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w

Return of Organization Exempt From Income Tax

OMB No 1545-0047

2013

W@ - Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code {except private foundations) S T I T
De > drment of the Treasu *> Do not enter Social Security numbers on this form as it may be made public. }j,:igaﬁ;c_)pbfﬁ goi:‘?:‘ 'b'|j"ewf" Bl
o Rovonue Sorvea™ * Information about Form 990 and its instructions is al www.irs.gov/form990. e 2 & Inspection: "M g

A For the 2013 calendar year, or tax year beginning

, 2013,

and ending

B Check if applicable
]

Name change

Address change

Inttial return

Terminated

Amended return

-
| ) Application pending

C Nameoforganzaton ADULT CONGENITAL HEART ASSOCIATION D' Employer Identification Number
Doing Business As 04-3447959
Number and street (or P O box if mail I1s not delivered to street address) Room/suite E Telephone number

6757 GREENE ST SUITE 335 (215) 845-1260
City or town, state or province, country, and ZIP or foreign postal code

PHILADELPHIA PA 19119 G Grossreceipts $ 1,516,089,

F Name and address of pnncipal officer

Glenn Tringali 6757 Greene St #335 Phila

PA 189119

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

H(b) Are all subordinates included?
I 'No,’ attach a list. {(see instructions)

Yes X]No
Yes No

1 Tax-exemptstatus  [X[50103) | [501) ¢ )< (nserino) | [4947@(1)or [ [527
J Website: * www.achaheart. org H{c) Group exemption number ™
K Form of organization LX]Corporauon I I Trust I l Association I I Other ™ I L vearof formaton 1998 I M State of legal domicile  PA

[ Part 12l Summary

1 Bnefly describe the organization's mission or most significant activities: The Adult Congeni t__al/_He_a_gt_ és_s'gc_} ation_ (ACHA)_
9 is_a nonprofit 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
S the more than one million adults with congenital heart defects, their families and medical community.
3!l 2 Checkthis box * if 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 VL, lne1a) . . . . . . . . . .. .o 3 15
‘:: 4 Number of independent voting members of the governing body (Part VI, lne1b) . . . . . . ... ... ... 4 15
:g 5 Total number of individuals employed in calendar year 2013 (PartV,line2a). . . . . . . ... .. .. ... 5 17
.=| 6 Total number of volunteers (estimatesfnecessary) . . . . . . . .. ... .. oo oo 6 100
<&| 7a Total unrelated business revenue from Part VI, column (C), ine 12 + + « + v« v v o v v i v v it 7a 0.
b Net unrelated business taxable income from Form 990-T,lme 34 . . . . . . . . . . ... ... ... ... 7b 0.
Prior Year Current Year
® 8 Contributions and grants (Part VIllLine1th) . . .. .. ... ... ... .. ... 1,621,862. 1,507,130.
E 9 Program service revenue (PartVlllLline2g) . . . .. .. ... ... .. ..., 2,646. 4,960,
3 10 Investmentincome (Part VIll, column (A), ines 3,4,and7d) . . . . ... .. ... ... 328. 3,809.
@ | 11 Other revenue (Part VIII, column (A), ines 5, 6d, 8¢, 9¢c, 10c,and 11€) . . . . . . . . . . . 961 . 190.
12 Total revenue — add lines 8 through 11 (must equal Part VI, column (A), ine 12) . . . . . 1,625,797, 1,516,089.
13 Grants and similar amounts paid (Part IX, column (A), lnes 1-3) . . . . . . . . . ... .. 80, 000.
14 Benefits paid to or for members (Part IX, column (A), line 4] otz s + = + « « + + « +
0 15 Salanes, other compensation, employee benefits (Part [X, olumnf@EﬁCef_?T E : 678,908. 736,628.
@ | 16a Professional fundraising fees (Part IX, column (A), line 11¢) I\~ i b D .. ! _
§- b Total fundraising expenses (Part IX, column (D), line 25) ’§ l s m *c’)) ﬂ"hhﬁ"&?‘*ﬁ*‘&g; ‘a;’«ﬁifz{ ‘b‘f‘;{ﬁ?‘"ﬁ@ i
B 17 Other expenses (Part IX, column (A), lines 11a-11d, 11#-24e)] . YUL 0.7 2014 -[O 601,204. 756,146,
) 18 Total expenses Add lines 13-17 (must equal Part IX, coﬁn (A) hne 25) ... . ... . &J 1,280,112. 1,572,774.
% | 19 Revenue less expenses. Subtract line 18 from line 12 - O(J DFM Cp T 345,685. -56,685.
= ; g W Beginning of Current Year End of Year
(T $a| 20 Totalassets(PartX,me16). . ... ... ... ... ... omnn... T 865,048, 937,481,
(@) gg 21 Total habilties (Part X, I 26) - « « v = v v v vt e e e e e e e 38, 241. 167,359,
E 24| 22 Netassets or fund balances Subtractline 21 fromline20 . . . . . . . . . . . .. 826,807. 770,122,
 [PartllZ] Signature Block

