside the United States? If 'Yes,’ complete Schedule F, Parts Il and IV .

Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 11e? If 'Yes,' complete Schedule G, Part | (see instructions)

Did the orgarnization report more than $15,000 total of fundraising event gross income and contributions on Part VIII,
lines 1¢c and 8a? If 'Yes,' complete Schedule G, Part I

Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, ine 9a? If ‘Yes,'
complete Schedule G, Part Ilf

20 aDid the organization operate one or more hospital facilities? /f 'Yes,' complete Schedule H

b If 'Yes' to ine 20a, did the organization attach a copy of its audited financial statements to this return?

Page 3
Yes | No
1 X
2 X
3 X
4 | X
y
5 | NAA
6 X
7 X
8 X
9 X
X
Bt
11a X
11b X
11¢ X
11d X
Me X
1f X
12aj X
12b X
13 X
14a X
14b X
15 X
16 X
17 X
18 X
19 X
20 X
200) N 4 A

BAA

TEEA0103 01/2312

Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4
[Part IV . Checklist of Required Schedules (continued)
Yes | No
21 Dud the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), ine 1? If 'Yes,' complete Schedule I, Parts | and Il . 21 X
22 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part
IX, column (A), line 2? If 'Yes,' complete Schedule |, Parts | and Ill . . . . 22 X
23 Did the organization answer 'Yes' to Part VII, Section A, line 3, 4, or 5 about compensation of the organlzatlon s current
and former officers, directors, trustees, key employees and hlghest compensated employees” If 'Yes,' cornplete
Schedule J . e 23 X
24a Did the organization have a tax-exempt bond 1ssue with an outstanding prmC|paI amount of more than $100,000 as of
the last day of the year, and that was 1ssued after December 31, 2002? /f ‘Yes,' answer lines 24b through 24d and
complete Schedule K. If 'No,'go to ine 25 .. 24a X
b Did the organization invest any proceeds of tax- exempt bonds beyond a temporary penod exceptlon" 24b N/A
c Dud the organization maintain an escrow account other than a refundmg escrow at any ime dunng the year to defease
any tax-exempt bonds? 2ac| N L A
d Did the organization act as an 'on behalf of' issuer for bonds outslandlng at any time durlng the year7 24d| N /A
25a Section 501(cX3) and 501(cX4) organlzatlons Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If 'Yes,' complete Schedule L, Part | . 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? If 'Yes,' complete
Schedule L, Part | 25b X
26 Was a loan to or by a current or former officer, director, trustee, key employee hlghly compensated employee, or
If 'Yes,' complete Schedule L, Part Il 26 X

disqualified person outstanding as of the end of the organlzatlon s tax year?

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member or to a 35% controlled entlty or famrly member
of any of these persons? /f "Yes,' complete Schedule L, Part Il . .

28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part |V
instructions for applicable filing thresholds, conditions, and exceptions):
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV .

b A family member of a current or former officer, director, trustee, or key employee? If Yes, complete
Schedule L, Part IV . . . .

¢ An entity of which a current or former officer, director, trustee, or key employee S_or a family member thereof) was an
officer, director, trustee, or direct or indirect owner? If ‘Yes," complete Schedule L, Part IV ... .

29 Did the organization receive more than $25,000 in non-cash contributions? /f 'Yes,' complete Schedule M

30 Did the organization receive contributions of art, historical treasures, or other simifar assets, or qualified conservation
contributions? /f 'Yes,' complete Schedule M

31 Did the organization liquidate, terminate, or dissolve and cease operations? If 'Yes,' complete Schedule N, Part |

32 Did the orgamzation sell, exchange, dispose of, or transfer more than 25% of its net assets? If 'Yes,' complete
Schedule N, Part Il .

33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulatlons sections
301 7701-2 and 301 7701-3? If 'Yes,’ complete Schedule R, Part |

34 \lNas ’the organlzatron related to any tax-exempt or taxable entlty" If 'Yes,' complete Schedule R, Parts Il, Ill, IV, and V,
ine

35a Did the organrzatron have a controlled entity within the meaning of sectron 512(b)(13)?

b Did the organization receive any payment from or engage in any transaction with a controlled entlty within the meanlng
of section 512(b)(13)? Jf 'Yes,' complete Schedule R, Part V, Iine 2

36 Section 501(c)3) organizations. Did the organization make any transfers to an exempt non-charitable related
organization? /f 'Yes,’ complete Schedule R, Part V, line 2

37 Dud the organization conduct more than 5% of its activities through an entity that i1s not a related organization and that 1s
treated as a partnership for federal income tax purposes? If 'Yes,' complete Schedule R, Part VI

38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and 19?
* _Note. All Form 990 filers are required to complete Schedule O

28b X
28c X
29 X
30 X
31 X
32 X
33 X
34 X
33a X
35b X
36 X
37 X
38 | X

BAA

TEEAO104 0172312

Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 5

(Part.V | Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response to any question in this Part V

1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . 1a

b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable . 1b

c Did the organization comply with backup w1thho|d|ng rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners? -

2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year covered by this return. 2a

b If at least one I1s reported on line 2a, did the organization file all required federal employment tax returns?
Note. If the sum of lines 1a and 2a 1s greater than 250, you may be required to e-file. (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year?
b If 'Yes' has it filed a Form 990-T for this year? If ‘No,’ provide an explanation in Schedule O.  ......

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authornty over, a
financial account in a foreign country (such as a bank account, securities account or other financial account)?

b If 'Yes,' enter the name of the foreign country: *

See instructions for filing requirements for Form TD F 90-22 1, Report of Foreign Bank and Financial Accounts
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year?
b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction?
c If 'Yes,' to line 5a or 5b, did the organization file Form 8886-T?

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the orgamization
solicit any contributions that were not tax deductible?

b If 'Yes,' did the organlzatlon include with every solicitation an express statement that such contributions or gifts were
not tax deductible? . .

7 Organizations that may receive deductible contributions under section 170(c).
a Dud the organization receive a‘f)ayment in excess of $75 made partly as a contribution and partly for goods and
services provided to the payor?
b If 'Yes,' did the organization notify the donor of the value of the goods or services provided?

c D|d thgzorganlzatlon sell, exchange, or otherwise dispose of tangible personal property for which it was requnred to f|Ie
Form

d If 'Yes,' indicate the number of Forms 8282 filed during the year | 7d| “/A

e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?
f Did the organization, dunng the year, pay premiums, directly or indirectly, on a personal benefit contract?

g If the organization received a contribution of quallfled intellectual property, did the organlzatlon file Form 8899
as required? Co

h if the organization received a contribution of cars, boats, airplanes, or other vehicles, did the orgamzatlon file a
Form 1098-C? .

8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a sponsoring organlzatlon have excess business
holdings at any time during the year? .

9 Sponsoring organizations maintaining donor adv1sed funds.
a Did the organization make any taxable distributions under section 49667
b Did the organization make a distribution to a donor, donor advisor, or related person?
10 Section 501(c)7) organizations. Enter-

a Inthation fees and capital contributions included on Part VI, line 12 . 10a]l N/A

b Gross recelpts, included on Form 990, Part VI, ine 12, for public use of club facilities 10b] N/A
11 Section 501(c)X12) organizations. Enter

a Gross income from members or shareholders . . 11a| N/A

b Gross income from other sources (Do not net amounts due or paid to other sources

against amounts due or received from them ) 11b| N/ A

12a Section 4947(a)X1) non-exempt charitable trusts. Is the organlzatlon filng Form 990 in heu of Form 1041?

b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year . | 12b| N/A

13 Section 501(c)29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more than one state?
Note. See the instructions for additional information the organmization must report on Schedule O

b Enter the amount of reserves the organization 1s required to maintain by the states in N
which the organization 1s licensed to 1ssue qualified health plans 13b /A

¢ Enter the amount of reserves on hand 13c| N/A

14a Did the organization receive any payments for indoor tanning services during the tax year?
b If 'Yes,' has it filed a Form 720 to report these payments? I/f ‘No,’ provide an explanation in Schedule O

BAA TEEAQ1I05  07/05/1)

Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 6

[Part.VI%] Governance, Management and Disclosure For each 'Yes' response to lines 2 through 7b below, and for
a 'No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedu/e O. See instructions.
Check if Schedule O contains a response to any question in this Part VI .. . . . .. .. [l—(-l

Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the tax year la 16
If there are material differences in voting rights among members :
of the governing body, or if the governing body delegated broad
authority to an executive committee or similar commuttee, explain in Schedule O

b Enter the number of voting members included in line 1a, above, who are independent 1 1b 16

2 Dd any officer, director, trustee, or key employee have a family relatlonshup or a business relationship with any other
officer, director, trustee or key employee7

