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Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code
(except black lung benefit trust or private foundation)

> The organization may have to use a copy of this return to satisfy state reporting requirements
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A For the 2012 calendar year, or tax year beginning , 20

12, and ending

B Check if applicable
Address change

C Name of organzation ADULT CONGENITAL HEART ASSOCIATION

04-3447

D Employer Identification Number

959

Name change

Imtial return

Doing Business As
Number and street (or P O box if mail 1s not delivered to street addr) Room/suite E Telephone number
6757 GREENE ST SUITE 335 (215) 849-1260

City, town or country

PHILADELPHIA

Terminated
-

Amended return

State ZIP code + 4
PA 19119

G Grossrecepts $1,625,797.

F Name and address of principal officer

}

Application pending

H(b) Are all attiliates included?

H(a) Is this a group return for affiliates?

Yes

.

Yes

No
No

Amy Verstappen 6757 Greene St #335 Phila PA 19119 1 "No. attach 2 list (see instructions)
I Taceremptstatus K [s0103) [ [501(0) ( )< Gnsertno) | [esara)iyor | [se7
J Website: * www.achaheart.org H(c) Group exemption number ™
K Form of organization |x ICorporahon l ITrusl | Association l I Other ™ l L Year of Formaton 1998 LM State of lega!l domicile PA

| Part1i¥:] Summary

1 Briefly describe the organization’s mission or most significant activittes:  The Adult Congenital Heart Association (ACHA)
@ is a nomprofit organization that seeks to improve the quality of life and extend the lives of adults with congenital
§ heart defects. Through education, outreach, advocacy and promotion of research, ACHA serves and supports
g the more than one million adults with congenital heart defects, their families and medical community.
3| 2 Check this box * I:rlf the organization discontinued its operations or disposed of more than 25% of its net assets
S| 3 Number of voting members of the governing body (Part VI, Iine 1a) 3 16
ﬁ 4 Number of independent voting members of the governing body (Part VI, line 1b) . 4 16
@f—j 5 Total number of iIndividuals employed in calendar year 2012 (Part V, line 2a) 5 12
$IZ| 6 Total number of volunteers (estimate If necessary) ... 6 300
6@&’ 7a Total unrelated business revenue from Part VI, column (C), ine 12 7a 0.
= b Net unrelated business taxable income from Form 990-T, hine 34 . 7b 0.
<D Prior Year Current Year
3@ 8 Contributions and grants (Part VIIi, line 1h) . 1,225,897, 1,621,862.
2 9 Program service revenue (Part VI, Iine 2g) . 119,0098. 2,646,
m% 10 Investment income (Part VI, column (A), lines 3, 4, and 7d) 328.
Zﬂi 11 Other revenue {Part VIII, column (A), lines 5, 6d, 8c, 9¢, 10c, and 11e) 1,347. 961.
= 12 Total revenue,—_add_lmes.qS;tbwugh-l-l;(inus{-egual Part VIII, column (A), line 12) 1,346,342. 1,625,797.
%} 13 Grants and sntmlar aﬁ%%ﬂiﬂ @%ﬂ M colupn (A), lines 1-3)
@] 14 Benefits paid 09 forriembers (Part 1X; coluinp (A), line 4)
" 15 Salaries, othet@ pensat on®e51ph¥e§ be % (Part IX, column (A), hnes 5-10) 463,821, 678,908,
2 | 16a Professional fund |5|n%uef?es (Part Ichqu ﬁf'J( ), line 11e) .
g L ’ LA S —
% b Total fundraising expense iﬁart-l{(,’c?lumn ('5)' line 25) » 158,127. gﬁg@{gﬁﬁﬁﬁfﬁ%& ﬁ#ﬁgﬂ&%‘ﬁﬁm
17 Other expensas (E_a‘{_rt)\_%l_ggdmh_(A),,.ltheLl_.Lg-1 1d, 11f-24¢) 629,306. 601,204.
18 Total expenses “Add lines 13-17 (must equal Part IX, column (A), line 25) 1,093,127, 1,280,112,
_{ 19 Revenue less expenses Subtract line 18 from line 12 253,215. 345,685.
. § Beginning of Current Year End of Year
3:; 20 Total assets (Part X, line 16) 508,144, 865, 048.
z'tsl 21 Total liabilities (Part X, line 26) 27,022. 38,241.
ZL| 22 Net assets or fund balances. Subtract line 21 from line 20 481,122. 826,807.

[ Partll] Signature Block

Under penallies of perjury, | declare that
complete Declaration of preparer (other
A

have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belef, it is true, correct, and
an oﬂncev)ﬁbased on all information of which preparer has any knowledge

136 /TS

SIQI’I } Slgnatureﬁcer Date
Here Amy stappen
Type or print name and title P
Print/Type preparer's name Wrz /(ﬂA Date Check E{J 4 |PIN
Paid Joseph P. Leonard oseph P, Leonard 07/22/13 seif employed  |P00229620
Preparer [fimsname * SNYDER, DAZIZ & COMPANY
Use Only |rimsaddess ™ 1617 JOHEN F. KENNEDY BLVD., SUITE 670 Frm's EIN > 231436393
PHILADELPHIA PA 19103 Phoneno (215) 563-6141
May the IRS discuss this return with the preparer shown above? (see instructions) . Ix I Yes I | No
TEEAQ101 03/14/13 Form 990 (2012)

BAA For Paperwork Reduction Act Notice, see the separate instructions.
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Form 990 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2

[Partll: ] Statement of Program Service Accomplishments
Check If Schedule O contains a response to any question in this Part il . . . D

1 Briefly describe the organization's mission:

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

Form 990 or 990-EZ? D Yes E No

If 'Yes,' describe these new services on Schedule O
3 Did the orgamzation cease conducting, or make significant changes in how it conducts, any program services? D Yes E] 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 $ 820,411. Including grants of $ 0.) (Revenue $ 3,607.)
Educational & Outreach (Heart to Heart Programs) : _ ________________________.
See ACHA Program 2012 attachment to Schedwle O __ _ ____ ______________________.

4b (Code- ) (Expenses $ 101,402, Iincluding grants of $ 0.) (Revenue $ 0.)
Research : __ _ _ _ _ _ _ _ o e

4¢ (Code: ) (Expenses $ 49,298, including grants of $ 0.) (Revenue $§ 0.)

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

4 e Total program service expenses ™ 971,111.
BAA TEEAQ102 08/08/12

Form 990 (2012)



Form990 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

[Part IV | Checklist of Required Schedules

Yes | No
1 s the organization described in section 501(c)(3) or 4947(a)(1) (other than a pnvate foundation)? If 'Yes,’ complete
Schedule A 7 X
2 Is the orgamization required o complete Schedule B, Schedule of Contributors (see instructions)? 2 X
3 Did the organization engage In direct or indirect polmcal campaign activities on behalf of or in opposition to candidates
for public office? If 'Yes,' complete Schedule C, Part | 3 X
4 Section 501(c)3) organlzatlons 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 . 4 X
5 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 98-197 |f 'Yes,' complete Schedule C, Part Il 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right
}g provide advice on the distribution or investment of amounts in such funds or accounts? If 'Yes,' complete Schedule D, 6 X
art | . .
7 Did the organization receive or hold a conservation easement, |nclud|ng easements to preserve open space, the
environment, historic land areas or historic structures? /f Yes complete Schedule D, Part Il 7 X
8 Dud the organization mamntain collections of works of art, historical treasures, or other similar assets? If 'Yes,’
complete Schedule D, Part lil . 8 X
9 Dud the organization report an amount in Part X, line 21, for escrow or custodial account habihty; serve as a custodian
for amounts not listed in Part X; or provide credit counseling, debt management credit repair, or debt negotiation
services? /f 'Yes,' complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,' complete Schedule D, Part V X
: l"{ DUESIV (TP
11 If the organization's answer to any of the following questions 1s 'Yes', then complete Schedule D, Parts VI, VHi, Vill, IX, ’\?ﬁ% %:'i_l ; 1,’%
i) [

or X as applicable

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

D, Part VI

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

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

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

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

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

In Part X, line 167 If 'Yes,' complete Schedule D, Part IX

e Did the organization report an amount for other liabilities in Part X, hne 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 orgamization's hability 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,’ co'nplete

13

Schedule D, Parts XlI, and Xl

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

if the organization answered 'No' to line 12a, then completing Schedule D, Parts X! and Xil 1s optional
Is the organization a school described in section 170(b)(1)(A)(1)? 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 IX, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If '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? /f '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 |X,
column (A), lines 6 and 11e? If 'Yes,' complete Schedule G, Part | (see instructions)

Did the orgamzatlon report more than $15,000 total of fundralsmg event gross iIncome and contributions on Part VIil,
lines 1c 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? /f 'Yes,'
complete Schedule G, Part Il .