{=3 Under penalties of perjury, ) declare that | haye examined this return, including accompanying schedules and statements, and to the best of my knowledge and belef, it is true, correct, and

officer) 1s based on all information of which preparer has any knowledge

2 complete Declaration of preparer (othﬁh ) /
~ > 06 237/
=S Date/ 77
=pign

Here z DipsctorR.

Type or pnnt name and ttle
g PTIN
Prnnt/Type preparer's name Preparep$ signgjure (Pﬂ Date Check [EJ of

Paid Joseph P. Leonard seph P. Leonard 06/12/14 self-employed P00229620

Preparer |Ffimsname " SNYDER, DAITZ & COMPANY

Use Only |rrmsadaress ™ 1617 JOHN F. KENNEDY BLVD., SUITE 720 FmSEIN> 23-1436393

PHILADELPHIA PA 19103 Phoneno  (215) 563-6141

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

Jﬂ Yes ﬂ No

BAA For Paperwork Reduction Act Notice, see the separate instructions.

TEEAQ101 11/08/13

Form 990 (2013)
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Form 990 (2013) ADULT CONGENITAL HEART ASSQCIATION 04-3447959 Page 2
Part lll-] Statement of Program Service Accomplishments
* % Checkf Schedule O contains a response or note to any ineinthisPartilf . . . . .. .. ... ... .«..c o ... D

1 Bnefly describe the organization’s mission:
The Adult Congenital Heart Association (ACHA) ____ _ _ _ ___ ___ o ______________

2 Dud the organization undertake any significant program services dunng the year which were not hsted on the prior

FOrM 990 0F 990-EZ2. .« « + o o e e e e e e e e e e e e e [] ves No _
If 'Yes,' descnibe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes 1n how It conducts, any program services? . . . . . . D Yes 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 $ 948, 327. wcludinggrantsof $ 80,000. )(Revenue $ 5,150. )
Educational

4b (Code’ ) (Expenses S 209,543. including grantsof  $ 0. )(Revenue $ 0.)

4c (Code ) (Expenses $ including grants of  $ ) (Revenue $ )

4 d Other program services (Describe in Schedule O )
(Expenses S including grants of S ) (Revenue S )
4 e Total program service expenses » 1,157,870.
BAA TEEAQ102 07/02/13 Form 990 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
[ PartIV.*] Checklist of Required Schedules

! oL Yes | No
1 s the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,' complete
Schedule A. . . . . e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1 X
2 s the organization required to complete Schedule B, Schedule of Contributors (see instructions)? . . . . . . . . . ... .. 2 X
3 Dud the organization engage n direct or indirect political campaign activities on behalf of or in opposition to candidates
} for public office? If 'Yes,’ complete Schedule C, Part!. . . . . . . .. .« ... i e .. 3 X
‘ 4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election
In effect duning the tax year? If 'Yes, complete Schedule C, Partil . . . . . . . . . . . . .. .. .00, 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 98-19? If '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
to provide advice on the distnbution or investment of amounts in such funds or accounts? If 'Yes,’ complete Schedule D, X
Part]. . o o o o e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 6
7 Did the organization receive or hold a conservation easement, including easements to preserve open space, the
environment, historic land areas, or historic structures? /f 'Yes,’ complete Schedule D, Partll . . . . . . . .. . .. ... .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,’
‘ complete SChedule D, Part lil. . . . . o« v v v v e et e e e e e e e e e e e e e e e e 8 X
| 9 Did the organization report an amount in Part X, line 21, for escrow or custodial account hability, serve as a custodian
for amounts not listed in Part X; or provide credit counseling, debt management, credit reparr, or debt negotiation X
9

services? If 'Yes,'complete Schedule D, Part IV . . . . . . . . . . . o e e e e e e e

10 Dud the organization, directly or through a related organization, hold assets in temporanly restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,' complete Schedule D, PartV . . . . . .. ... ...