3 D the organization delegate control over management duties customarily performed by or under the direct superwsmn

of officers, directors or trustees, or key employees to a management company or other person? 31 X
4 Did the organization make any significant changes to its governing documents
since the prior Form 990 was filed? . 4 X
5 Did the organization become aware during the year of a sngnlfncant dlversmn of the organlzatton s assets" . 5 X
6 Did the organization have members or stockholders? . .. . . .. e 6 X
7 a Did the organization have members, stockholders, or other persons who had the power to elect or appomt one or more
members of the governing body? . . . 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or other persons other than the governing body? 7P _ X ]
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by m %:ﬁ; g%%
the following: T [l ;
a The governing body? . . . . 8a
b Each commiitee with authority to act on behalf of the governing body? . 8b Nj'/-\
9 Is there any officer, director or trustee, or key employee listed in Part VIi, Section A, who cannot be reached at the
organization's malllng address? If Yes provide the names and addresses in Schedule O . 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? . . . 10a X
b If 'Yes,' did the organization have written policies and procedures governing the activibies of such chapters, affiliates, and branches to ensure their
operations are consistent with the organization's exempt purposes? . 106 S A
11 a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 11a] X
b Describe in Schedule O the process, If any, used by the organization to review this Form 990. R
12a Did the organization have a written conflict of interest policy? /f ‘No," go to line 13 . 12al X
b Were officers, directors or trustees, and key employees required to disclose annually interests that could give rnise
to conflicts? . . . . 12b] X
¢ Did the organization regularly and consustently monitor and enforce compliance with the pollcy” If 'Yes," describe in
Schedule O how this 1s done 12¢| X
13 Dud the organization have a written whlstleblower policy? X
14 Did the organization have a written document retention and destruction policy? X

15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

a The organization's CEO, Executive Director, or top management official
b Other officers of key employees of the organization
If "Yes' to ine 15a or 15b, describe the process in Schedule O. (See lnstructlons )

16 a Did the orgamization invest In, contribute assets to or participate in a joint venture or similar arrangement with a
taxable entity during the year’ . .

b If 'Yes,' did the organization follow a written policy or procedure requiring the organization to evaluate its
parthlpatlon In joint venture arrangements under applicable federal tax law, and taken steps to safeguard the
organization's exempt status with respect to such arrangements?

Section C. Disclosure
17 List the states with which a copy of this Form 990 s required to be filed » Pennsylvania

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for public
inspection. Indicate how you make these available Check all that apply.

D Own website [:] Another’s website Iz] Upon request
19 Describe in Schedule O whether (and if so, how) the organization makes its governing documents, conflict of interest policy, and financial statements available to
the public during the tax year.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization:
> Management 6757 Greene St., Suite 335, Phila PA 19119 (215) 849-1260

BAA TEEA0106 01/23/12 Form 990 (2011)
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Page 7

{Part VIl | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and

Independent Contractors
Check if Schedule O contains a response to any question in this Part VII

]

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

ated Employees

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the

organization's tax year

e List all of the orgamization's current office
compensation Enter -0-in columns (D), (E), and (F) if no compensation was paid.

® | st all of the organization's current key employees, If any See instructions for definition of 'key employee.’

® | st 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.

rs, directors, trustees (whether individuals or organizations), regardless of amount of

® st 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.

® | ist 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 organtzation 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.

I—l Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee

©
Posit
(B) (do not check r?\sc;vgr;han one box, (D) (] (F)
Name and title Average unless person 1s both an officer Reportable Reportable Estimated
hours and a director/trustee) compensation from compensation from amount of other
per week the organization related organizations compensation
(describe | o5 | 51 Q| 2| 2 (W-211899-MISC) (W-2/1039-MISC) from the
noursfor | c B8} 2 3|2 |3<€ g organization
related H E_ |2z |3 a and related
organiza- 5 g _g 2 o organizations
tions in g 2 | *8
Schedule il < E
0) Al a * T
] b )
i
_() Peggy Powers __ __ ___
Board Chair (Sch.O) 3.00/ X X 0. 0. 0.
() Barry R. Meil __ ____
Board vice-Chair (Sch.0)| 3.00| X X 0. 0. 0.
_(3) Apne Gammon _ __ __ ___
Board Secretary (Aug-Dec)| 3.00]| X X 0. 0. 0.
- Kevin Goxdon __ _____
Board Secretary(Jan-July) (Sch.0)| 3.00] X X 0. 0. 0.
_(®) Heather Abbott _ ____
Board Treasurer 3.00) X X 0. 0. 0.
-6 Brian Altman __ __ ___
Board Member (Sch.0O) 1.00] X 0. 0. 0.
_() _ derry Boegler _ __ _ __
Board Member 1.00] X 0. 0. 0.
(8 Stephen Brabeck = __ _
Board Member 1.001 X 0. 0. 0.
(@) Denise Curcio __ ____
Board Member 1.001 X 0. 0. 0.
(9)_Curt Daniels __ __ ___
Board Member 1.00] X 0. 0. 0.
(1)_Bill Davidson _ __ ___
Board Member (Sch.O) 1.00{ X 0. 0. 0.
(2)_Kay Deeney _____ ___
Board Member 1.00] X 0. 0. 0.
{13)_Elyse Foster __ __ ___
Board Member 1.00] X 0. 0. 0.
(4_Jdenne Hickey _______
Board Member 1.00] X 0. 0. 0.

BAA

TEEA0107  07/06/11

Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 8
PamVIE] Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont)

©
Posit
(A) (B) | (do not check mare than one D (
Name and title Average | box, unless person is both an Reportable Reportable Estimated
hours | officer and a director/trustee) | compensation from compensation from amount of other
per the orgamzatnon related organizations compensation
week |Q 3] F _9._ lgxt o (W-2/1099-MISC) (W-2/1099-MISC) from the
@@escrb|o B 2 | | 2 13 & 3 organization
e 2al E| = 3 22 a and related
h?urs § § g =] "fg fod B organizations
relgtred B El ?—_ }% é
organi- a2 ® @
zations| §| @ 2
n ] £
Sch 0) 2
(5_Cindy Huie _ ______________|
Board Member 1.00 X 0. 0. 0.
(§)_Michael Landzberg _ _________|
Board Member 1.00 X 0. 0. 0.
(7)_Martha Pauwly ____________ _|
Board Member 1.00/ X 0. 0. 0.
(1§)_Marion Wachtenheim _ ________|
Board Member 1.000 X 0. 0. 0.
(19)_George Warrem __ ___________
Board Member 1,00 X 0. 0. 0.
(0)_bDavid Watkins _ ____________|
Board Member (Sch.0) 1.00 X 0. 0. 0.
@)_Amy Verstappen ___________|
President/CEOQ 40.00 X X 93,445. 0. 6,307.
e o _____]
@) e ______]
@y ___ o ______ ]
@5 o __]
1b Sub-total .. . . . e > 93,445. 0. 6,307.
¢ Total from continuation sheets to Part VII, Section A . >
d Total (add lines 1b and 1c) .. . > 93,445. 0. 6,307.

2 Total number of iIndividuals (including but not limited to those listed above) who received more than $100,000 of reportable compensation
from the organization > 0

3 D the organlzatlon hst any former officer, director or trustee, key employee, or highest compensated employee
on line 1a? If 'Yes,' complete Schedule J for such individual .

4 For any individual listed on line 1a, 1s the sum of reportable compensation and other compensation from
the ’c;rganlz;tloln and related organizations greater than $150,000? /f 'Yes' complete Schedule J for
such individua

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? /f 'Yes,' complete Schedule J for such person .
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization Report compensation for the calendar year ending with or within the organization's tax year.
(A) ©)
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not imited to those listed above) who received more than
$100,000 in compensation from the organization ® 0

BAA TEEAQ0108 07/06/11 Form 990 (2011)
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]

ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 9

I Part VIII | Statement of Revenue

v

1 4 y
..h., &4 b b

(A)
Total revenue

®

Related or

exempt
function
revenue

(©)

Unrelated
business
revenue

D)
Revenue
excluded from tax
under sections
512, 513 or 514

1 a Federated campaigns

b Membership dues .

¢ Fundraising events

d Related organizations .

e Government grants (contributions)

105,070.

f All other contnibutions, gifts, grants, and
similar amounts not included above

1,104,644.

$

g Noncash contributions included in Ins 1a-1f
h Total. Add hines 1a-1f

CONTRIBUTIONS, GIFTS, GRANTS
AND OTHER SIMILAR AMOUNTS

9,134.

>

AT

..v.‘fn

PRV ‘1'4 I

2a Conferences

Business Code

624100

117,320.

e fom

117,320.

¥ ul'u-..ﬁl

B Dt s

IR

624100

1,778.