20 aDid the orgamization operate one or more hospttal facilities? If ‘Yes,' complete Schedule H

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

1Ma X
11b X
11¢ X
11d X
Me X
11f X
12al X

12b X
13 X
14a X
14b X
15 X
16 X
17 X
18 X
19 X
20 X
20b] N4 A

BAA

TEEA0103 121312

Form 990 (2012)



Form 990 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4
[Part IV - | Checklist of Required Schedules (continued)
Yes | No
21 Did the orgamization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), ine 17 /f 'Yes,  complete Schedule |, Parts | and Il 21 X
22 Did the orgamization 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 Il 22 X
23 Did the organization answer 'Yes' to Part VII, Section A, Iine 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? If 'Yes," complete
Schedule J . 23 X
24a Did the organization have a tax-exempt bond i1ssue with an outstanding principal amount of more than $100,000 as of
the last day of the year, and that was 1ssued after December 31, 20027 If 'Yes,' answer lines 24b through 24d and
complete Schedule K If 'No,'go to line 25 . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary pertod exception? 28b| O A A
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? . e 28c| P A A
d Did the organization act as an 'on behalf of' issuer for bonds outstanding at any time during the year? 2ad; A A
25a Section 501(c)3) and 501(c)X4) organizations. Did the organization engage 1n an excess benefit transaction with a
disqualified person during the year? /f '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 fransaction 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, highest compensated employee, or
disqualfied person outstanding as of the end of the organization's tax year? /f 'Yes,' complete Schedule L, Part Il 26 X
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 entity or family member
of any of these persons? If 'Yes,' complete Schedule L, Part ill . 27 X
e [ ChAR
28 Was the organization a partr to a business transaction with one of the following parties (see Schedule L, Part IV A T )1{(}"“91 5 'a‘
instructions for applicable filing thresholds, conditions, and exceptions): AR *.2;,‘;}@‘,»5 ,}gg{i}u{“
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes,’ complete
Schedule L, Part IV . 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a farmily member thereof) was an
officer, director, trustee, or direct or indirect owner? If 'Yes,' complete Schedule L, Part IV 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? /f 'Yes,' complete Schedule M 29 X
30 Dud the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? /f 'Yes,' complete Schedule M 30 X
31 Did the organization hquidate, terminate, or dissolve and cease operations? If 'Yes,' complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? /f "Yes,' complete
Schedule N, Part Il . . 32 X
33 Did the orgamzation own 100% of an entity disregarded as separate from the organization under Regulations sections
301 7701-2 and 301 7701-3? If 'Yes,' complete Schedule R, Part | . 33 X
34 Was the organization related to any tax-exempt or taxable entity? /f "Yes,’ complete Schedule R, Parts Ii, IlI, IV,
and V, ne'1 . . . 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b If 'Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled
entity within the meaning of section 512(b)(13)? If 'Yes," complete Scheduie R, Part V, line 2 . 35b X
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related
organization? If 'Yes,' complete Schedule R, Part V, line 2 36 X
37 Did the organization conduct more than 5% of its activities through an entity that 1s not a related organization and that ts
treated as a partnership for federal income tax purposes? /f 'Yes,' complete Schedule R, Part V! 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 19?
Note. All Form 990 filers are required to complete Schedule O 38| X

BAA

TEEA0104  08/08/12

Form 990 (2012)



Form 990 (2012), 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

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

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

c Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) wunnlngs 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 1s reported on line 2a, did the organization file all required federal employment tax returns?
Note. If the sum of lines 1a and 2a i1s 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 authority 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?

|_43]
T e
5a

b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction? 5b
c If 'Yes,' to ne 5a or 5b, did the organization file Form 8886-T? 5¢
6 a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible as charitable contributions? 6a X
b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were |,
not tax deductible? . . 6b] NA A
7 Organizations that may receive deductible contributions under section 170(c). § Lg’; %{ :gu‘f"fl%
Ll gy i
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and aﬁt e g
services provided to the payor? . . . 7a X
b If 'Yes,' did the organization notify the donor of the value of the goods or services prowded" 7bl o f A
¢ Did the organlzatlon sell, exchange or otherwise dispose of tang|ble personal property for which it was required to file
Form 82827 7c X
dIf 'Yes,' indicate the number of Forms 8282 filed during the year I 7d| N/A P Lo s o]
e Did the organization recetve any funds, directly or indirectly, to pay premiums on a personal benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f X
g If the organization received a contribution of qualified Intellectual property, did the orgamization file Form 8899 ,
as required? .. 79| LA

h If the organization received a contribution of cars, boats, alrplanes, or other vehicles, did the organization 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 adwsed fund matntained by a sponsorlng organization, have excess business
holdings at any time during the year? .

9 Sponsoring organizations maintaining donor advised 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

ﬁ*w‘j

X
S,
15 {1-ir'“

a Iniiation fees and capital contributions included on Part VIII, line 12 10a] N/A

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

a Gross income from members or shareholders Ta|] 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 ) . 1b| N/ A

12a Section 4947(a)1) non - exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417

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

13 Section 501(c)}29) qualified nonprofit health insurance issuers.
a Is the organization licensed to 1ssue qualified health plans in more than one state?
Note. See the instructions for additional information the organization must report on Schedule O

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

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

14a Did the organization receive any payments for indoor tanning services durlng the tax year7 .
b If 'Yes,' has it filed a Form 720 to report these payments? If No,' provide an explanation in Schedule O

1ab] o 4 A

BAA TEEA0105 08/08/12

Form 990 (2012)



Form 990 (2012) 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
Schedule O. See instructions.
Check if Schedule O contains a response to any question in this Part VI . ﬂ

Section A. Governing Body and Management

Yes | No
AL
’f{“‘ o

1 a Enter the number of voting members of the governing body at the end of the tax year LE]
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 committee, explain in Schedule O

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

2 Did any officer, director, trustee, or key employee have a family relatuonshlp or a business relationship with any other
officer, dlrector trustee or key employee"

3 Did the organization delegate control over management duties customarily performed by or under the direct supervision

of officers, directors or trustees, or key employees to a management company or other person? . 3 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 significant diversion of the organlzatlon s assets? 5 X
6 Did the organization have members or stockholders? 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?

8 Duid the organization contemporaneously document the meetings held or written actions undertaken during the year by
the following:

a The governing body?
b Each committee with authority to act on behalf of the governing body?

9 s 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 1n 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? N . 10a X
b If 'Yes,' did the organization have wnitten policies and procedures governing the activities of such chapters, affiliates, and branches to ensure their
operations are consistent with the organization's exempt purposes? 5 L .| 10b| M 4 A
11 a Has the orgamzation provided a complete copy of this Form 990 to all members of its governing body before filing the form? . .| 1Mal X
b Describe In Schedule O the process, If any, used by the organization to review this Form 990 BTt )
12a Did the organization have a wnitten conflict of interest policy? If ‘No," go to line 13 . .| 12a| X
b Were officers, directors or trustees, and key employees required to disclose annually interests that could give rise
to conflicts? 12b| X

¢ Did the organization regularly and con5|stent|y monitor and enforce comphance with the policy? If 'Yes,' describe in
Schedule O how this 1s done

13 Dud the organization have a written whistleblower policy?
14 Did the organization have a written document retention and destruction policy?

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 CEQ, Executive Director, or top management official
b Other officers of key employees of the organization
If 'Yes' to hne 15a or 15b, describe the process in Schedule O (See instructions )

16a Did the organization 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
participation In jomnt 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 1s 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

E(:I Own website D Another's website El Upon request D Other (explain in Schedule O)

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:
Mana_gement 6757 Greene St , Suite 335, Phila PA 19119 (215) 849-1260

BAA TEEA0106 08/08/12 Form 990 (2012)




Form 990 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7
LPart VII.| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors D

Check if Schedule O contains a response to any question in this Part VIl .. . e e Ce e
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated 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

® List all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation Enter -0- in columns (D), (E), and (F) f no compensation was paid

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

® |ist 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

® 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

® List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations
List persons In the following order: individual trustees or directors; institutiona! trustees, officers, key employees; highest compensated
employees; and former such persons