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

a Did the organization report an amount for land, buildings and equipment in Part X, hne 10? If 'Yes,’ complete Schedule

D,Part VI. . . o o o e e e e e e e e e e e e e e e e e e e 1Ma X
b Did the organization report an amount for Investments — other secunties in Part X, line 12 that 1s 5% or more of its total
assets reported in Part X, line 167 If 'Yes,’ complete Schedule D, Part VIl . . . . . . .. .. ... . ..... .. 11b X
¢ Did the organization report an amount for investments — program related in Part X, hne 13 that Is 5% or more of its total
assets reported in Part X, line 167 If 'Yes,' complete Schedule D, Part VIll . . . . . .. e e e e 11c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported
In Part X, line 167 If 'Yes, complete Schedule D, PartIX . . . . . . . . . . . ... .. ... o 11d X
e Did the organization report an amount for other liabiliies in Part X, line 257 /f "Yes,” complete Schedule D, Part X . . . . . . . 1e X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's llability for uncertain tax positions under FIN 48 (ASC 740)? If 'Yes, ' complete Schedule D, Part X . . . . . 11f X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes,’ complete
Schedule D, Parts XI, and XII. . . . . . v o o i o e e e e e e e e e e e e e e e e e e e e e e 12a| X
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 Xl and Xllisoptional . . . . . .. ... .. 12b X
13 Is the organization a school described in section 170(b){(1)(A)(1)? If 'Yes,'complete Schedule E. . . . . . . . . . . .. ... 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States?. . . . . . . ... ... ... . 14a X

b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundratsing,
business, investment, and program service activities outside the United States, or aggregate foreign investments valued

at $100,000 or more? /f 'Yes,’ complete Schedule F, Partsland IV . . . . . . . . . ... . e .. | 14b X
15 Dud the organization report on Part 1X, column (A), hine 3, more than $5,000 of grants or other assistance to or for any

fareign organization? If 'Yes,’ complete Schedule F, Parts 1and IV~ « o o e e e e e e e 15 X
16 Did the organization report on Part IX, column (A), ine 3, more than $5,000 of aggregate grants or other assistance to

or for foreign individuals? If 'Yes,’ complete Schedule F, Parts llland IV . . . . . . . . ... ... . 0 L. 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,

column (A), ines 6 and 11e? If 'Yes,' complete Schedule G, Part | (see instructions) . . . . . . . .. ... . .... .. 17 X
18 Did the organization report more than $15,000 total of fundralsmg event gross income and contributions on Part VIn,

hnes 1c and 8a? If 'Yes, complete Schedule G, Part !l . . . . . . .. .. ... ...  ...... ... 118 X
19 Dud the organization report more !han $15,000 of gross income from gaming activities on Part VI, line 9a? If 'Yes,'

complete Schedule G, Partlil. . . . . . .« . . i i i e e e e e e e e e 19 X
20 a Did the organization operate one or more hospital facilities? /f 'Yes,’ complete Schedufe H . . . . . . . . .. ... ... .. 20 X

b If ‘'Yes' to line 20a, did the organization attach a copy of its audited financial statements to this return? . . . . . .. . 20b0f N4 A

BAA TEEA0103  11/08/13 Form 990 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

| PartilV <[ Checklist of Required Schedules (continued)

-

21 Did the organization report more than $5,000 of grants or other assistance to any domestic organizations or

government on Part IX, column (A), ine 1? If 'Yes,’ complete Schedule I, Parts land Il . . . . . .. .. .. ... ......

22 Did the organization report more than $5,000 of grants or other assistance to individuals in the United States on Part

IX, column (A), line 2? If 'Yes,’ complete Schedule |, Parts land Ill . . . . . . .« v o oo v oo e e

23 Dud the organization answer ‘'Yes' to Part VI, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? /f 'Yes,’ complete

Schedule d . . o o o e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of
the last day of the year, that was i1ssued after December 31, 20027 If 'Yes,' answer lines 24b through 24d and

complete Schedule K If NO,'gotolin@ 25a . . . . .« o v v v i i v i i e e e e e e e
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . . . . .. . . ..

¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

any tax-exempt bonds?. . . . . . L. L e e e e e e e e e e e e e e e
d Did the organization act as an 'on behalf of i1ssuer for bonds outstanding at any time duringthe year? . . . . . . ... ...

25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage n an excess benefit transaction with a

disqualified person dunng the year? If 'Yes,’ complete Schedule L, Part! . . . . . . . .. ... .. . ...