1,778.

f All other program service revenue
g Total. Add lines 2a-2f

PROGRAM SERVICE REVENUE

119,098.}

1;1’"
N

Hv

R

ity

y,

)

e

e o) l
k.a

3 [ ol o Gy

5

3
other similar amounts)

4 Income from investment of tax-exempt
5 Royalties

Investment income (including dividends, interest and

bond proceeds

(1) Real

(n) Personal

6a Gross rents

b Less' rental expenses

)
AR S

¢ Rental income or (loss)

d Net rental income or (lo

SS)

e

Ay
e ;! r 0 :

i

LEs Y T K
3’{‘7\ mﬁ* ;}’
e e

i et

=

h.*:m_ﬁfmu

..._LMJ

7 a Gross amount from sales of

(1) Secunties

(n) Other

assets other than inventory

Lol
i
\ﬁ&‘, e

t

3

b Less: cost or other basis
and sales expenses

¢ Gain or (loss)

_,-
A SV N

d Net gain or (loss)

'-.5”'”

i Hiki

3

_!hﬁ‘rn*"i‘"”

PR ACEke
. x.pa'-g,'

'\%“' A ’}.'d_ -,xr .

I

LA

8a Gross Income from fundraising events
(not including . $

of contributions reported on line 1¢)
See Part IV, line 18 a

[
[N

!
"‘1’)‘ h e\»\ '*-1,

b Less: direct expenses b

PR ey

OTHER REVENUE

¢ Net income or (loss) from fundraising events

{ .
{‘

‘{-—

i
‘l

EAORES

[
LR

‘"v ?
A

%ﬂ: :

=

‘-(,"t
Yy E
a;v-«‘_ ‘.

el

3, T

4

.
T RV

l, T
{ fny‘.‘.",’

at ‘«NI""I:- L el
HR T
s, il s
3n e

x..

T ‘,u ‘, =

,L)

5

]1

HEAS

s Ly
B 145

e L ‘S :r~ 4

v

e
) 'L”‘k.r..’, ‘g, g

9a Gross income from gaming activities
See Part IV, line 19 . a

b Less: direct expenses b

¢ Net income or (loss) from gaming activiti

YNSRI BE
o

10a Gross sales of inventory, less returns
and allowances a

b Less* cost of goods sold b

" 'f.ll'

pATTR

L I ‘u

TR

k"-r‘-

UL R Y eT o

-n

¢ Net income or (loss) from sales of inventory

Miscellaneous Revenue Busmness Code

11a Mexrchandise 624100

d All other revenue

e Total. Add ines 11a-11d
»

1,347.

5N

O Pl
u’,”Jﬁ

e
O

R

g

o 45 ST
e

e ey

TRt

42

12 Total revenue. See instructions

1,346,342,

120,445.

O.

BAA

TEEA0109 07/06/11

Form 990

(2011)



Fdrm 990°(2011)

ADULT CONGENITAL HEART ASSOCIATION

04-3447959 Page 10

[Part IX- | Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns.
All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D)

Check if Schedule O contains a response to any question in this Part IX. ..

B © D)
Do not include amounts reported on lines Total e(f(\;.))enses Program service Management and Fundraising
6b, 7b, 8b, 9b, and 10b of Part _VIIl. expenses genera| expenses expenses
1 Grants and other assistance to governments '
and organizations in the United States See
Part IV, line 21

2 Grants and other assistance to |nd|v1dua|s n
the United States See Part IV, line 22

3 Grants and other assistance to governments,
organizations, and individuals outside the
United States. See Part IV, lines 15 and 16 ..

4 Benefits paid to or for members

5 Compensation of current officers, directors,
trustees, and key employees .

6 Compensation not included above, to
disqualified 8persans (as defined under
section 4958(f)(1)) and persons described
in section 4958(c)(3)(B)
Other salaries and wages . 393,171. 254,230. 76,924. 62,017.

g8 Pension plan accruals and contributions
(include section 401(k) and section 403(b)
employer contributions) .

9 Other employee benefits 33,934. 21,859. 6,947. 5,128.
10 Payroll taxes . 36,716. 24,308. 6,821. 5,587.
11 Fees for services (non-employees).

a Management
b Legal
¢ Accounting 21,510. 11,191. 7.977. 2,342,
d Lobbying
e Professional fundraising services See Part IV, line 17 WL o R TR i S 4
f Investment management fees
g Other . 103,563. 87,058. 15,198. 1,307.
12 Advertising and promotlon
13 Office expenses .. 120,582, 92,499. 12,205. 15,878.
14 Information technology 91,377. 80,08S5. 5,401, 5,891,
15 Royalties
16 Occupancy 17,650. 11,727. 3,226. 2,697.
17 Travel 69,384. 65,722. 2,125. 1,537.
18 Payments of travel or entertainment
expenses for any federal, state, or local
public officials
19 Conferences, conventions, and meetings
20 Interest 32. 0. 32. 0.
21 Payments to affihates
22 Depreciation, depletion, and amortlzatlon 706. 620.
23 Insurance 703 .
24 Other expenses. ltemize expenses not
covered above (List miscellaneous expenses
in line 24e. If line 24e amount exceeds 10%
of line 25, column (A) amount, list line 24e
expenses on Schedule O.) . . L N M
a Other program expenses_ _ _ _ 191, 926.
bBoard & staff development _ 6,594.
c__
d_ __ _
e All other expenses
25 Total functional expenses. Add hneslthrough24e 1,093,127. 839,803, 147,843. 105,481.
26 Joint costs. Complete this line only if
the organization reported in column (B)
jont costs from a combined educational
campaign and fundraising solicitation
Check here » I___] if following
SOP 98-2 (ASC 958-720)
BAA Form 990 (2011)

TEEA01I0 01/26/12
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 11

| Part:X#;] Balance Sheet

Beginning of year

B8)
End of year

N b WN =

[}

7
8
9

O-mund

1
12
13
14
15
16

10a Land, buildings, and equipment' cost or other basis.
Complete Part VI of Schedule D .. 10a 15,403.

b Less: accumulated deprectation .. L 10b 4,054.

Cash — non-interest-bearing

Savings and temporary cash investments
Pledges and grants receivable, net
Accounts receivable, net ...

Receivables from current and former officers, directors, trustees, key employees,
and highest compensated employees. Complete Part |l of Schedule L

Receivables from other disqualified persons (as defined under section 4958(f)(1)),

persons described in section 4958(c)(3)(B), and contributing employers and
sponsoring organizations of section 501(c)(9) voluntary employees benef|c1ary
organizations (see instructions) .

Notes and loans receivable, net
Inventories for sale or use .
Prepaid expenses and deferred charges

219,116.

129,637.

12,134.

30,500.

289,707.

Investments — publicly traded secunties .

Investments — other securities See Part IV, line 11
Investments — program-related See Part IV, line 11
Intangible assets ...

Other assets. See Part IV, line 11

Total assets. Add lines 1 through 15 (must equal line 34)

269,695.

508,144,

17
18
19
20
21
22

23
24
25

(7Y, T gy iy g S

26

Accounts payable and accrued expenses

Grants payable

Deferred revenue

Tax-exermpt bond labilities

Escrow or custodial account hability Complete Part IV of Schedule D

Payables to current and former officers, directors, trustees, key employees,
highest compensated employees, and dlsquallfled persons. Complete art |l
of Schedule L .

Secured mortgages and notes payable to unrelated third parties .
Unsecured notes and loans payable to unrelated third parties

Other habilities (including federal income tax, payables to related third parties,
and other liabilities not included on lines 17-24). Complete Part X of Schedule D

Total liabilities. Add lines 17 through 25

41,788.

27,022,

%‘( %,

23

24

25

27
28
29

30
31
32
33

YMOZPBrepw DZCTM O v=-Mmnn» ~mz

Organizations that follow SFAS 117, check here > Eﬂ and complete lines
27 through 29 and lines 33 and 34.

Unrestricted net assets

Temporarily restricted net assets

Permanently restricted net assets .

Organizations that do not follow SFAS 117, check here > D and complete
fines 30 through 34.

Capital stock or trust principal, or current funds

Paid-in or capital surplus, or land, building, or equipment fund

Retained earnings, endowment, accumulated income, or other funds

Total net assets or fund balances

Total labihties and net assets/fund balances

26

18,111.

41,788.

g

31

32

227,907.

33

481,122,

269,695.