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

©)
Name and Title AvgrBa)ge ;%SIJ’I:Q Ednﬁe:gtggg%';ﬂoge"‘l:zz Rep(gl)able Rep(oErt)abIe EstfrEe)lted
rous per | ST eren s | eopeensatoniom | compersatienion | amoun of ehe
anyhours | & 3| F g EA S g g (W 2/1099 MISC) (W 2/1099 MISC) from the
cgrre |3 5| E|8|3|58|3 o teiated
égga a g § = :%_ e “g = organizations
dotted =
line) g g 3 g
o ®
=5
_()_Peggy Powers __ ______| 3.00
Board Chair X X 0 0. 0
@ Barry R. Meil _ ____ __| 3.00]
Board Vice-Chair X X 0. 0. 0.
_®)_Anne Gammon __ _______| 3.00
Board Secretary X X 0. 0. 0
_{%_Heather Abbott _ ____ __|_ 3.00
Board Treasurer X X 0. 0. 0.
_0) Jerry Boegler _______| 1.00]
Board Member X 0 0. 0.
_)_stephen Brabeck ______| 1.00
Board Member X 0. 0. 0.
_() Denige Curcio _______| 1.00]
Board Member X 0. 0. 0.
_®) _Curt Daniels ________| 1.00
Board Member X 0. 0. 0.
©G) Kay Deeney _________| 1.00]
Board Member X 0. 0. 0.
(0)_Elyse Foster _ _ ______|_1.00]
Board Member X 0. 0. 0.
(1)_Jenne Hickey ________| 1.00
Board Member X 0 0. 0
02 Cindy Huie _________[_1.00]
Board Member X 0. 0 0.
(3)_Michael Landzbexrg _ __ _|_ 1.00]
Board Member X 0. 0 0.
(4 Martha Pauly _______| 1.00
Board Member X 0 0. 0.
BAA TEEA0I07 1217112 Form 990 (2012)
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Page 8

LPart.VIl- [Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont)

(B) ©)
Posit
A) A;erage b(do notI checiSIrT:grr‘e lhgnl :ne D) (E) F)
ours 0X, unless person 1S both an R R | E ted
Name and title w%zk officer and a director/trustee) Colwp:,%%r::,?:?mm c[or;n%:r?:;{laobnef{om amoj,‘:{n oaf ft,me,
- = e n relate rgamizations compensation
stany 2 3 ZIQF 13 5lS W2oooMSe) | w2 0B miSC) from the
?grrs I PREE: 3 organization
related R S|R (2[5 &2 and relatled
orgama g» 5| g 2 @g organizations
- tions sl = 5| 8
below &l g a &
dotted ] & 7
Iine) o 2 =4
Q|
(15)_Marion Wachtenheim _ ______ __ 1.00
Board Member X 0. 0. 0.
(6)_George Warrem _ ____________ 2.00
Board Member X 0. 0. 0.
(7)_Amy Verstappen _ __ _ ________ 40.00
President/CEO X X 105, 000. 0. 12,445,
a8 o _______ .
Y .
2« .
@y o ____ ———.
@ o _______ —.
e _
(24) _
@ .
1b Sub-total > 105,000. 0. 12,445.
¢ Total from continuation sheets to Part VII Section A >
d Total (add lines 1b and 1c) > 105,000. 0. 12,445,

2 Total number of individuals (including but not hmited to those listed above) who received more than $100,000 of reportabie compensation

from the organization * 1

3 Did the orgamization list any former officer, director or trustee, key employee, or highest compensated employee
on hine 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 organization and related organizations greater than $150,000? /f 'Yes' complete Schedule J for

such individual

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If 'Yes,' complete Schedule J for such person .

Yes | No
b Ee [ [
X
gt “"v B anH
S R T
:Lw".‘ 'L’ﬁ‘ Wl FCR
4 X
TR
SR VT giad
5 X

Section B. Independent Contractors

T 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

(B)
Description of services

©

Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than

$100,000 in compensation from the organization »

0

- # '(‘lytq

2O I TR AL E
X T

,~ pord
o~

,,q ek, ;‘L%

BAA

TEEAQ108 01/24/13

Form 990 (2012)



Form 990 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 9
|Part’Vl|I| Statement of Revenue D

Check If Schedule O contains a response to any question in this Part VIII
! ”,,_ "{u;, f;ﬁt\mn? “ 1,’ ;s.;"‘-:;v (l‘@l‘ ft‘{ '\‘A, Iv:?lv)‘ i 4 ]' y, L J.‘ :‘l‘?ﬂ. B “. (B) (C) (D)
oy . v [ ! AP
et .:‘5‘. Tty _a{}'f-' ..*" % =1y i .","’,(#n‘ L pwa i i Total revenue Related or Unrelated Revenue
DRETNOS M 'i— e ) SRS e exempt business excluded from tax
A %z **‘n ’[\p u';’;,,“,‘ft }1 " KHW ¥ *gi|’,"‘ R S function revenue under sections
AT g bed A X ) PR S SCE s " < revenue 512,513, or 514
fe t TP DY 3 o TERE |.'
2l 1a Federated campaigns 1a B R v g T 3
" |';J;4vfuc ‘ H- 44" d o, - ,.'9 S
e

b Membership dues 1b 20,737. % R R
¢ Fundraising events . 1c "*3'{,':.. PRTRY
d Related organizations 1d

e Government grants (contributions) 1e 87,952.

<
B

v
T

-..u , (s -'-;. sty S

T e ’I.b

ares

LS
ceE i
.

i

-.1“1}53“"‘ 4

K

f All other contributions, gifts, grants, and
similar amounts not included above 1f] 1,513,173,

hi: e

5 “4

g Noncash contributions included in Ins 1a-1f & 5,682, l_,;gﬁ“ Qm ;
4 W xb* '
h Total. Add lines 1a-1f | 1,621, 862. i f&;r?.r.. AL

LS
Business Code .‘M y_,“-” 'n,':’”"[ bl i ;:' \ 4 ;:6{“.-;#{;‘1. -'r 1{% .

AND GTHER SIMILAR AMOUN

CONTRIBUTIONS, GIFTS, GRANT

Ha |

e
\:n.‘)’,' \

FIRSCENEaCC, FOw N
i REFIRIEAR] (7 L“-u(’pﬂhx"%ﬁ‘u

2a conferences 624100 1,431. 1,431. 0. 0.

b publications 624100 1,215. 1,215. 0. 0.

f All other program service revenue
g Total. Add lines 2a-2f . - 2,646, 0 N T TR e e n TR LRI

3 Investment income (including dividends, interest and
other similar amounts) > 328. 0. 0. 328,

4 Income from investment of tax-exempt bond proceeds .
5 Royalties

PROGRAM SERVICE REVENUE

v

T B

() Real () Personal 1‘{."‘. J{-"’l"-l ‘!.’i'.'?:l?*‘ :
6a Gross rents ‘"ﬁ!é‘*-;f ; [ratli‘,{;i"'}.~'f |
b Less: rental expenses ] y }'E ; )’g‘i,. :tg
c Rental income or (loss) .r-&,.:ﬁ*fﬁ{ﬁﬁgi‘? als .§r L ill{.‘.' 3

d Net rental income or (loss) >
(1) Securities () Other

FPTAR e R ATIE T
’ . o (1 A
'l. ',}y ,‘\ & P\

"‘-"b" J

7 a Gross amount from sales of
assets other than inventory

b Less. cost or other basis
and sales expenses

¢ Gain or (loss) v ﬁke,‘,“ b
d Net gan or (loss) >

~1'1.i
fpit
AR
. i

8a Gross income from fundraising events '”;%:',j‘i; Y R o AT u’v’:fﬁi 14“
(not including § "‘,‘;‘u D

of contributions reported on line 1¢)

See Part IV, line 18 a !3. )

b Less: direct expenses b "I' ' "'"1:\“ .

¢ Net income or (loss) from fundraising events >

e “'?

OTHER REVENUE

PRy
RN

N

T

9a Gross income from gaming activities. R !
See Part IV, line 19 a . ' P I._{e?;.

b Less' direct expenses b : U e
¢ Net income or (loss) from gaming activities >

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

2y v ’ U N

. £ 1 e

b Less: cost of goods sold b elrad LA M s

¢ Net income or (loss) from sales of inventory N
\‘,,( A A T ST Y TOET R ECSIEH R 0 K T

Miscellaneous Revenue Busmess Code Pl )Y A d [ RAT T PSR ARt RPN T u"“_‘l‘:n.,‘

11a Merchandige 624100 961. 961. 0. 0.

e
i n’ﬂ.um:m. ot

d All other revenue

e Total. Add lines 11a-11d . > 961 . | oS [ e e T g
12 Total revenue. See instructions > 1,625,797. 3,607. 0. 328,
BAA TEEA0109 1211712 Form 990 (2012)




Form 990 (2012) ADULT CONGENITAL HEART ASSQCIATION 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)

Check if Schedule O contains a response to any question in this Part 1X . . ] |
A B) C ©)
90 %Ot include amounts reported on lines 6b, Total éxgenses Prograr(n service Managém)ent and Fundraising
b, 8, 9b, and 10b of Part Viil. expenses general expenses expenses
1 Grants and other assistance to governments WS ‘HV Lo
o

% iﬁ‘}%’gﬂig%n g %tﬁ
‘4 [T Ty K
\M"' Egﬁ?‘)y- if ¢ ﬁ::?““%‘f
'dh ) % ; ‘:J",‘ el
sg .'1 ngg :,lt‘%t" :

and organizations 1n the United States. See
Part IV, line 21

2 Grants and other assistance to individuals in
the United States See Part IV, line 22

3 Grants and other assistance to governments,
organizations, and individuals outside the

o
t}wlﬁl

¥

United States See Part IV, lines 15 and 16 ) l‘g. ’;}:,,lqu,,\,;\“‘,u, L;-r[‘g
4 Benefits paid to or for members . o o e st
5 Compensation of current officers, directors,

trustees, and key employees .. . 117,445, 85,467. 14,439, 17,539,

6 Compensation not included above, to
d|squallf|edé)ersons (as defined under
section 4958(f)(1)) and persons described
In section 4958(c)(3)(B) .