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a pnor year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-E27 If 'Yes,’ complete

Schedulo L, Part] . . . . o o o i e e o e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

26 Dud the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons?

If so, complete Schedule L, Part Il . . . . . . . . o L 0 e e e e e e e e

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% controfied entity or family member

of any of these persons? If 'Yes,’ complete Schedule L, Partill . . . . . . . . . . . v i v it

28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions)

a A current or former officer, director, trustee, or key employee? If 'Yes,’ complete Schedule L, PartIv . . . . . . . .. . ...

b A family member of a current or former officer, director, trustee, or key employee? If Yes,’ complete

Schedule L, PartIV. . . . v v i o e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

c An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an

officer, director, trustee, or direct or indirect owner? If 'Yes,’ complete Schedule L, Partiv . . . . . .. .. ... ... ...
29 Did the organization recewve more than $25,000 in non-cash contnbutions? /f 'Yes,’ complete ScheduleM . . . . . . . . ..

30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation

contributions? If 'Yes,'complete Schedule M . . . . . . . . .. Lo o e e e e e

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

32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If ‘Yes,’ complete

Schedule N, Partll . . . . . . . . o o o o e e e e e e e e e e e e e e e e e e e e e e

33 Did the organization 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! . . . . . . . . . . . ... . ... ...

34 Was the organization related to any tax-exempt or taxable entity? /f 'Yes,' complete Schedule R, Parts Ii, I, IV,

B To IV 1 - T
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? . . . . . . . .. .. .. ... . ...

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 Schedule R, PartV, Ime 2 . . . . . . . . . .. .. . ...

36 Section 501 ,gc)f(:i) organizations. Did the or%amzatmn make any transfers to an exempt non-chartable related
organization” [f 'Yes, complete Schedule R,

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

38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, ines 11b and 19?

Note. All Form 990 filers are required to complete Schedule O . . . . . . . . . o v v v v i et s e e

Yes | No
21 X
22 X
23 X
24a X
24bi ML A
24c| P A A
24d}| MO /, P\
25a X
25b X
26 X

art V, lin@ 2 . . . . . v o e e e e e e e e e e e e e e

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

BAA

TEEA0104 11/11/13

Form 990 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959

lPart V:j Statements Regarding Other IRS Filings and Tax Compliance

. "Check if Schedule O contains aresponse ornote to any lineinthisPart V.. . . . . . . . -« v o v v v v v v e v v v o

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

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

¢ Did the organization comply with backup wnthholdmg rules for reportable payments to vendors and reportable gaming
(gambling) winniNgs tO prize WINNETS? . . . . . .« t v v v v it v v e e e e e e e e e e e

2 a 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 thisreturn . . . . . 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)

3 a Did the organization have unrelated business gross income of $1,000 or more dunng theyear?. . . . . . . . . .. .. ...

b if 'Yes' has it filed a Form 990-T for this year? If ‘No* {o line 3b, provide an explanation in Schedule O . . . . . . . . . . . .« oo ..

4 a At any time during the calendar year, did the organmization 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 taxyear?. . . . . . . . . ... ..
b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction? . . . . . . .. ..
c If 'Yes,  to line 5a or 5b, did the organization file Form 8886-T? . . . . . . . . . .« .« o ot v v it e .

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 charttable contributions? . . . . . . .. . . ... Lo L

b If 'Yes,” did the organization include with every solicitation an express statement that such contnbutions or gifts were
nottax deductible? . . . . . . L L L e e e e e e e e e e e e e e e e e e e
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment 1n excess of $75 made partly as a contribution and partly for goods and
services provided tothe payor?. . . . . . . . . L . oL L L e e e e e e e e
b If 'Yes,' did the organization notify the donor of the value of the goods or services provided? . . . . . . ... ... .. ...

c Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file
FOrm 82827 . . . v o i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

it

X

X

A

6a X

N

6b A
7N CEERTT
[E3 A A (A ] PR TS
TR
Tt et | el

7a

7b

7c

R 2

g If the organization received a contnbution of qualified intellectual property, did the organization file Form 8899
ASTEQUITEA? « « v v vt ot e e e e e e e e e e e e e e e e e e e e e et e e e e e e e e e

h If the organization received a contnbution of cars, boats, airplanes, or other vehicles, did the organization file a
Form 1098-C7 . . . o i o it e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

Te

7f

8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the N §
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business o
holdings atanytime duringthe year?. . . . . . . . o o v i i it e e e e e e e e e e e e e 8 X