508,144.

o]
>
>

TEEAOI11  07/06/M)

Form 990 (2011)
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Form 990 (2011) ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Page 12

{ Part-X1: | Reconciliation of Net Assets

Check if Schedule O contains a response to any question In this Part XI

m

1 Total revenue (must equal Part VIII, column (A), line 12) 1 1,346,342,
2 Total expenses (must equal Part IX, column (A), line 25) 2 1,093,127.
3 Revenue less expenses. Subtract line 2 from line 1 3 253,215.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) 4 227,907.
5 Other changes In net assets or fund balances (explain in Schedule O) 5
6 Net assets or fund balances at end of year Combine lines 3, 4, and 5 (must equal Part X, fine 33,

column (B)) . 6 481,122,

[ Part:X)IY| Financial Statements and Reporting

Check If Schedule O contains a response to any question in this Part XII

1 Accounting method used to prepare the Form 990: D Cash E] Accrual D Other
If the organization changed its method of accounting from a prior year or checked 'Other,’ explain
in Schedule O
2a Were the organization's financial statements compiled or reviewed by an independent accountant?
b Were the organization’s financial staterments audited by an independent accountant?
c If 'Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? .
If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O.
d If 'Yes' to line 2a or 2b, check a box below to indicate whether the financial statements for the year were 1ssued on a
separate basis, consolidated basis, or both-
‘Z] Separate basis D Consolidated basis D Both consohdated and separate basis

3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single
Audit Act and OMB Circular A-1337? .

b If *Yes,' did the organization undergo the required audit or audits? !f the orgarization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits

2¢
2y ey
1-., ﬁ,‘ % f :),',"' .!5 )
el | T T {E

3a

3p| P A

BAA

TEEAQ112  07/06/1)

Form 990 (2011)
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SCHEDULE A . : P
(Form 990 or 990-E2) Public Charity Status and Public Support
Complete if the organization is a section 501(cX3) organization or a section
. 4947(aX1) nonexempt charitable trust.
T
3?3%’.—3’.“52&3;’.&2”5!5?;“ i » Attach to Form 990 or Form 990-EZ. > See separate instructions.
Name of the organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959

[Pait Ii.] Reason for Public Charity Status (All organizations must complete this part.) See instructions.

The
1

2
3
a

~N O

10
1

organization s not a private foundation because it is: (For lines 1 through 11, check only one box.)

: A church, convention of churches or association of churches described in section 170(b)(1 XAXi).

A school described 1in section 170(b)}1XAXii). (Attach Schedule E )

A hospital or a cooperative hospital service organization described in section 170(b)1)XAXiii).

| | A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(AXiii). Enter the hospital's

name, city, and state: _ _

D An organization operated for the benefit of a college or university owned or operated by a governmental unit described In section
170(bX1XAXiv). (Complete Part il )

A federal, state, or local government or governmental unit described in section 170(b)}(1XAXV).

An organization that normally receives a substantial part of its support from a governmental unit or from the general public descnibed

™ in section 170(b)}(1XAXvi). (Complete Part Il.)

A community trust described in section 170(b)1)}AXvi). (Complete Part il')

D An organization that normally receives: (1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts
from activities related to 1ts exempt functions — subject to certain exceptions, and (2) no more than 33-1/3% of its support from gross
investment iIncome and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after
June 30, 1975 See section 509(a}2). (Complete Part 1ll )

An organization organized and operated exclusively to test for public safety See section 509(aX4).

An organization organized and operated exclusively for the benefit of, to perform the functions of, or carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.

a D Type | b DType Il c D Type Il — Functionally integrated d D Type Il — Other

e D By checking this box, | certify that the organtzation i1s not controlled directly or indirectly by one or more disqualified persons
other thaggfou)ngatlon managers and other than one or more publicly supported organizations described in section 509(a)(1) or
section 509(a)(2)

f If the organization received a wntten determination from the IRS that s a Type |, Type Il or Type Il supporting organization, D
check this box . .

g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?

|

Yes | No
() A person who directly or indirectly controls, either alone or together with persons described in (1) and (i)
below, the governing body of the supported organization? . 11g ()
(ii) A family member of a person described in (1) above? . 11 g (ii)
(iii) A 35% controlled entity of a person described in (1) or (i) above? 11 g (iii)
h Provide the following information about the supported organization(s).
(1) Name of supported (D EIN (Ih) Type of organization (iv) Is the (v) Did you notify (vl) Is the (vii) Amount of support
organmization (described on lines 1-9 orgamzation in the organization in| orgamization n
above or IRC section column (1) listed i column (i) of column (i)
(see Instructlons)) your governing your support? organized in the
document? Uus-»
Yes No Yes No Yes No
A)
B
©
(D)
E)
i S T3 | o N SRS
£ : Ly L IR il Lx‘% Pes
Total f‘.’ .-.l' SRR Y S-S RSP ,*}:: - R L KIS . .La"»{. LTy ' h',"‘f‘
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-E2) 2011

TEEA0401 09/28/11
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Schedule A (Form 990 or 990-EZ) 2011 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
[Part.ll:]Support Schedule for Organizations Described in Sections 170(b)(1)XAXiv) and 170(b)(1)(A)vi)

(Gomplete only 1f you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part [I} If the
organization fatls to qualify under the tests listed below please complete Part lll')

Section A. Public Support

gggf:gﬁ{gyﬁf)'.(“ fiscal year (a) 2007 (b) 2008 () 2009 (d) 2010 (e) 2011 () Total
1 Gifts, grants, contributions, and

membershlp fees receved. (Do not
include any "unusual grants”) . 432,571. 346,187. 444,533. 647,946./1,225,897.| 3,097,134.

2 Tax revenues levied for the
organization's benefit and
either paid to or expended
on its behalf

3 The value of services or
facilities furnished by a
governmental unit to the
organization without charge

4 Total. Add tines 1 through 3 . 432,571. 346 187 533. 647,946.11, 225 897.| 3,097,134.

5 The portion of total 5% 1“':‘7{” bt SRS
contributions by each person Ehy .1‘:‘?-:‘;?’2‘ £
(other than a governmental -
unit or publicly supported
organization) included on line 1 b Fhc R £t
that exceeds 2% of the amount |%, (., uﬁ:ﬁ-,‘!"(&i;j i\ WIS
shown on line 11, column () [t ”'ﬂm,‘%?’r‘

s

. ] riﬂrﬁjﬁ;‘”' .n

YY) u . 1 f .
b a@f‘é}: T %f: q}%f FL i B Hak
! A PR AT !‘-‘.- Hidti
's,j'ﬁwm *;.{‘f\ﬁ%if N R et R H

889,971.

A
ki Yol

H ey a "‘"3--‘-.;',-: s ;’3 e {a o 1_\ 15 R T .15_-: 7
6 Public support. Subtract ine 5 |5, 245 % :;z;:’ X1 h:h ks a‘{;:}: "ix’u" m o ",’;‘:‘}f ?ﬁ‘) .?l L
from hine 4. ot A AR b S T S *ﬁg&:,'-w_"'ﬁﬁ“ o e 2,207,163,
Section B. Total SJpOl’t
Sogmming oar Jor fiscal year (a) 2007 (b) 2008 (c) 2009 () 2010 (e) 2011 (h Total
7 Amounts from line 4 . 432,571.] 346,187.{ 444,533.| 647,946.[1,225,897.| 3,097,134.

8 Gross income from Interest,
dividends, payments received
on securities foans, rents,
royalties and income from
similar sources 1,561. 777. 3. 7. 0. 2,348.

9 Net income from unrelated
business activities, whether or
not the business Is regularly
carried on

10 Other income Do not include
gain or loss from the sale of
capital assets (Explain in

Part IV.)
e ‘.’ “’4." »;,**n R

11 Total support. Add lines 7 Aog woal

through 1 . Pt e 4 3,099,482.
12 Gross receipts from related activities, etc (see instructions) . . | 12 254,318,
13 First five years. If the Form 990 s for the orgamzatlon s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here . > ]—I

Section C. Computation of Public Support Percental

14 Public support percentage for 2011 (hne 6, column (f) divided by line 11, column (f)) . .. 14 71.21%
15 Public support percentage from 2010 Schedule A, Part li, line 14 .| 15 72.17 %

16a 33-1/3% support test — 2011, If the organization did not check the box on line 13, and the line 14 1s 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization > El

b 33-1/3% support test — 2010. If the organization did not check a box on line 13 or 16a, and line 15 1s 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization D

17 a 10%-facts-and-circumstances test — 2011, If the organization did not check a box on line 13, 16a, or 16b, and line 14 1s 10%
or more, and If the organization meets the 'facts-and-circumstances’ test, check this box and stop ‘here. Explam in Part IV how
the organlzatlon meets the ‘'facts-and-circumstances’ test The organlzatlon qualtfies as a publicly supported organization . D

b 10%-facts-and-circumstances test — 2010. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 151s 10%

or more, and If the organization meets the ‘facts-and-circumstances' test, check this box and stop here. Explain in Part IV how the
organization meets the 'facts-and-circumstances' test The organmization qualifies as a publicly supported organization .
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions . » |
BAA Schedule A (Form 990 or 990-E2Z) 2011

TEEA0402 05/25/11
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Schedule A (Form 990 or 990-E2) 2011 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
[Partillle] Support Schedule for Organizations Described in Section 509(a)(2) N/ A

(Complete only iIf you checked the box on line 9 of Part | or if the organization failed to qualfy under Part Il If the organization falls
* to qualify under the tests listed below, please complete Part 11 )

Section A. Public Support

Calendar year (or fiscal yr beginning in) > (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 (f) Total

1 Gifts, grants, contributions
and membership fees
received. (Do not include
any ‘unusual grants.")

2 Gross receipts from admis-
stons, merchandise sold or
services performed, or facilities
furnished 1n any activity that 1s
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
its behalf

5 The value of services or
facilities furnished by a
governmental unit to the
organization without charge

6 Total. Add lines 1 through 5

7a 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 line 13
for the year

¢ Add lines 7a and 7b

8 Public support (Subtract line
7c from line 6.)

Section B. Total Support
Calendar year (or fiscal yr beginning in) > (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 (f) Total

9 Amounts from hine 6 . .

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

¢ Add lines 10a and 10b
11 Netincome from unrelated business
activities not included in line 10b,

whether or not the business 1s
regularly carned on
12 Other income. Do not include

gain or loss from the sale of
capital assets (Explain in
PartiV) .