Other salaries and wages . 455,4009. 335,066. 54,533, 65,810.

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

9 Other employee benefits 57,084. 37,452. 8,616, 11,016.

10 Payroll taxes 48,970. 36,277, 5,848, 6,845.

11 Fees for services (non- employees)
a Management

blegal . .. e

¢ Accounting . : 24,995. 14,259. 7,788. 2,948.
d Lobbying

e Professional fundraising services. See Part IV, line 17 R T R R B A e

f Investment management fees
g Other (If hine 11g amt exceeds 10% of line 25, col-

umn (A) amt, list line 11g expenses on Sch 0) 91,503. 71,460, 18,773, 1,270,
12 Advertising and promotion .
13 Office expenses . 151,376, 112,822, 12,515, 26,039.
14 Information technology - 65,067, 45,914, 3,090, 16,063,
15 Royalties .
16 Occupancy .. o 20,000, 14,644. 2,454, 2,902.
17 Travel . .. - 80,194. 69,118, 6,530. 4,546.

18 Payments of travel or entertainment
expenses for any federal, state, or local
public officials

19 Conferences, conventions, and meetings

20 |Interest
21 Payments to affiliates .
22 Depreciation, depletion, and amortization 6,333. 4,305. 883. 1,145,
23 Insurance . - w 4 8?2 _ 3, 4|39. e 65|7 o 78,5,-’,',
2 Ot goees lamee genses o, (TR E“%“‘M i e “""% G
in line 24e If ine 24e amount exceeds 10% N .{;,‘ L5 ; x"" § ﬂ?ﬂ'él o »3% ) ’.i" é—’n;t',‘é‘g%hﬁ *,‘:ﬂ'" %
of ine 25, column (A) amount, Iist line 24e Lo tz‘{% ¥ Lt L s (ﬁ* flﬁ b5 Ll;\%:%*: R s
expenses on Schedule O.) . B ettt %@»‘#’E,w ‘f ;-e:wfi‘? mﬁa Mz‘ » & 35»?43’ m{‘fﬁ&ns Aumhﬁ ﬂ'H A B M iy R;',"w
a2 Other_program expensgses_ _ _ _ 143,675. 140,307. 2,560, 808.
b_Ega_rg_g__:Elggf_f_ge_v_elqpln_egt_* 13,169. 570. 12,188. 411.
c
e ninininiete bbb
e All other expenses .. .
25 Total functional expenses. Add lines 1 through 24e 1,280,112, 971,111. 150,874. 158,127.

26 Joint costs. Complete this line only iIf
the organization reported in column (B)
Jjoint costs from a combined educational
campaign and fundraising solicitation
Check here * if following
SOP 98-2 (ASC 958-720)

BAA TEEAQ110 12/18/12 Form 990 (2012)




Form 990 (2012), ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page
[Part X | Balance Sheet
Check if Schedule O contains a response to any question in this Part X . D
(A) B
Beginning of year End of year
1 Cash — non-interest-bearing 129,637, 238,289.
2 Savings and temporary cash investments 12,134. 153,147.
3 Pledges and grants receivable, net 289,707. 448,867.
4 Accounts receivable, net 57, 225 .
5 Loans and other receivables from current and former officers, directors, B mq “'PR, *é“’*ﬁ .":_ ;fof%w‘ : m;’ffﬂ~‘g.h*r:»%
trustees, key employees, and highest compensated employees Complete L T J'ri‘EM £ ) Ay SN
Part Il of Schedule rY
6 Loans and other receivables from other disqualified persons (as defined under ﬁ ﬂ*f F“n ‘Jf‘ugﬂ
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contnbuting A, ‘»L “4"
employers and sponsoring organizations of section 501(c)(9) voluntary employees' : -w ~l-—d kk‘--—-
beneficiary organizations (see instructions). Complete Part [l of Schedule L
2 7 Notes and loans receivable, net
E 8 Inventories for sale or use .
; 9 Prepaid expenses and deferred charges 8,092. 15, 23 7.
10a Land, buildings, and equipment: cost or other basis. %ﬁ ¢ 7&:;2%”1%#@ i 'N%H“ HE* @9% G Nﬂ
Complete Part VI of Schedule D 10a 19, 895, [l AF MR e =:.=_.;_MY“’%‘!&““. 2
b Less: accumulated depreciation 10b 10,387. 11,349 9,508.
11 Investments — publicly traded securities
12 Investments — other securities See Part IV, line 11
13 Investments — program-related. See Part |V, line 11
14 Intangible assets .
15 Other assets. See Part IV, line 11
16 Total assets. Add lines 1 through 15 (must equal line 34) 508,144.]16 865,048.
17 Accounts payable and accrued expenses 27,022.|17 38,241,
18 Grants payable 18
19 Deferred revenue 19
L | 20 Tax-exempt bond liabilities 20
:\ 21 Escrow or custodial account hability. Complete Part lV of Schedufe D. 21
B kil o1, 3 e Hﬁlﬂ} /,.u I n-n
| 2 ey e e Comaristed ampiepees an dauaied persons s bl R
L Complete Part Il of Schedule L 22
:_: 23 Secured mortgages and notes payable to unrelated third parties . 23
S| 24 Unsecured notes and loans payable to unrelated third parties 24
25 Other liabilties (including federal income tax, payables to related third parties,
and other habilittes not included on hines 17-24) Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25 27,022.]| 26
N Organizations that follow SFAS 117 (ASC 958), check here » Band complete A%'gg :r&ga% g ~‘f753?:_ £
T lines 27 through 29, and lines 33 and 34, R %igg -~ &'{E | §
§ 27 Unrestricted net assets 116,150.] 27 203,840.
E | 28 Temporarily restricted net assets 364,972.128 622,967.
; 29 Permanently restricted net assets 29
] Organizations that do not follow SFAS 117 (ASC 958), check here > D :" ”}W’Rﬁf{’g A} m e
i and complete lines 30 through 34. ﬁﬁ'{Lw«:a};E::,.ﬂ "\.‘)‘x 5N ?]
3 30 Capital stock or trust principal, or current funds
8 | 31 Paid-in or capital surplus, or land, buillding, or equipment fund
,f-: 32 Retained earnings, endowment, accumulated income, or other funds
g 33 Total net assets or fund balances 481,122.] 33 826,807.
S| 34 Total labilities and net assets/fund balances 508,144.! 34 865,048.
BAA Form 990 (2012)

TEEAO111  01/0313




Form 990 (2012) ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Page 12

{Part XI:} | Reconciliation of Net Assets

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

[l

1 Total revenue (must equal Part VIII, column (A), line 12) 1 1,625,797,
2 Total expenses (must equal Part IX, column (A), line 25) 2 1,280,112.
3 Revenue less expenses Subtract line 2 from line 1 . 3 345, 685.
4 Net assets or fund balances at beginning of year (must equal Part X, ine 33 column (A)) 4 481,122,
5 Net unrealized gains (losses) on Investments 5
6 Donated services and use of facilities 6
7 Investment expenses 7
8 Prior period adjustments 8
9 Other changes in net assets or fund balances (explain in Schedule O) 9
10 Net assets or fund balances at end of year Combine lines 3 through 9 (must equal Part X, line 33
column (B)) . . 10 826,807.

| PartiXIi*] Financial Statements and Reportlng

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

1 Accounting method used to prepare the Form 990 DCash BAccrual l:] Other

If the organization changed its method of accounting from a prior year or checked 'Other,’ explain
in Schedule O

2 a Were the organization's financial statements compiled or reviewed by an independent accountant?

If 'Yes,' check a box below to indicate whether the financial statements for the year were compiled or rewewed ona
separate basis, consolidated basis, or both

D Separate basis DConsolldated basis DBoth consolidated and separate basis

b Were the organization’s financial statements audited by an independent accountant?