9 Sponsoring organizations maintaining donor advised funds. SN A

a Did the organization make any taxable distributions under section 49667 . . . . . . . . . . . o oL 9a X
b Did the organization make a distnibution to a donor, donor advisor, or related person? . . . . . . . . . ... ..o 9b
10 Section 501(c)(7) organizations. Enter. o “ﬁ
a Initiation fees and capital contributions included on Part Vitl, ine12. . . . . . . . . . . . . .. 10a] N/A
b Gross receipts, included on Form 990, Part VIII, ine 12, for public use of club facilites . . . . . 10b| N/ A
11 Section 501(c)(12) organizations. Enter
a Gross income from members or shareholders. . . . . . . . ... .. ... 1Ma N/ A
b Gross income from other sources (Do not net amounts due or paid to other sources
against amounts due orrecelved fromthem ). . . . . . . . .. Lo 11b “/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 . . . . . l 12 b| '\’/A

13 Section 501(c)(29) qualified nonproft health insurance issuers.

Note. See the instructions for additional |nformat|on the organization must report on Schedule O

b Enter the amount of reserves the organization is required to mamntain by the states in
which the organization is licensed to iIssue qualffied healthplans . . . . . .. ... .. .. .. 13b r‘-‘/,43\

¢ Enterthe amountofreservesonhand . . . . . . o v vttt o e e e e e e 13¢c| =~/ A

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

BAA TEEA0105 07/02/13

Form 990 (2013)



Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 6
|Part VI Governance, Management and Disclosure For each 'Yes' response fo 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 aresponse ornotetoany ime inthisPartVIi. . . . . . - . . .. ..o oo oo oo o L @

Section A. Governing Body and Management

1 a Enter the number of voting members of the governing body at the end of the tax year. . . . . . 1a
If there are matenal differences in voting nghts among members
of the governing body, or If the governing body delegated broad
authonity to an executive committee or similar committee, explain in Schedule O

b Enter the number of voting members included in ine 1a, above, who are independent . . . . . 1b
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee or key employee? . . . . . . . . . . i i e e e e e e e e e e e e e

3 Did the organization delegate control over management duties customanty 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 orgamization make any significant changes to its governing documents

sincethe pnor Form 990 was filed? . . . . . . . & o v o i it i e e e e e e e e e e e e e e e e e 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . . . . . .. . .. 5 X
6 Did the organization have members or stockholders? . . . . . . . . . L Lo oL L s e s 6 X
7 a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or more

members of the governing body? . . . . . . v o o i i i e e e e e e e e e e e e e e 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 governingbody? . . . . . . . . . . . oo o v v ol o n o n e oL

8 Dud the organization contemporaneously document the meetings held or wntten actions undertaken dunng the year by "’E{’""T gk
the following R
aThegoverning body? . . . . . . o o i i e e e e e e e e e e e e e e e e e 8a| X
b Each committee with authonty to act on behalf of the governingbody? . . . . . . . . . . . ... o oo oo 8bi O 4 A
9 |Is there any officer, direclor, trustee, or key employee hsted in Part VI, Section A, who cannot be reached at the
organization’s mailing address? If 'Yes,' provide the names and addressesin Schedule O . . . . . . . . . ... ... ... 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10 a Did the organization have local chapters, branches, or affiliates? . . . . . . . . . . .. .. .. . 0o o 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 organizalion's exempl purpeseS?. . . -+ . . o L . L L L e s e e e e e e e e e e 10b| N / A
11 a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filng the form? . . . . . . .. . . .. 11a| X
b Describe In Schedule O the process, If any, used by the organization to review this Form 990 e e
12 a Did the organization have a written conflict of interest policy? If No,’gotolne 13. . . . . . . . . . . . .. oo oL 12a] X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give nse
to cONflICIS? .« & o o e e e e e e e e e e e e e e e e e e e e e e e e e e e e 12b] X

c Did the organization regularly and consistently monitor and enforce compliance with the policy? If 'Yes,’ describe in
Schedule O oW this Was dONE . « - « v v v« v v i e b st e e s e e e e e e e e e e e e e e e e e e e

13 D the organization have a wntten whistleblowerpolicy? . . . . . . . . . . . .« Lo L
14 Did the organization have a wrnitten document retention and destructionpolicy? . . . . . . « . . . . . . . oo oo

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

a The organization's CEO, Executive Director, or top managementofficial . . . . . . . ... .. .. .. o L.
b Other officers of key employees of the organization. . . . . . . . . . . . . . . . Lo e c e
If 'Yes’ to line 15a or 15b, describe the process in Schedule O. (See instructions )

16 a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity duringthe year? . . . . . . . . L . L e e e e e e e e e e

b If 'Yes," did the organization follow a written policy or procedure requinng the organization to evaluate its
participation 1n joint venture arrangements under applicable federal tax law, and taken steps to safeguard the
organization's exempt status with respect to such arrangements?. . . . . . . . . ... o L0 ol e e

Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed > Pennsyl vania

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

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

19 Describe 1n Schedule O whether (and if so, how) the organization makes its governing documents, conflict of interest policy, and financial statements available to
the public during the tax year

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization

" Management 6757 Greene St., Suite 335, _Phala PA 19119 (215) 849-1260

BAA TEEA0106 07/02/13 Form 880 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7

|P"a“rt;Vlléi| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
. . Independent Contractors D

Check if Schedule O contains a response or note to any hneinthusPart VIl . . . . . . . . . oo oo oo o oo oo Lo
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) if no compensation was paid

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

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

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

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

(c)
Name ar Title ) o o e s bath an (D) (E) (F)
g | cfemdadisotnes) | onodfistotion | compdiorton | ameinSiaber
moor |5 32| &[3g|g| Gemso | wanoieinss e,
organiza- | 3 & g ?_!3 ‘3" 22| and related
;gg:’ g sC‘L § -g_ g g = organizations
wwea | Elsl (8] %
zl& Z
Q.
_)_Peggy Powers_ _ _______| _1.00
Board Chair X X 0 0 0
(2 Barry R. Meil = _____ | _1.00
Board Vice-Chair X X 0. 0. 0.
_Q)_Anne Gammon _ _____ __ | _1.00
Board Secretary X X 0 0 0
_.{4) Heather Abbott _ _ ____ | -1.00
Board Treasurer X X 0 0 0
_8)_ Jerry Boegler = _____ | _1.00
Board Member X 0 0 0
_6)_stephen Brabeck _ ____ _1.00
Board Member{left before 12/31/13) X 0 0 0
{7 _Denise Curcio _________ 1.00
Board Member X 0. 0. 0.
_(8)_Curt Daniels__ ______ | _1.00
Board Member X 0 0 0
_)_Kay Deeney _ ________ 4_1.00
Board Member X 0 0 0
{19)_John C._Fernze _ _______1.00
Board Member X 0 0 0
(1)_Elyse Foster _______ | _1.00
Board Member X 0 0 0
12) Jenne Hickey _ _ _ _____ _1.00
Board Member X 0 0 0
3)_Cindy Huie _ __ ______| _1.00
Board Member X 0 0 0
{(14)_Michael Landzberg ___ | 1.00
Board Member {left before 12/31/13) X 0. 0. 0.

BAA TEEA0107 07/08/13 Form 990 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSQCIATION 04-3447959 Page 8
| PArt.VIi:|Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (confinued)

. (B) ()
P
(A) Ar\]rerage égo not,cheglf lrtrj\?)rr'e (h;ona r?ne (D) (E) F)
S an
Name and title g;l:s Ofﬁb:?::; g%rlfgg“’”/lmsme) coml::reg(llatg:efrom com';zﬁ(s’ra‘talgr'\ehom amgtsx:?oaf‘g?her
week TS5l =Ig the organization related organizations compensation
astany R 31 F( Q15 |3 5] | W-2/1099-MISC) (W-2/1089-MISC) from the
hous SN E|F (< RT3 organization
for D = g 2|52 2 @ and related
related [ 5| € 28 o organizations
organza [@ 2 3 5 o
- tions 5l = s 3
below @] 5 @ Psd
dotted g & §
line) o =
Q|
{15)_Sean McCarthy __ ___ __ ______| 1.00
Board Member (left before 12/31/13) X 0 0 0
1) Martha Pauly _____________121.00
Board Member X 0. 0. 0.
N7 _Arwa Saadi _______________]1.00
Board Member X 0. 0. 0.
18) Marion Wachtenheim _________[1.00
Board Member X 0 0 0
19)_George Warren _ ___________| 1.00
Board Member {left before 12/31/13) X 0 0 0
{20 Amy Verstappen ____________ 40.00
President/CEQ X X 79,137. 0. 10,282.
1) Gail Ober _ _ _____________{40.00
Interim Exec.Director X 30,288. 0. 0.
@ L __]_.__
e o ______ - )
(24)
(25) L
1ibSubtotal. . . . .. ......: e e e e e e e e e e e e e e > 109, 425. 0. 10,282.
c Total from continuation sheets to Part VIl, SectionA . . . . . .. ... ... >
dTotal (add lines1band 1€} - - - - . o« + v o v i e e > 109, 425. 0. 10,282.
2 Total number of individuals (including but not imited to those listed above) who received more than $100,000 of reportable compensation
from the organization ™ 0
Yes { No
3 Dd the organization list any former officer, director, or trustee, key employee, or highest compensated employee T I R R
on line 1a? If 'Yes,’ complete Schedule J for such individual . . . . . . . . . . . . . o Lo o e 3
e
4 For any individual listed on line 1a, Is the sum of reportable compensation and other compensation from }i;ﬂ%

the organization and related organizations greater than $150,0007? If 'Yes’ complete Schedule J for
suchindividual . . . « . . . .. o oo o e e e e e e e e e e e e e e e e e e e

§ Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual EREAFTICN
for services rendered to the organization? /f 'Yes,' complete Schedule J for suchperson . . . . . « « . . .« . v .. 5 X

Section B. Independent Contractors
1~ Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization. Report compensation for the calendar year ending with or within the organization’s tax year.

(A) (B) (C)
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not hmited to those histed above) who received more than ; 'E’}ﬁ’é"{ - ?ﬁlﬁ"ﬁ"@“’l l f}«fg
By b W
$100,000 of compensation from the organization ™ ﬁqiﬁ‘fzﬁ“ﬁﬁ“ﬁmﬁﬁ&g«}ﬁﬁ

BAA TEEA0108 11/14/13 Form 990 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSQCIATION 04-3447959 Page 9
PartiVlll| Statement of Revenue

. " Checkf Schedule O contains a response or note to any ine m thus Part VIl . . . . . .. e e e e e e e e e .. D
t‘T h‘r.-_‘»f"-lw‘ "P';"" \d}a‘-f"" ey ‘:‘tf :'.n: a‘%f“’f ¥y \’(k‘ "21 ) (B) (C) (D)

‘.ﬂ;—,,g}g-l 7 ﬁ: : Total revenue Related or Unrelated Revenue
R : &;ﬂh’ o exempt business excluded from tax
F3 R F e z|.‘ o function revenue under sections

qfﬂf s 3" -#54..491‘[‘ Tl revenue 51 2- 514

S, GRANTS
R AMOUNTS

GIFT:
MILA

s|

b Membership dues

¢ Fundraising events . .
d Related organizations

e Government grants (contnbutions) -

f Al other contributions, gifts, grants, and
similar amounts not included above . .

1a Federated campaigns .

ib 19,445,
ic
id
1e 49,202.
1f| 1,438,483,

.
‘l"
2T

.‘,‘..-‘.
[
S &3

i)
R4

¥

e
| Sy

'ﬂﬂ' ';u'.f"l".
I

OTHER REVENUE

Income from investment of tax—exempt bond proceeds .
5 Royalties. .

6 a Gross rents

b Less rental expenses

¢ Rentalincome or (loss) .

d Net rental income or (los

b Less cost or other basis
and sales expenses .

¢ Gain or (loss)
d Net gain or (loss).

(notincluding. $

7 a Gross amount from sales of
assels other than inventory

S2
5 w
@
g g g Noncash contnbutions included in lines 1a-1f  $ 1,142,
8 < h Total. Add lines 1a-1f L 130
'é Business Code ":‘ij_:}ﬁrb\" “} " 2 4.:«7&( ' 4 o ﬁ::‘:‘%‘:"i{‘«j)‘ “
£| 2a conferences _ _______ 624100 2,145, 45, 0.
& b publications__ _ _____ 624100 2,815, 15. 0.
e c
- I
S| e - — Y — =
Z e
S f All other program service revenue . .
& | g Total. Add lines 2a-2f . e > 4,960, RS [ TS B T e
Investment income (mcludmg dlwdends interest and
other similar amounts) . e N 3,809, 0. 0. 3,809,

(1) Real

(i) Personal

“;

s) .

M‘s—i‘bu

vkt
-*fieﬁ"ﬁ,nr.i W

b v‘w'EJLr:(:mL R

{1} Secunties

(n) Other

LTS el

7o,

o

O
g e

o

8 a Gross income from fundraising events

of contnbutions reported on line 1c).
See Part IV, line 18. . .
b Less' direct expenses . .
¢ Net income or (loss) from fundraising events . .

See Part IV, line 19

b Less' direct expenses
¢ Net income or (loss) from gaming activities . . . .

and allowances

b Less cost of goods sold .

9'a Gross income from gamlng activities.