T | AR O L
| k]

- Q?-E% o P

AT R ROl P
o el 7'?€~‘?§"'ﬁﬁ' s 2
A DN AT L P Lt
Y R g ] o e

AELR

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 > n

Section C. Computation of Public Support Percentage

15 Public support percentage for 2011 (line 8, column (f) divided by hine 13, column (f)) . 15 %

16 Public support percentage from 2010 Schedule A, Part 1], iine 15 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2011 (hine 10c, column (f) divided by line 13, column (f)) 17

18 Investment income percentage from 2010 Schedule A, Part lIl, hne 17 18

19a 33-1/3% support tests — 2011. If the organization did not check the box on ine 14, and line 15 1s more than 33-1/3%, and ine 17
ts not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported orgamzation

%
%
>
b 33-1/3% support tests — 2010. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33-1/3%, and
hne 18 1s not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization > q
»

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions
BAA TEEA0403  05/25/11 Schedule A (Form 990 or 990-EZ) 2011
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Schedule A (Form 990 or 990-EZ) 2011  ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

{Part IV’ | Supplemental Information. Complete this gart to provide the explanations required by Part Il, line 10;
Part Il, line 17a or 17b; and Part Ill, line 12. Also complete this part for any additional information.

* (See instructions).

BAA Schedule A (Form 530 or 950-E2) 2011

TEEA0404  05/25/11
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SCHEDULE C
(Form 990 or 990-E2)

OMB No 1545 0047

2011

TR ey
7t Open to Publicy »
&;,??ﬁlﬁs”ﬁ“é‘ét’lonﬁ‘l :

Pog s

Political Campaign and Lobbying Activities

For Organizations Exempt From Income Tax Under section 501(c) and section 527
> Complete if the organization is described below.

ﬁﬁgﬁ{g{'ﬁgig{,ﬂgesgﬁ?f: i » Attach to Form 990 or Form 990-EZ. > See separate instructions.
If the organization answered 'Yes,’ to Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then

® Section 501(c)(3) orgamzations Complete Parts I-A and B. Do not complete Part I-C

® Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts I-A and C below Do not complete Part I-B

® Section 527 organizations Complete Part I-A only
If the organization answered 'Yes,’ to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then

® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part |I-A. Do not complete Part 1I-B

° Sec‘tlﬁn 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part 11-B Do not complete

art -

If the organization answered "Yes,' to Form 990, Part IV, line 5 (Proxy Tax) or Form 990-EZ, Part V, line 35a (Proxy Tax), then

® Section 501(c)(4), (5), or (6) organizations: Complete Part )l
Name of organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
RartlIFAY Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization's direct and indirect political campaign activities in Part |V

2 Political expenditures

3 Volunteer hours
{Part?liBi| Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section 4955

2 Enter the amount of any excise tax incurred by orgarization managers under section 4955

3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year?

4a Was a correction made?

b If ‘Yes,' describe in Part |V
‘RaTtIECE| Complete if the organization is exempt under section 501(c) , except section 501(c)(3).

LTS Y

"'/A

>$

~N/A

Hue

N/A

>3

>

Yes
Yes

Enter the amount directly expended by the filing organization for section 527 exempt function activities >3
2 Enter the amount of the filing organization's funds contributed to other organizations for section 527 exempt

function activities >3
3 Total exempt function expenditures. Add lines 1 and 2 Enter here and on Form 1120-POL,

line 17b . >$

4 Dud the filing organization file Form 1120-POL for this year? D Yes D No

5 Enter the names, addresses and employer identfication number (EIN) of all section 527 polhitical orgamzations to which the filing
organization made payments For each organization listed, enter the amount paid from the filing organization’s funds Also enter the
amount of political contributions received that were promptly and directly delivered to a separate political organization, such as a separate
segregated fund or a political action committee (PAC) If ad></1|t|onal space is needed, provide information in Part IV,

(a) Name (b) Address (c)EIN (d) Amount paid trom fiing (e) Amount of political
organization’s funds contributions received and
It none, enter-0-. J)romply and directly
elivered to a separate
political organization
If none, enter -0-

4 ) o it
@ Fmmmmmmmmm e m—m
@ e m e m e —— =
@  pmmmmmmmmm———m——————
®  prmmmmmmmm—mm———— =
G e

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.

TEEA3201  06/14/11
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Schedule € (Form 990 or 990-E2) 2011 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
(Part lI-A% ] Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under -
section 501¢h)). N/A

A Check » D if the filing organization belongs to an affihated group (and hst in Part IV each affilated group member's name,
address, EIN, expenses, and share of excess lobbying expenditures).
B Check » |—l if the filing organization checked box A and 'mited control' provisions apply

Limits on Lobbying Expenditures (a) Filing (b) Affiliated
(The term ‘expenditures’ means amounts paid or incurred.) organization’s totals group totals

1 a Total lobbying expenditures to influence public opinion (grass roots lobbying)
b Total lobbying expenditures to influence a legislative body (direct lobbying)
¢ Total lobbying expenditures (add fines 1a and 1b)

d Other exempt purpose expenditures
e Total exempt purpose expenditures (add lines 1c and 1d)

both columns

‘ f Lobbying nontaxable amount Enter the amount from the following table in

If the amount on hine 1e, column (a) or (b) I1s he lobbying nontaxable amount is: ;,".,3 —‘Fﬁ;"f’i;
! Not over $500,000 20% of the amount on line e (f%‘ia, ol
‘ Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000 ?j
1 Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000 5‘;7-:"{‘ ;
‘ Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000 :g{_g. ;

Over $17,000,000 $1,000,000 A |bind i

g Grassroots nontaxable amount (enter 25% of line 1f)
h Subtract line 1g from line 1a. If zero or less, enter -0-
i Subtract line 1f from line 1c If zero or less, enter -0-

j If there 1s an amount other than zero on either line 1h or line 11, did the organization file Form 4720 reporting
section 4911 tax for this year? l—| Yes |—| No

| 4-Year Averaging Period Under Section 501(h)
‘ (Some organizations that made a section 501(h) election do not have to complete all of the five
columns below. See the instructions for lines 2a through 2f.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year (or fiscal (a) 2008 (b) 2009 (c) 2010 (d) 201 (e) Total
year beginning n)

2a Lobbying non-taxable
| amount

b Lobbying ceiling
amount (150% of line
2a, column (e))

c Total lobbying
expenditures

: d Grassroots nontaxable
amount

L3

£

] E R e T%I; AR
I I"Q- ij‘ Ny A
St o O
ﬂi}:ﬂi‘;‘i‘ SJ&“‘%?’?T”- tggv i }
T *’.v‘f‘-‘Zgg«rtr;“'fi"\?“"'.i-‘fs?ﬁﬁ

e Grassroots celling
amount (150% of line
2d, column (e))

B

v

%
Aot

f Grassroots lobbying
expenditures

BAA Schedule C (Form 990 or 990-EZ) 2011

TEEA3202 06/14/11
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Schedule C (Form 990 or 990-£2) 2011 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

[ParttiZBE Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).

(@) ()

Yes | No Amount

For each 'Yes' response to lines 1a through 11 below, provide in Part IV a detailed description
of the lobbying activity.

1 During the year, did the fiing organization attemgt to influence foreign, national, state or local

legislation, including any attempt to influence public opinion on a legislative matter or referendum,
through the use of-

a Volunteers? .

b Paid staff or management (include compensation in expenses reported on lines 1c through 11)?
¢ Media advertisements?

d Mailings to members, legislators, or the publc?

e Publications, or published or broadcast statements?

f Grants to other organizations for lobbying purposes?

g Direct contact with legislators, their staffs, government officials, or a legislative body? 18,709.
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?

i Other activities? . .

j Total. Add lines 1c through 11 . 18,709.