If 'Yes," check a box below to indicate whether the financial statements for the year were audited on a separate
basis, consolidated basis, or both

Separate basis DConsolldated basis DBoth consolidated and separate basis

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
ih Schedule O

3a As a result of a federal award, was the orgamization required to undergo an audit or audits as set forth in the Single
Audit Act and OMB Circular A-133?

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

4

3b| P4 A

BAA

TEEAQ112  08/09/11
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OMB No 1545-0047

SCHEDULE A Public Charity Status and Public Support 2012

(Form 990 or 996-EZ)

Complete if the org:s;%?;i)?{l)is :nzf(g?r; i?\‘;(r?t)gi)l g:?:sntization or a section T o B, 0
Department of the Treasury P . . . ’%' glplig tO ':Ub"c:u;&}
infernal Revenue Service > Attach to Form 990 or Form 990-EZ. » See separate instructions. mggg mgﬁ%@g& e
Name of the organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959

| Part.l- |Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization i1s not a private foundation because 1t 1s* (For lines 1 through 11, check only one box )
1 A church, convention of churches or association of churches described in section 170(b)(1)(A)().

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

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

4 A medical research organmzation operated in conjunction with a hospital described in section 170(b)(1XAXiii) Enter the hospital's
name, city, and state:

5 An organization operate_d_fo? the benefit of a Eo_t-le_ge-o_r -Jn_lye.rs_lt;c;—w;ea Sr—o;er_at_ed_b_y_a ao;an_r.n—e-nta—l-u-plt_d—es_c;bEd_ln_s_eaio_n_ T
170(b)(TXAXiv). (Complete Part 1)

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

7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public described
In section 170(bX1)XAXvi). (Complete Part 1)

8 A community trust described in section 170(b)}(1XAXVi). (Complete Part 11 )

9 E 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 Its exempt functions — subject to certain exceptions, and (2) no more than 33-1/3% of its support from gross investment income 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 lil )
10 E An organization organized and operated exclustively to test for public safety See section 509(a)4).

1 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
supportlng organization and complete lines 11e through 11h.

Type | b DType I D Type {ll — Functionally integrated d D Type Il — Non-functionally integrated

D By checkln this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualified persons
other than oundation 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 recelved a written determination from the IRS that 1s a Type I, Type Il or Type 1l supportmg organlzatlon
check this box .. . D

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 (i) and (i) K
below, the governing body of the supported organization? 11g()
(i) A family member of a person described in (1) above? . 11 g (i)
(iii) A 35% controlled entity of a person described in (1) or (1) above? . 11gw)
h Provide the following information about the supported organization(s)
(i) Name of supported () EIN (i) Type of organization () Is the (v) Did you notify (vi) Is the (vi) Amount of monetary
orgarization (described on lines 1-9 organization in he orgamization in organization in support
above or IRC section column (1) histed 0 |calumn (1) ot1your column (1)
(see nstructions)) your governing support organized in the
document? UsS.?
Yes No Yes No Yes No
(A)
(B)
©
(D)
(E)
ST RN AR 2 ] [T VTR
(l( f: 1 :1’ ” .LJ . 4,‘!:‘ ' ! ‘,“”\,"': "‘ . 'ur,’..l““! M ‘Iﬁg'{(’{ e )!. 3 ‘.t’t lT "
Total : oo AR ) s ) S ."\"g‘“l:?
BAA For Paperwork Reductlon Act Notlce see the Instructions for Form 990 or 990 EZ Schedule A (Form 990 or 990-EZ) 2012

TEEAD401  08/09/12



Schedule A (Form 990 or 990-E7) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2

l?art'_IIWISupp‘ort Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)X(vi)
(Complete only If you checked the box on hne 5, 7, or 8 of Part | or if the organization failed to qualify under Part Ill If the
organization fails to qualify under the tests listed below please complete Part 1! )

Section A. Public Support

Calendar year (or fiscal year
beginning in) > (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (f) Total

1 Qifts, grants, contributions, and
membershlp fees receved (Do not
include any ‘unusual grants ") 346,187. 444,533, 647,946.11,225,897.|1,621,862.| 4,286,425.

2 Tax revenues levied for the
organization’s benefit and
either pard 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 hines 1 through 3 . 346 187 444 533. 647, 946 1, 225 897. 1 621,862.| 4,286,425.

5 The portion of total
contributions by each person
(other than a governmental
unit or publicly supported

organization) included on line 1 O
that exceeds 2% of the amount |- VUK
shown on line 11, column (f) . Tf,h '; ‘,rv. .{'ﬁﬁm 1,147,150.

'-‘11 r« A N it “’ {3 RALE '?‘-'J' il .
6 Public support. Subtract line 5 ﬁ " QU dﬁs“ et i ;;E{: 0 T
from line 4 . ; 5.)& } RS 3,139,275.
Section B. Total Support
Calendar year (or fiscal year
beginning in) > (a) 2008 (b) 2009 (c) 2010 (d) 20m (e) 2012 (f) Total
7 Amounts from line 4 346,187. 444,533. 647,946.11,225,897.|1,621,862.| 4,286,425.

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similar sources 7717. 3. 7. 0. 328. 1,115.

9 Netincome 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)
3 "Q',v- 0 ! 719- "L afed Fs q .r"i:vﬂ'r' y ,;”;rp , ;\‘ i\.lv
11 Total support. Add lines 7 Sk O s ST SRR %v%— o
through 1 Eratis -’L*‘t" | A | Epe O e };g”'»j*# G E'%?' 4,287,540.
12 Gross recelpts from related activities, etc (see mstructlons) I 12 255,833,
13 First five years. If the Form 990 1s for the organization's first, second, third, fourth, or flfth tax year as a section 501(c)(3)
organization, check this box and stop here . L D
Section C. Computation of Public Support Percentage
14 Public support percentage for 2012 (hine 6, column (f) divided by hne 11, column (f)) 14 73.22%
15 Public support percentage from 2011 Schedule A, Part Il, line 14 . 115 71.21%

16a 33-1/3% support test — 2012. If the organization did not check the box on line 13, and the hne 14 1s 33- 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization > EI

b 33-1/3% support test — 2011. 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 — 2012. 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 orgamzahon qualifies as a publicly supporteu organization »> D

b 10%-facts-and-circumstances test — 2011. 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 organization qualifies as a publicly supported organization > E
»>

18 Private foundation. if the organization did not check a box on Iine 13, 16a, 16b, 17a, or 17b, check this box and see nstructions .

BAA Schedule A (Form 990 or 990-E2) 2012
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Schedule A (Form 990 or 990-E7) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
{Part lll_|Support Schedule for Organizations Described in Section 509(a)(2)

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

Section A. Public Support
Calendar year (or fiscal yr begtnning in) * (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (f) Total

1 Giits, grants, contributions
and membership fees
received. (Do not include
any 'unusual grants ')

2 Gross receipts from admis-
sions, merchandise sold or
services performed, or facilities
furnished in any activity that 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 furmshed by a
governmental unit to the
organization without charge

6 Total. Add Itnes 1 through 5

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

b Amounts included on fines 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 i;;; R F ':]%‘:-ﬁ'?ﬂ;},u e SR o | Bl ﬂ’i’r"‘ 3 L ey
1 G Yk | R
7¢ from line 6 ) i@t 6: I*”‘ %mu..:ezg" \’&J’ir’l‘?i&’%%l!‘\ el .v x%&é&(g‘:};’ﬂi# ﬁ}' . iti-mﬂl AT, f- “l&”gl'ﬁ }4{ Htir,

Section B. Total Support
Calendar year (or fiscal yr beginning in) > (a) 2008 (b) 2009 (c) 2010 (d) 2011 (e) 2012 (f) Total

9 Amounts from line 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 hnes 10a and 10b
11 Net income from unrelated business
activities not included 1n hine 10b,
whether or not the business 1s
regularly carried on
12 Other income. Do not include

gain or loss from the sale of
capital assets (Explaln n

Part IV.
13 Total support. (Add Ins9, 10c. 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 ©@3)
organization, check this box and stop here . . > l_l
Section C. Computation of Public Support Percentage .
15 Public support percentage for 2012 (line 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2011 Schedule A, Part Ill, line 15 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2012 (line 10c, column (f) divided by line 13, column (f)) 17
18 Investment iIncome percentage from 2011 Schedule A, Part [ll, ine 17 18

19a 33-1/3% support tests — 2012, If the organization did not check the box on line 14, and hine 15 1s more than 33-1/3%, and line 17
1s not more than 33-1/3%, check this box and stop here. The organtzation quallfles as a publicly supported organlzatlon

b 33-1/3% support tests — 2011. If the organization did not check a box on line 14 or line 19a, and line 16 I1s more than 33-1/3%, and
line 18 1s not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organlzatlon .

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  08/09/12 Schedule A (Form 990 or 990-E2) 2012
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Schedule A, (Form 990 or 990-EZ) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

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

(See instructions).

O g S S L A e

BAA Schedule A (Form 990 or 990-E2Z) 2012
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SCHEDULE C Political Campaign and Lobbying Activities
(Form 990 or 990-E2)
For Organizations Exempt From Income Tax Under section 501(c) and section 527

» Complete if the organization is described below. * Attach to Form 990 or Form 990-EZ.

?nﬁé’?n’é’n“%’é‘vé’éu‘é‘eslﬁii“’y » See separate instructions.

OMB No 1545 0047

I

2012

f-,gOpen 10; Publlé?ff"ﬂ

; !x\ Inspectlon*&" e,

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) organizations. 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 |-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 II-A Do not complete Part 11-B.
® Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)) Complete Part {I-B Do not complete

Part i{-A

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 (lI

Name of organization

Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

[BartiiEA; /A
1 Prowvide a description of the orgamization's direct and indirect political campaign activities in Part IV
2 Political expenditures . >3
3 Volunteer hours

|B?,L‘! i JCompIete if the orgamzatlon is exempt under section 501(c)(3). ~/ A
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 organization 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 IV

DYes DNo
DYes DNO

I.Ea.rtﬁ!,ﬁq';[Complete if the organization is exempt under section 501(c) , except section 501(c)(3).

N/ A

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities >$

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

3 Total exempt function expenditures Add lines 1 and 2 Enter here and on Form 1120-POL,
hne 17b . >3

4 Did the filing organization file Form 1120-POL for this year?

DYes DNo

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which the filing
organization made payments For each organization histed, 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 additional space 1s needed, provide information in Part IV

(a) Name (b) Address (c)EIN (d) Amount paid from filing () Amount of political
organization's funds, If contrbutions received and
none, enter-0 prompdv and directly
delivered to a separate
political organization |f
none, enter 0-
M  bemmmm e
@ e
&) e e
. S
C I b
®  bmemmmmmmm e
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-E2) 2012
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Schedule C (Form 950 or 930 E2) 2012 Apyy1,T CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
[Part IIFA, - |Complete if the organization is exempt under section 501(cX3) and filed Form 5768 (election under
section 501¢h)). N/ A
A Check » D if the filing organization belongs to an affiliated group (and list in Part IV each affiliated group member's name,
address, EIN, expenses, and share of excess lobbying expenditures).
B Check » D if the filng organization checked box A and ‘hmited control' provisions apply

fmi H H a) Filing (b) Affiliated
Limits on Lobbying Expenditures organ(lzatlon's totals aroup totals

(The term 'expenditures' means amounts paid or incurred.)

1 a Total lobbying expenditures to influence public optnion (grass roots lobbying)
b Total lobbying expenditures to influence a legislative body (direct lobbying)
¢ Total lobbying expenditures (add hines 1a and 1b)
d Other exempt purpose expenditures
e Tolal exempt purpose expenditures (add Iines lc and 1d) .

f Lobbying nontaxable amount Enter the amount from the followmg table in
both columns

If the amount on line e, column (a) or (b) 1s The lobbylng nontaxable amount s’ Y, ‘F‘j:f;“ﬂ.,,[, f\ Wi,
Not over $500,000 20% of the amount on line 1e .
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000.
Over $17,000,000 $1,000,000

g Grassroots nontaxable amount (enter 25% of line 1f)

h Subtract Iine 1g from line 1a {f zero or less, enter -0-

i Subtract ine 1f from line ic If zero or less, enter -0-

T o ek (T
!1 ‘m\'tui

j If there 1s an amount other than zero on either ine 1h or line 11, did the organization file Form 4720 reporting
section 4911 tax for this year? . DYes DNo

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) 2009 (b) 2010 (c) 201 (d) 2m2 (e) Total
year beginning In)

2 a Lobbying non-taxable
amount

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

o “‘;3'4 12\.%;1 ?n‘%{"g
R atahigryy
Al b S w,
r ) { 'k .ﬂ' l_:!

' i Mgt
(b i.m,,L*Scﬁj“:"l}

¢ Total lobbying
expenditures

d Grassroots nontaxable
amount

w4 L e RL & RS
$ AR ,,‘ wl ,\‘}]L

h“

e Grassroots ceiling

amount (150% of line gk_’o ".’\1‘2
2d, column (e)) R
f Grassroots lobbying
expenditures
BAA Schedule C (Form 990 or 990-EZ) 2012
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Schedule € (Form 990 or 990-E2) 2012 ADUL'T CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

PartII-B |Complete if the organization is exempt under section 501 (cX3) and has NOT filed Form 5768
P
(election under section 501(h)).

(a) (®
For each 'Yes' response to lines 1a through 11 below, provide in Part IV a detailed description
of the lobbying activity Yes | No Amount

“ { v “'i“ Jqu '4., ",:c,‘. REE 4
|

[ N s ‘“
1 During the year, did the filing organization attempt to influence foreign, national, state or local s ‘z_n‘,ﬁ;.);»‘_,. b iﬁj’ i “ l
legisiation, including any attempt to influence public opinion on a legislative matter or referendum, e At 1 At il ll‘ ! 1,"4' !

O AR IR
through the use of’ e B v k'l.f".’v{‘
a Volunteers? X iy
b Paid staff or management (Include compensation In expenses reported on lines 1c through 1|)7 X p
¢ Media advertisements?
d Mailings to members, legislators, or the pubhc"
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 legisiative body? X 49,298,
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? X
i Other activities? . . X
j Total Add hines 1c through 11 .o faid (s 49,298.
2a Did the activities 1n line 1 cause the organization to be not described in section 501(c)(3)? {a gl s RN
b If "Yes," enter the amount of any tax incurred under section 4912 !‘;’;‘é‘: “,f‘; W
c If 'Yes,' enter the amount of any tax incurred by organization managers under section 4912 é;;;g\_{ 3
d If the filing organization incurred a section 4912 tax, did it file Form 4720 for this year? : OB R A
Partlil:Ay Complete if the organization is exempt under section 501(c)(4), sectlon 501(c)5), or ~N /
section 501(c)(6). A

l;‘”

Yes | No

1 Were substantially all (30% or more) dues received nondeductible by members? 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? 2
3 Did the organization agree to carry over lobbying and political expenditures from the prior year? . . 3

(Part ll-B, [Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section 501(c)
(6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered 'No' OR (b) Part llI-A, line 3, is

answered 'Yes.' N/a
1 Dues, assessments and similar amounts from members . 1
2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political £ Eﬁ“:g
expenses for which the section 527(f) tax was paid). fl"i‘r}; i
a Current year . . . 2a
b Carryover from last year . 2b
c Total . . 2¢
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductlble section 162(e) dues 3
4 If notices were sent and the amount on line 2¢c exceeds the amount on line 3, what portion of the excess ‘):wﬁ
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political st
expenditure next year? 4
5 Taxable amount of lobbying and political expenditures (see instructions) 5

[Part I-V'TISuppIemental Information

Complete this part to provide the descriptions required for Part I-A, line 1; Part I-B, line 4, Part I-C, line 5; Part |I-A (affilated group hst);
Part ll-A, ine 2; and Part II-B, Iine 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-E2Z) 2012
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Schedule C (Form 990 or 990-£7) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

[Part IV. |Supplemental Information (continued)

BAA Schedule € (Form 990 or 990-E27) 2012
TEEA3204 01/07113



OMB No 1545-0047

SCHEDULE D . .
(Form 990) Supplemental Financial Statements 2012
» Complete if the organization answered 'Yes,' to Form 990, TR T

Department of the Treasury Part IV, lines 6,7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b. 'F;.;:ng_ln',’,‘tq{gupllq;};:;}!
Internal Revenue Service » Attach to Form 990. > See separate instructions. ik Inspection w1
Name of the organization Employer Identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Part|_ ] Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if N

the organization answered 'Yes' to Form 990, Part IV, line 6. /A

(a) Donor advised funds (b) Funds and other accounts

Total number at end of year

Aggregate contributions to (during year)
Aggregate grants from (during year)
Aggregate value at end of year

G b wN =

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? DYes D No

6 Did the organization inform all grantees, donors, and donor advisors in writing 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? . DYes D No
[Partill: -] Conservation Easements. Complete if the organization answered 'Yes' to Form 990, Part IV, line 7 N~/ 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) HPreservatlon 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 held a qualified conservation contribution in the form of a conservation easement on the
last day of the tax year

tasel  Held at the End of the Tax Year

a Total number of conservation easements o . 2a
b Total acreage restricted by conservation easements . . 2b
¢ Number of conservation easements on a certified historic structure included in (a) 2¢c
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 »