2a Did the activities tn line 1 cause the organization to be not described in section 501(c)(3)? R A
b If 'Yes,' enter the amount of any tax incurred under section 4912

c If 'Yes,' enter the amount of any tax incurred by orgamzation managers under section 4912
d If the filing organization incurred a section 4912 tax, did 1t file Form 4720 for this year?

[PartillzA%] Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or

s e e

section 501(c)(6). N/A
Yes | No
1 Were substantially all (30% or more) dues received nondeductible by members? . 1
2 Did the orgamzation make only in-house lobbying expenditures of $2,000 or less? .
3 Did the organization agree to carry over lobbying and political expenditures from the prior year? . 3

PargllZBB| Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)X6) and if either (a) BOTH Part llI-A, lines 1 and 2, are answered 'No’' OR (b) Part llI-A, line 3, is

answered 'Yes.' N/p
1 Dues, assessments and similar amounts from members . 1
2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political ;}iﬁé};__
expenses for which the section 527(f) tax was paid). NG il
a Current year 2a
b Carryover from last year 2b
c Total . . 2c
3 Aggregate amount reported tn section 6033(e)(1)(A) notices of nondeductible section 162(e) dues . 3
T
4 if notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess b5
| does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and pohtical
‘ expenditure next year? . 4
Taxable amount of lobbying and political expenditures (see instructions) . 5

5
[RartIVEs] Supplemental Information

Complete this part to provide the descriptions required for Part I-A, line 1; Part |-B, line 4; Part |-C, line 5; Part II-A; and Part II-B, line 1
Also, complete this part for any additional information.

national congenital heart Lobby Day in Washington,DC in

BAA Schedule C (Form 990 or 990-EZ) 2011
TEEA3203 06/14/1)
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Schedule € (Form 990 or 9%0-E2) 2011 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4
[ PartIVii| Supplemental Information (continued)
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BAA Schedule € (Form 990 or 990-EZ) 2011
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SCHEDULE D ] OMB No_1545-0047
(Form 990) : Supplemental Financial Statements 2011
» Complete if the organization answered 'Yes,' to Form 990, AT e e
Depariment of the Treasury Part IV, lines 6,7,8,9,10,11a, 11b, 11¢, 11d, 11e, 11f, 123, or 12b. gﬁr‘Open to,Rublic =
internal Revenue Service > Attach to Form 990. > See segarate instructions. 70+ lnspectlon\ﬁ& 4
Name of the organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
lPart-li%IOrganlzatlons Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if
the organization answered 'Yes' to Form 990, Part IV, line 6. M/A
___(a) Donor advised funds (b) Funds and other accounts

1 Total number at end of year

2 Aggregate contributions to (during year)

3 Aggregate grants from (during year)

4 Aggregate value at end of year

5

Did the organization inform all donors and donor advisors In writing that the assets held in donor advised
funds are the organization's property, subject to the organization's exclusive legal control? I:] Yes |:| No

A

Did the organization inform all grantees, donors, and donor advisors in wnting that grant funds can be
used only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other
purpose conferring impermissible private benefit? D Yes E] No

“E'é"ht‘i'llf‘}] Conservation Easements. Complete if the organization answered 'Yes' to Form 990, Part IV, ine 7. ~/A
1 Purpose(s) of conservation easements held by the organization (check all that apply)
Preservation of land for public use (e g., recreation or education) Preservation of an historically important land area
Protection of natural habitat Preservation of a certified historic structure
Preservation of open space

2 Complete lines 2a through 2d if the organization heid a qualified conservation contribution in the form of a conservation easement on the
last day of the tax year

;’“@"Eﬁ Held at the End of the Tax Year

a Total number of conservation easements . 2a
b Total acreage restricted by conservation easements . 2b
¢ Number of conservation easements on a certified historic structure included in (a) 2¢
d Number of conservation easements included in (¢c) acquired after 8/17/06, and not on a historic
structure listed in the National Register 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the
tax year >

Number of states where property subject to conservation easement Is located >

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easements 1t holds? D Yes [:I No

6 Staff and volunteer hours devoted to monitoring, Inspecting, and enforcing conservation easements during the year
»

7 Amount of expenses incurred In monitoring, inspecting, and enforcing conservation easements during the year
-3
8 Does each conservation easement reported on line 2(d) above satisfy the requnrements of section
170(h)(4)(B)(1) and section 170(h)(4)(B)(n)? [:l Yes D No

9 InPart XV, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and
Iinclude, if applicable, the text of the footnote to the organization's financial statements that describes the organization's accounting for
conservation easements.

ll?:é'f‘t”ll I Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets. N
Complete if the organization answered 'Yes' to Form 990, Part IV, line 8. /A

1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide,
In Part XIV, the text of the footnote to its financial statements that describes these items

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the
following amounts relating to these items:

(i) Revenues included in Form 990, Part VIII, hne 1 -$
(ii) Assets included in Form 990, Part X -3

2 It the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the following
amounts required to be reported under SFAS 116 (ASC 958) relating to these items*

a Revenues included in Form 990, Part VI, line 1 >3
b Assets included 1n Form 990, Part X >3
BAA For Paperwork Reduction Act Nctice, see the Instructions for Form 990. TEEA3301  05/2511 Schedule D (Form 990) 2011
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Schedule D (Form 990) 2011  ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
[Part lll] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection
items (check all that apply):
a Public exhibition d Loan or exchange programs
b Scholarly research e Other
c Preservation for future generations

4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in

Part XIV
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? ﬂ Yes [_lNo
| Part IV/'| Escrow and Custodial Arrangements. Complete if the organization answered 'Yes' to Form 990, Part 1V,
line 9, or reported an amount on Form 990, Part X, line 21. N/ A

1a Is the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not

included on Form 990, Part X? D Yes D No
b If 'Yes,' explain the arrangement in Part XIV and complete the following table
Amount
¢ Beginning balance . . 1c
d Additions during the year . . 1d
e Distnibutions during the year . 1e
f Ending balance .. . . . 1f
2a Did the organization include an amount on Form 990, Part X, ine 217 . D Yes D No
b If 'Yes,' explain the arrangement in Part XIV
[Part V]Endowment Funds. Complete if the organization answered 'Yes' to Form 990, Part IV, line 10. N/ A
(a) Current year (b) Prior year (c) Two years back (d) Three years back (e) Four years back
1a Beginning of year balance RSy

b Contributions

¢ Net investment earnings, gains,

r

and losses Ry
d Grants or scholarships A p s AR
S BT e Bt
e (a)rt]t‘legrggpr)g%dsltures for facilities &ﬁ% }‘”i“g‘zfﬁ‘;?'}éﬁ:«%}
f Administrative expenses R A R
g End of year balance N
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as
a Board designated or quasi-endowment > %
b Permanent endowment » %
¢ Temporarily restricted endowment » %
The percentages tn lines 2a, 2b, and 2c should equal 100%
3a Are there endowment funds not in the possession of the orgamzation that are held and administered for the
organization by* Yes No
(i) unrelated organizations 3a(i)
(ii} related organizations 3a(ii)
b If 'Yes' to 3a(i), are the related organizations listed as required on Schedule R? 3b J
4 Describe in Part XIV the intended uses of the organization's endowment funds
{Part:Vl.| Land, Buildings, and Equipment. See Form 990, Part X, line 10.
Description of property (a) Cost or other basis (b) Cost or other (c) Accumulated (d) Book value
(investment) basis (other) depreciation
1aland ) LT Ty
b Buildings
¢ Leasehold improvements .
d Equipment . 15,403. 4,054. 11,349.
e Other .
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), line 10(c) ) > 11, 349.
BAA Schedule D (Form 990) 2011 ‘

TEEA3302 01/16/12
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Schedule D (Form 990) 2011 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
{Part VIl | Investments — Other Securities. See Form 990, Part X, line 12. N/ A

(a) Description of security or category (b) Book value (c) Method of valuation:
_(including name of securnity) Cost or end-of-year market value

(1) Financial derivatives
(2) Closely-held equity interests
(3) Other

Y N WU I L T
R A T N N R e el T

Total. (Column (b) must equal Form 990 Part X, column (B) line 12) ™ S
[Part VIit] Investments — Program Related. See Form 990, Part X, line 13. N/A

(a) Description of investment type (b) Book value (c) Method of valuation
Cost or end-of-year market value

Q)
@
©)]
@
®
(6
()
®
©)]
Y]

Total. (Column (b) must equal Form 990, Part X,_column (B) lme 13) ™ R T R R A T I e T
|Pa'rt{IXx‘*.‘| Other Assets. See Form 990, Part X, line 15. N/A

(a) Descnption (b) Book value

)
6]
3)
@
®)
©®)
0]
8)
&)
(10)
Total. (Column (b) must equal Form 990, Part X, column (B), ine 15) >
[Part’X:2’| Other Liabilities. See Form 990, Part X, line 25.
(a) Description of hability (b) Book value
(1) Federal income taxes . A P RO VAR PR TR T i
o s RN STl Vi 20 N
S S i e P Sl N R
©) el
6)
7
@
)
(0
an
Total. (Column (b) must equal Form 990, Part X, column (B) line 25 ) >

2 FIN 48 (ASC 740) Footnote In Part X1V, provide the text of the footnote to the organization's financial statements that reports the
organization's liability for uncertain tax positions under FIN 48 (ASC 740)

BAA TEEA3303 01/23/12 Schedule D (Form 990) 2011
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Schedule D (Form 990) 2011  ADULT CONGENITAL HEART ASSOCIATION

04-3447959 Page 4

FP_‘El‘_rt?XIELReconclllatlon of Change in Net Assets from Form 990 to Audited Financial Statements

1 Total revenue (Form 990, Part Vill, column (A), line 12)

Total expenses (Form 990, Part IX, column (A), line 25)

Excess or (deficit) for the year. Subtract line 2 from line 1

Net unrealized gains (losses) on investments

Donated services and use of facilities

Investment expenses .