4 Number of states where property subject to conservation easement is located >
Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easements it holds? . DYes D 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 requirements of sectron 170(h)(4)(B)(1)
and section 170(h)(4)(B)()? . [ ]ves [ Ino

9 In Part XIll, describe how the organization reports conservation easements I1n its revenue and expense statement, and balance sheet, and
include, If applicable, the text of the footnote to the organization's financial statements that describes the organization's accounting for
conservation easements

[Part Il .| Organizations Maintaining Collections of Anrt, Historical Treasures, or Other Similar Assets.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 8. N/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 Xlll, the text of the footnote to its financial statements that describes these items

b If the organization elected, as permrtted 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, line 1 . > S
(ii) Assets included in Form 990, Part X >

2 If 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 VIII, line 1 . . > S
b Assets included in Form 990, Part X L]

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301  09/18/12 Schedule D (Form 990) 2012



Schedule D, (Form 990) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
[Part 11l. [ 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 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 XHI
5 During the year, did the organization sohcit 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 orgamzatton s collection? Yes DNO
IPait Ivi | Escrow and Custodial Arrangements. Complete If the organization answered "Yes' to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21. NJA
1a Is the organization an agent, trustee, custodian, or other intermedrary for contributions or other assets not included
on Form 990, Part X? . D Yes DNO
b If 'Yes,' explain the arrangement in Part Xlll and complete the followmg table:
Amount
¢ Beginning balance . . 1c
d Additions during the year .. . . . .. 1d
e Distributions during the year . . le
f Ending balance 1§
2 a Did the organization include an amount on Form 990, Part X, fine 217 . u Yes No
b If 'Yes,' explain the arrangement in Part XIlII Check here If the explantion has been provided In Part XI!| H
[Part.V .:| Endowment Funds. Complete if the organization answered 'Yes' to Form 990, Part IV, Iine 10. N/A
(a) Current (b) Prior year (c) Two years (d) Three years (e) Four years
1a Beginning of year balance
b Contributions
¢ Net investment earnings, gains,
and losses .
d Grants or scholarships
e Other expenditures for facilities
and programs
f Administrative expenses
g End of year balance
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 in lines 2a, 2b, and 2¢ should equal 100%
3 a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by. Yes No
(i) unrelated organizations e 3a(i)
(i) related orgamizations 3a(ii)
b If 'Yes' to 3a(i), are the related organizations listed as required on Schedule R? 3b
4 Describe in Part XlI the intended uses of the organization's endowment funds
[ParttVlk| 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) deprecration
1alLand Lo ’
b Buildings
¢ Leasehold improvements
d Equipment . 19,895. 10,387. 9,508.
e Other
Total. Add lines 1a through le (Column (d) must equal Form 990, Part X, column (B), line 10(c) ) > 9,508.
BAA Schedule D (Form 990) 2012
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Schedule D, (Form 990) 2012 ADULT CONGENITAL HEART ASSOCIATION

04-3447959 Page 3

(PartiVil=] Investments — Other Securities. See Form 990, Part X, line 12.

N/A

(a) Description of security or category
(including name of security)

(b) Book value

(c) Method of valuation. Cost or
end-of-year market value

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

_—— e e e — - —

Total. (Column (b) must equal Form 990, Part X, column (B) line 12) >

PVRTRIL
[

Wa v PE e R 1, e e T THT L LT
P L TR A R

[PERiViIl] Investments — Program Related. See

Form 990, Part X,

N/A

(a) Description of investment type

(b) Book value

(c) Method of valuation® Cost or
end-of-year market value

M

@

3

A

®

©)

@

®

®

a9

Total. (Column (b) must equal Form 990, Part X, column (B) ne 13.) ™

N N P PEDS Papras i o
IR FNSEN RN KL "“."l el A uthy E‘Lw‘ﬁl:f"é’r%

|Partie] Other Assets. See Form 990, Part X, line 15.

~N/A

(a) Description

(b) Book value

M

@

3

@

®

®

@

®

&)

(10

Total. (Column (b) must equal Form 990, Part X, column (B), line 15)

[PartsX! .| Other Liabilities. See Form 990, Part X, line 25.

(a) Description of hability

(b) Book value

CRZA O]
] §‘i' It e

(1) Federal income taxes

@

3

@

®)

®

)

@

®

(9

an

Total. (Column (b) must equal Form 990, Part X, column (B) line 25 )

TR
o

A\
T
3

o

LA

dF
In“.

bl
T

L]

2. FIN 48 (ASC 740) Footnote in Part Xlil, provide the text of the footnote to the organization's financial statements that reports the organization's hability for uncertain tax positions
under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XII! .

BAA

TEEA3303
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Schedule D {Form 990) 2012 ADULT CONGENITAL HEART ASSOCIATION

04-3447959 Page 4

{PartXI:#[ Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Tofal 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

1,625,787.

b Donated services and use of facihties

2b

c Recoveries of prior year grants

2c

d Other (Describe in Part XIH ) .

2d

e Add lines 2a through 2d

3 Subtract hne 2e from line 1 .

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

4a

1,625,797.

b Other (Describe in Part XIiI.)

4b

¢ Add lines 4a and 4b
5 Total revenue. Add lines 3 and 4¢. (This must equa/ Form 990, Partl line 72)

5 1,625,797.

Eart Xl Reconciliation 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

1,280,112.

b Prior year adjustments

2b

¢ Other fosses

2c

d Other (Descnbe n Part XllI )

2d

e Add lines 2a through 2d

3 Subtract line 2e from line 1

4 Amounts included on Form 990, Part X, Ilne 25 but not on I|ne 1
a Investment expenses not included on Form 990, Part Viil, fine 7b

4a

1,280,112,

b Other (Describe in Part Xl )

4b

¢ Add lines 4a and 4b
5 Total expenses. Add lines 3 and 4c. (Th/s must equal Form 990, Part |, line 18.) .

1,280,112,

[ParXil] Supplemental information

Complete this part to provide the descriptions required for Part Il, lines 3, 5, and 9; Part Ilt, ines 1a and 4; Part IV, lines 1b and 2b; Part V,
line 4; Part X, line 2; Part XI, ines 2d and 4b; and Part XIl, ines 2d and 4b Also complete this part to provide any additional information.

TEEA3304 11/30112

Schedule D (Form 990) 2012




Schedule D, (Form 990) 2012 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 5
{Part.Xlll | Supplemental Information (continued)

— e e e e e e e e e e . e e e e = = e e e . e et = et A T e . - — ——— ——— ——— _———

BAA TEEA3305 06/08/12 Scheduie D (Form 990) 2012




OMB No 1545 0047

2012

TR Lo ey e

19 " 3y tN
" B 3 Lol
. 4)’Open;;to,\JPubl|c:.ﬁqo‘.:3

SCHEDULE O Supplemental Information to Form 990 or 990-EZ
(Form 990 or 990-E2Z)
Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.

Ineunal Revene Servce. " > Attach to Form 990 or 990-EZ. L4, Ingpectiontyji’|
Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Pt VI, Line 3 Maison Zwes is contracted for intermal accounting services. _____ _ __

Pt VI, Line 1l1lb The Executive Committee reviews, in detail, the Form 990 with the

Pt VI, Line 15a_ _Executive_and key employee pay is based on the following criteria:

Pt VI, Line 15b 1) Performance of the individual

the Executive Director and the Chair. It is then

Pt VI, Line 19 Copies of the required governing documents, policies and financial

Disclosures of interest conflicts, if any, are reviewed
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. TEEA4901  12/8/12 Schedule O (Form 990 or 990-E2) 2012
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Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

BAA Schedule O (Form 990 or 990-E7) 2012
TEEA4902 12/8/12



ADULT CONGENITAL HEART ASSOCIATION 04-3447959

. Scheau|e O (Form 990), Supplemental Information to Form 990

Form 990, Page 2, Part lll, Line 1 (continued)

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 2012

Heart to Heart Activities

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

over 600 ACHA patient and family members personalized information and support.

ACHA Webinar Program: The ACHA webinar series continues to educate CHD patients and families by
presenting webinars on various interesting and timely topics. More than 900 ACHA members attended
16 different webinars in 2012. In addition, webinars are available ongoing on the ACHA website and
have had close to 3,000 views in 2012. National experts spoke on a wide range of topics including
Eisenmenger Syndrome, Anxiety and Depression, Aging with Congenitally Corrected Transposition of the
Great Arteries, and Social Security Disability and the Compassionate Allowance Program. Webinars also
covered topics such as ACHA advocacy and research.

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

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

ACHD Program Directory: In collaboration with the International Society of Adult Congenital Heart
Disease, ACHA continued to offer an online listing of more than 110 ACHD clinics in the United States
and Canada; the directory continues to be the only resource of its kind available in the United States.
The directory is the most frequently visited online ACHA resource.

ACHA Online and Printed Materials: ACHA provides its members with resources for specific congenital
heart defects as well as associated medical conditions and common psychosocial issues. Literature on
topics such as pulmonary hypertension, quality of life and CHD, and transposition of the great arteries
was added to our growing educational library. This literature can be downloaded from the ACHA

website.

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

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

acha12 Form930 SchOQattach xIsAttach SchO PtlI#37/22/2013
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ACHA Blog: The ACHA Blog continues to be one of the most popular parts of the ACHA website; in 2012
we published 140 posts from more than 15 bloggers, which were viewed approximately 45,000 times.
ACHA bloggers post on a variety of topics relevant to the CHD community, and included posts such as
“An Open Letter to ACHD Cardiologists,” “This CHD Patient Will Marry You For Your Health Insurance,”
and “The Art of Coping.”

Congenital Heart Walk Program: Congenital Heart Walks are a joint effort between the Adult Congenital
Heart Association and The Children’s Heart Foundation to unite the congenital heart disease community
to fight to make a difference. The walk is a way for all of those affected by CHD to help raise vital
funding and awareness. In 2012, the Congenital Heart Walk’s fourth year, more than 8,000 walkers
raised more than $1 million in 23 locations across the United States from Boston to Los Angeles and Rio
Grande Valley to Columbus. Walks come together to support and honor the millions of children, adults
and families affected by CHD. We also offered a virtual walk for supporters to participate outside of our
walk locations. To join our efforts, visit www.congenitalheartwalk.org.

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

acha12 Form990 SchOattach xisAttach SchO Ptili#37/22/2013
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Research Activities

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

programs.

CONGENERATE Health IT Initiative: CONGENERATE (CONGEN:ital Evaluation, Reporting, And Tracking
Endeavor) is an ACHD-specific tool for data-sharing, ACHD program management, and quality
improvement, plus an electronic health record (EHR) customized for CHD patients and their healthcare
providers. The goals of this tool are to help ACHD doctors track the information most important to keep
their special patients healthy, make possible electronic access to records wherever and whenever
needed, and to make it easier for ACHD researchers in different hospitals to pool information. As part of
the REACH project, in the first data pull of 2,161 patients, the population sampled was predominantly
female, Caucasian/non-Hispanic and nearly two-thirds of patients had moderate or severe congenital
heart disease. This is the first study to report the application of a tailored clinical research information

system for ACHD.

HEART-ACHD Study: The Health Education and Access Research Trial in Adult Congenital Heart Disease
(HEART-ACHD) study**, in collaboration with AARCC, surveyed more than 900 new patients at 11 U.S.
ACHD centers on gaps in cardiac care, knowledge of their condition, and interest in participating in
research. Results show that ACHD patients often have lapses in cardiology care but they were able to
improve gaps in knowledge about their heart disease with a simple educational intervention. Subjects
also showed a greater understanding of the process of medical research and expressed interest in future
research participation. These results, presented at both ACC and AHA Scientific Sessions, plus included in
two manuscripts submitted for publication, provide a framework for developing strategies to decrease
lapses and barriers in care in the adult congenital population.

Clinicians’ Perspectives on Patient-Satisfaction in Adult Congenital Heart Disease Clinics: In collaboration
with researchers at Harvard University and McGill University Health Center, this study aimed to analyze
ACHD professionals’ awareness of patient satisfaction and attitudes toward patient expectation.
Additionally, we intended to determine if ACHD professionals receive and utilize training or a structured
interventional program to manage patient expectations and improve satisfaction. Preliminary results
from more than 250 providers were presented at scientific sessions in both the United States and
Canada and a manuscript detailing our findings was submitted for publication.

. * The project described was supported by Award Number 1RC4HL104831 from the National Heart, Lung, And Blood Institute The content Is

solely the responsibility of the authors and does not necessarily represent the official views of the National Heart, Lung, And Blood Institute or
the National Institutes of Health.

**The project described was supported by Award Number RO3HL096135 from the National Heart, Lung, And Blood Institute. The content Is
solely the responsibility of the authors and does not necessanly represent the official views of the National Heart, Lung, And Blood Institute or
the National Institutes of Health.

acha12 Form990 SchQattach xIsAttach SchO PtlI#37/22/2013



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

Advocacy Activities

National Congenital Heart Lobby Day: More than 75 advocates gathered in Washington, D.C., on March
1, 2012 to talk to their lawmakers about CHD. Hosted by the Adult Congenital Heart Association and
Mended Little Hearts, this annual event brought together patients, family members, medical
professionals, and supporters from across the country to connect with more than 100 legislative offices.

Lifelong Surveillance of Congenital Heart Disease Initiative: ACHA has been working closely with strategic
partners to help define the surveillance needs and strategies for the adult congenital heart population.
The 2012 federal budget appropriated $2 million to the CDC for CHD surveillance, as outlined in the
Congenital Heart Futures Act. This money was used to provide three grants supporting pilot projects to
develop adolescent and adult surveillance strategies. In addition, the CDC hosted an expert meeting
where federal agencies, researchers, medical professionals and patient advocates, including ACHA,
gathered to provide recommendations for public health research priorities related to CHD.

Congressional Congenital Heart Caucus: February 2012 saw the formation of the Congressional
Congenital Heart Caucus, initiated by ACHA advocacy efforts. This caucus is an informal group of
members of Congress dedicated to issues related to congenital heart defects serving to educate other
members and their constituents on this subject. We are grateful to Congressman Gus Bilirakis, who
serves as the founding chairperson of this caucus.

Social Security Disability and Compassionate Allowance Program: ACHA has advocated tirelessly for
affordable care for adults with CHD. Compassionate Allowances (CAL) are a way of quickly identifying
diseases and other medical conditions, allowing Social Security to target the most obviously disabled
individuals. In December 2012, the CAL program commemorated the milestone of reaching 200 CAL
conditions. ACHA was thrilled to participate, representing the seven different congenital heart diagnosis
added to this list in 2012.
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o S868. Application for Extension of Time To File an
(Rev January 2013) Exempt Organization Return OMB No 1545.1709

Department of the Treasury

Internal Revenue Service * File a separate application for each return.

® |[f you are filing for an Automatic 3-Month Extension, complete only Part and check this box d E]
® |f you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form)

Do not complete Part Il unless you have already been granted an automatic 3-month extention on a previously filed Form 8868

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

IPéH;. ,'.fu‘filk] Automatic 3-Month Extension of Time. Only submit oniginal (no copies needed).

A corporation required to file Form 990-T and requesting an automatic 6-month extension — check this box and complete Part | only > D

All other corporations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time to file
income tax returns.
Enter filer's identifying number, see instructions

Name of exempt organization or other filer, see instructions Employer identification number (EIN) or

Type or
rint

P ADULT CONGENITAL HEART ASSOCIATION 04-3447959
File by the Number, street, and room or suite number If a P O box, see instructions Social security number (SSN)
d f
fims o |6757 GREENE ST, SUITE 335
return See City, town or post office, state, and ZIP code For a foreign address, see instructions
instructions

PHILADELPHIA PA 19119
Enter the Return code for the return that this application 1s for (file a separate application for each return)
Application Return ] Application Return
Is For Code |lIsFor Code
Form 990 or Form 990-EZ 01 Form 990-T (corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 09
Form 990-PF 04 Form 5227 10
Form 990-T (section 401(a) or 408(a) trust) 05 Form 6069 1
Form 990-T (trust other than above) 06 Form 8870 12

® The books are In the care of » Management

Telephone No ™ (215) 849-1260_ FAXNo.»
@ [f the organization does not have an office or place of business in the United States, check this box . > D
@ |[f this 1s for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this 1s for the whole group,
check thts box > D If it 1s for part of the group, check this box d Dand attach a hist with the names and EINs of all members

the extension 1s for

1 | request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of time
untl Aug 15 _ _ 2013 .o file the exempt organization return for the organization named above

The extension 1s for the organization's return for
> E]calendar year20 12 or

> D tax year beginning ,20 _ __,andending , 20

2 |If the tax year entered in line 1 1s for less than 12 months, check reason Dlnmal return DFmaI return
DChange In accounting period

3a If this apphication 1s for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits See instructions . 3al$ 0.

b If this application 1s for Form 990-PF, 990-T, 4720, or 6069, enter any refundable credits and estimated tax
payments made Include any prior year overpayment allowed as a credit 3b/$ 0.

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

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

BAA For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev 1-2013)
FIFZOS01 0172113