Prior pertod adjustments

Other (Describe in Part XIV.)

Total adjustments (net) Add lines 4 through 8

10 Excess or (deficit) for the year per audited financial statements Comblne lnes 3 and 9

W oOoONOOTMOLWN

1,346,342.

1,093,127,

253,215.

253,215,

[PEFRXIIE TReconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenue, gains, and other support per audited financial statements
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12*

a Net unrealized gains on investments .. . 2a
b Donated services and use of facilities . 2b
¢ Recoveries of prior year grants .. . 2c
d Other (Describe in Part XIV) . . . 2d

e Add lines 2a through 2d

3 Subtract line 2e from line 1

4 Amounts included on Form 990, Part VIII, line 12, but not on line 1
a Investment expenses not included on Form 990, Part VIII, line 7b . 4a

b Other (Describe In Part XIV.) . . . .| 4b

¢ Add lines 4a and 4b
5 Total revenue. Add hines 3 and 4c. (lh/s must equal Form 990, Part I, ine 12.)

1 1,346,342.
2¢
3 1,346,342.
4c
5 1,346,342.

IﬁﬂthllirReconcmatlon of Expenses per Audited Financial Statements Wlth Expenses per Return

1 Total expenses and losses per audited financial statements
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities . 2a
b Prior year adjustments .. 2b
¢ Other losses . . 2¢c
d Other (Describe in Part XIV.) . .. . .. 2d

¢ Add lines 2a through 2d

3 Subtract line 2e from line 1 .

4 Amounts Included on Form 990, Part 1X, line 25, but not on Ilne 1:
a Investment expenses not included on Form 990, Part VIIi, hne 7b 4a

b Other (Describe in Part XIV ) . 4b

¢ Add lines 4a and 4b
5 Total expenses Add lines 3 and 4c. (This musi equal Form 990, Part I, Iine 18 )

1 | 1,093,127,
1|

2e

3 1,093,127,

4c

5 1,093,127,

‘RartbXIVE| Supplemental Information

Complete this part to provide the descriptions required for Part I, hnes 3, 5, and 9; Part Ill, lines 1a and 4; Part IV, lines 1b and 2b;
Part V, line 4; Part X, line 2, Part XI, ine 8; Part Xll, nes 2d and 4b; and Part XIII lines 2d and 4b Also complete this part to provnde

any additional information

BAA TEEA3304 05/25/11

Schedule D (Form 990) 2011
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[PareXIVE] Supplemental Information (continued)

BAA TEEA3305 05/25/11 Schedule D (Form 990) 2011
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SCHEDULE O
(Form 990 or 990-E2Z)

Department of the Treasury
Internal Revenue Service

OMB No 1545-0047

Supplemental Information to Form 990 or 990-EZ

Complete to provide information for responses to specific questions on P TR T
Form 990 or 990-EZ or to provide any additional information. sh:j},Oggn to Public.. -,
> Attach to Form 990 or 990-EZ. 35 Inspection g

Name of the organization

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Employer identification number

Pt VI,

Line 3

Pt VI,

Line 1lla

The Executive Committee reviews, in detail, the Form 990 with the

. the Executive Director and the Chair. It is then

Disclosures of interest conflicts, if any, are reviewed

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. TEEA4301  07/14/1) Schedule O (Form 990 or 990-EZ) 2011
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Schedule O (Form 990 or 990-E2) 2011 Page 2
Name of the organization Employer identificati b

ADULT CONGENITAL HEART ASSOCIATION 04-3447959
______________ and continue to be monitored throughout the year _ _ ______________.
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Briefly describe the organization's mission:

heart defects. Through education, outreach, advocacy and promotion of research, ACHA serves and supports

the more than one million adults with congenital heart defects, their families and medical community.
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ACHA Program 2011

Education & Outreach Activities

Continuing Activities included:

Heart to Heart Ambassadors: ACHA continued to expand the Heart to Heart Ambassador Program, an
initiative that provides ACHA patient and family members with personalized information and support. in
2011, 28 new Ambassadors were trained on two separate occasions—once prior to the ACHA Sixth
National Conference in April, and the second time in Philadelphia in November. The original nine
Ambassadors participated in the pre-conference training. Additional progress in 2011 included
integrating the Heart to Heart Ambassador Program into the ACHA website, which now provides a
detailed description of the program as well as an online application for becoming an Ambassador and
for submitting a request for support. We've also added the “Meet Our Ambassadors” webpage, which
includes each Ambassador’s story and photo. ACHA Ambassadors now reach out to all new patient and
family members who indicate they would like to be contacted on their membership form.

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 800 ACHA members attended
13 different webinars in 2011. National experts spoke on a wide range topics including “Pulmonary
Hypertension in the CHD Patient,” “Aging with Tetralogy of Fallot,” “Women with Congenital Heart
Disease: Understanding the Challenges of Pregnancy,” and “ACHD, Mental Health, and Quality of Life:
What Does the Data Say?” Webinars also covered topics such as ACHA advocacy and research.

Lifelong Care Campaign: ACHA continues to distribute two brochures targeted to educating parents and
patients on the need for lifelong special care in CHD. In 2011, planning began for extending the Lifelong
Care program to parents in partnership with Mended Little Hearts (MLH).

ACHA Sixth National Conference: ACHA's Sixth National Conference was held at the Los Angeles Airport
Marriott from April 28 to May 1. This event brought together the adult congenital heart disease (ACHD)
community to share the best in ACHD research and resources, celebrate our accomplishments, plan for
the future and have fun. A Patient/Family Conference, a Professional Conference, and a Research
Symposium ran concurrently. The facuity included national experts in the care of the adult living with
CHD. Approximately 250 patient or family members and 150 ACHD health care professionals from more
than 32 states, Washington, D.C., and Canada attended sessions on topics such as “Keep the Beat:
Identifying and Managing Rhythm Problems,” “SSI/Disability,” “What Every ACHD Patient Should Know
About Finding Quality ACHD Care,” “Fontan Conversion: Who, What, When and How Effective?” and
disease-specific breakout sessions. There was also time for fun, such as the gala reception and Beach
Day. More than 95 members received financial aid to attend the conference in the form of either a
Heart Heroes Scholarship or Registration Scholarship.

ACHA Personal Health Passport: The ACHA Personal Health Passport is designed to give members
immediate access to important heaith information and is available online as a downloadable document
and in print for all members and for ACHD clinics to distribute to their patients. It is distributed by mail
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to all new patient and family members as part of a new member packet and handed out at exhibits,
Congenital Heart Walks and other ACHA events.

ACHA Discussion Forum: A benefit of ACHA membership is the ability to participate in the online
Discussion Forum. More than 7,000 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.

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.

ACHD Program Directory: Also in collaboration with ISACHD, ACHA continued to offer an online listing of
more than 100 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 2010 data have been operating for an
average of 9.6 years and have medical directors with an average of 15.5 years in ACHD care. In addition,
the clinics span across North America, from Honolulu, HI to Kingston, ON, Canada - over 5,500 miles
apart!

ACHA Online and Printed Materials: ACHA provides its members information on health issues related to
specific congenital heart defects. Disease-specific literature on topics such as ventricular septal defect
and tetralogy of Fallot, as well as the aforementioned brochures on lifelong care for both adults and
children, can be downloaded from the ACHA website.

ACHA Facebook Page: During 2011, ACHA updated its Facebook page multiple times per week, offering a
spot for quick updates and interactivity for people who “like” ACHA. By posting ACHA Blog posts and
other ACHA website content, the Facebook page also increases visibility as well as number of hits to the
ACHA homepage. ACHA Facebook membership increased steadily through the year; the number of
monthly active users increased was 660 in January and 1,900 by year's end. All told, ACHA Facebook
posts were viewed nearly 517,000 times in 2011, an increase of 972% from 2010. Visit the ACHA
Facebook page at www.facebook.com/AdultCongenitalHeartAssociation.

ACHA 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 update letter from the
ACHA President/CEO, plus pertinent news regarding advocacy, membership, research, development and
more. In addition, ACHA members receive other announcements via e-mail, such as webinar reminders
and important news updates. A portion of members who have requested it also receive targeted
advocacy e-mail updates.

New Activities included:

ACHA Program Poster: The intent of the poster is to enhance our presence in the CHD community and
promote ACHA through ACHD providers’ programs and clinics. The poster was created for medical
professionals to display in waiting rooms and/or exam rooms so that patients could learn more about
the programs that ACHA has to offer. Posters are available for free on the ACHA website.
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ACHA Website: With continued support from the Medtronic Foundation, ACHA in 2011 worked with
Reingold Inc. to develop the brand-new www.achaheart.org, which launched on March 14. The ACHA
website serves as the main online portal for information, and from the launch until the end of the year;
there were nearly 58,000 visits to the website. This included more than 24,000 visitors, accounting for
approximately 195,000 pageviews. In 2011 new online features were launched, such as “Meet Our
Ambassadors” (profiles and photos of H2H Ambassadors) and “CHD Over 60” (stories and photos of
some of ACHA's older members).

ACHA Blog: With the launch of the new website, ACHA gained the capability to share more member
stories through a blog. The ACHA Blog launched May 24, and from that date through the end of 2011,
we posted 86 posts from more than 15 bloggers, which were viewed approximately 20,000 times. ACHA
bloggers post on a variety of topics relevant to the CHD community, and included topics such as “Top 10
Reasons to Date a Congenital Heart Defect Survivor,” “A Shout-Out to All the Moms, Especially Mine,”
and “The Hardest Part of Living with a CHD.” The blog posts have also excelled as conversation starters
on each blog’s webpage, as well as on each individual posting on the ACHA Facebook page.

Congenital Heart Walk Program: These regional events 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 2011, the Congenital Heart Walk’s second year, more than 5,000 walkers in
19 locations across the United States raised more than $625,000 to support and honor the millions of
children, adults and families affected by CHD. The 2011 locations included Washington, D.C. Metro,
Central Texas, Delaware Valley, Greater Madison, Long Island, Metro Detroit, Northern Ohio, Ohio
Valley, San Francisco Bay Area, Tampa Bay, Twin Cities, Central Ohio, Central Michigan, Central Virginia,
Phoenix Metro, Rio Grande Valley, Rocky Mountain, and Greater St. Louis. We also offered a virtual
walk for supporters to participate outside of our walk locations. To join our efforts, visit
www.congenitalheartwalk.org.

Research Activities
Continuing Activities included:

Congenital Heart Public Health Consortium: ACHA is privileged 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.

REACH Project: Awarded by the National Institutes of Health in 2010, the REACH: Research
Empowerment for Adult Congenital Hearts study*allows ACHA to collaborate with the Alliance for Adult
Research in Congenital Cardiology (AARCC) to create a patient-driven, national ACHD research network.
ACHA will be reaching out to the CHD patient community to inquire about their disease knowledge,
access to electronic medical information and interest in research and research project participation.

CONGENERATE Health IT Project: ACHA continued to collaborate with AARCC and the CONGENERATE
Health IT team (Montreal, Quebec, Canada) on the creation of an ACHD-specific tool for data-sharing,
ACHD program management, quality improvement, and the creation of an electronic health record
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(EHR) customized for CHD patients and their health care providers. ACHA’s goal for CONGENERATE is to
make it easier for patients to transfer data from center to center, for researchers to investigate how to
improve care by sharing health information, and for ACHD specialists to provide high-quality care. More
than 2,000 de-identified patient records have been pooled in one database and an abstract on this
preliminary data will be presented at a medical professiofial conference in early 2012.

HEART-ACHD Study: Funded by the National Institutes of Health, ACHA continued to execute the
national Health Education and Access Research Trial in Adult Congenital Heart Disease (HEART-ACHD)
study** at 12 participating ACHD programs, in partnership with AARCC. The study surveyed 924 new
patients at ACHD centers on gaps in cardiac care, knowledge of their condition and interest in
participating in research. De-identified data was pooled across the 11 participating centers and data
collection was completed in January 2011. Results from the initial survey indicate that ACHD patients
often have lapses in cardiology care. A first lapse most commonly occurs around 19 years old,
concurrent with the time of transition from pediatric to adult providers. Lapses were more common
among those with mild and moderate complexity diagnoses and at certain clinic locations. The follow-up
survey results indicated that ACHD subjects 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 were
presented at a medical conference in November 2011 and additional results will be presented ata
medical conference in early 2012. Also as part of the project, community meetings were held in
Portland, OR; Columbus and Cincinnati, OH; Milwaukee, WI; and Boston, MA. More than 150 CHD
patients, family members and providers attended and received information about transition,
contraception/pregnancy, surgery, education, ACHD research and the future of ACHD programs.

Parental Knowledge Study: This multicenter project enrolied 419 parents into this ACHA-designed and
coordinated study to identify parental knowledge of their child’s lifelong care needs, in partnership with
the Adult Congenital Cardiac Care Associate Research Network. This study aimed to learn how to better
educate parents about the need for children with congenital heart defects to maintain lifelong cardiac
care (LLCC). Results showed that a substantial number of parents of children with moderate and
complex CHD did not know that LLCC would be required and should be provided by an ACHD specialist.
The results of this study were published in Pediatrics, the official journal of the American Academy of
Pediatrics in November 2011.

* 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 RO3HLO96135 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 Nationa! Heart, Lung, And Blood Institute or
the National Institutes of Health

New Activities included:

Clinicians’ Perspectives on Patient Satisfaction Study: The aim of this study was to analyze ACHD
professionals’ awareness of patient satisfaction and attitudes toward patient expectation. Collaborating
with researchers from McGill University and Harvard University, we intended to determine if ACHD
professionals receive and utilize training or a structured interventional program to manage patient
expectations and improve satisfaction. 267 physicians, nurses, and physician assistants provided insight
in to clinicians’ awareness, attitudes and performance relative to patient satisfaction and the results will
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be presented at a health care informatics conference in 2012. A manuscript detailing our findings is also
in process.

Advocacy Activities
Continuing Activities included:

Congenital Heart Futures Act: ACHA continues to work to ensure that the provisions outlined in the
Congenital Heart Futures Act are adequately funded and appropriately implemented. It was passed into
law in 2010 and authorized investment in more research and public health surveillance to improve the
lifelong well-being of congenital heart patients. In December 2011, the 2012 budget appropriated $2
million to the Centers for Disease Control and Prevention (CDC) for congenital heart disease
surveillance.

National Congenital Heart Lobby Day: In March 2011, ACHA once again, joined with partner
organizations The Children’s Heart Foundation and Mended Little Hearts in hosting National Congenital
Heart Lobby Day in Washington, D.C. This year's event saw 33 advocates from key districts visit 42
legislative offices. The message continued to be urgent request for funding of the provisions outlined in
the Congenital Heart Futures Act, including increased National Institutes of Health funding and $7.25
million to the CDC for CHD surveillance.

Social Security Disability and Compassionate Allowance Program: In 2010, ACHA provided consultation
to the Institute of Medicine regarding disability markers for adult patients with CHD. in 2011, access to
disability was made even easier for patients with CHD through the Compassionate Allowance Program.
In an unprecedented update to the list of diagnoses that would qualify for a fast track to disability, seven
new diseases were added in 2011, all of which were congenital heart-related.

Capitol Hill Briefing on Congenital Heart Defects: In September 2011, ACHA participated in “Congenital
Heart Defects: A Lifelong Disease,” a congressional briefing held in Washington, D.C. ACHA
President/CEO Amy Verstappen joined leading experts from the CDC, the American Academy of
Pediatrics and the March of Dimes to educate Congress about the public health impact of congenital
heart defects across the lifespan. This was an incredible opportunity to educate Congress about the
important role of federal and state programs in congenital heart defect research, surveillance, screening
and prevention. The briefing was co-hosted by Senators Durbin and Thad Cochran (R-MS), long-time
champions for CHD.

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.
ACHA has provided ongoing education to our members of congress as well as the National Center for
Birth Defects and Disabilities within the CDC. These efforts directly coincide with a significant shift in
priorities from the CDC that can be seen by information available on their website, specific reports to
Congress about adult CHD surveillance, and serious discussion about adult CHD surveillance strategies.
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