10 a Gross sales of mventory less returns

* 5

oS

”’-"H,

S¥

’\.«%! "
-

'ﬁ o

SR B ]
: 3‘-"53%-!“*"5?“-{ B
¥ "*'L-{!‘Gd;;"" ey

i KR
RAEAN .
e ri’h

b

I
.i‘, J‘
PR

ATy

Il .15"11

u'L'.r
.v

.
"\ Wby
e

J‘.’
)

e

N 4_ 22
“%"iﬂc

o]
m"r“fn';'," b
o

%

Tah ¢

J;t i
:_\,‘;,'..{':,S‘i -F

e

t
Ty

J,.}f,{!."
(I By
i w{nid.. Tl

b Y i

Y I fat:
b r';h‘w,*rfl' o
At x,'hkkvj}‘ht Y

b

L “@

)

it

o

3
v;:,,za :

a

b

:C_\;r'- STe
‘:.,| 1

¢ Net income or (loss) from sales of inventory . >
Miscelansous Revanue Business oo [FTR0 0.1 1 VARG (10123 O | ERA L

11a Merchandise _ _ _ _ _ _ __ 624100 190. 190. 0. 0.

b

T

d All other revenue . - - . . - . . o :

e Total. Add lines 11a-11d . A 190, SN T T R R e b
12 Total revenue. See instructions . . . . ... 1,516,089. 0. 3, 809

BAA

TEEA0109 07/08/13

Form 990 (2013)



Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 10

[Part:IX-~| Statement of Functional Expenses
«Section 501(c)(3) and 501(c)(4) orgamzations must complete all columns All other organizations must complete column (A)

Check If Schedule O contains a response ornote toany inemnthisPart IX. . . . .« .« oo oo v v [T
. ) (A) (8) (€) D)
Do not include amounts reported on lines Total expenses Program service Management and Fundraisin
6b, 7b, 8b, 9b, and 10b of Part VIll. oxpenses general expenses exponses
1 Grants and other assistance to governments LT D o
and organizations in the United States. See i
PartIV,me21 . . . . . . . .« v 80,000. 80,000. =

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

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

e

4 Benefits paid to or for members . . . . . P W ke Mt ROV R SRR il
5 Compensation of current officers, directors,
trustees, and key employees . . . . . . - 141,707. 97,037. 21,934. 22,736.

¢ Compensation notincluded above, to
disqualified persons (as defined under
section 4958(f)(1)) and persons described
in section 4958(c)(3)B). . . - . . . . - ...

7 Other salanes andwages. . . . . . . . - 496,442, 344,741, 74,242, 77,459,

g Pension ptan accruals and contributions
(include section 401(k) and 403(b) employer
contributions). . . . . . ...

9 Other employee benefits . . . . ... .. .. 42,925, 25,437. 9,658, 7,830.
10 Payrolitaxes . . . . . .« v o v oo 0o 55,554. 37,426. 9,245, 8,883,
11 Fees for services (non-employees)'

blegal. ... ... .. ... 4,662, 0. 4,662, 0.

cAccounting . . « . . .. v e e e e 38,842. 14,990. 18,158. 5,694,

dlobbying . . . . ... ... o oL 19,200. 19,200. 0. 0.

e Professional fundraising services See Part IV, line 17 . [ A TR R R e e N

f Investment managementfees . . . . .. ..

g Other (If ine 11g amt exceeds 10% of line 25, column

(A) amount, list line 11g expenses on Schedule 0). . . 145,527. 87,876. 57,481. 170.

12 Advertising and promotion . . . . . . .. .. 2,179. 1,226. 152. 801.
13 Office expenses . . . . .. .. . .... 184,879. 146,721. 15,979. 22,179,
14 Information technology . . . . . . . . ... 30, 954. 17,162. 6,865. 6,927.
15 Royaltles. . . . . . . . .o
16 OCCUPANCY « « « -+ v v v o v e e 23,264. 13, 347. 7,235, 2,682,
17 Travel . . . . v o v v i 111,621, 100,860. 6,631. 4,130.

18 Payments of travel or entertanment
expenses for any federal, state, or local
publicofficials . . . . . ... ...

19 Conferences, conventions, and meetings . . . 2,230. 2,230. 0. 0.

20 Interest. - . . . . . ... ..o e

21 Payments to affilates. . . . . . ... . ...

22 Depreciation, depletion, and amortization . . .

23 INSUraNCe . - - - . . o e e e e e e e

24 Other expenses. ltemize expenses not
covered above (List miscellaneous expenses
in line 24e [f ine 24e amount exceeds 10%
of ine 25, column (A) amount, list line 24e
expenses on ScheduleO) . . . . ... ...

a Other program_expenses 169,431 169,045 386 Q

b Board & staff development _ _ 12,535 61 12,316 158
c
o o ________
e All otherexpenses . . . . . . ... ... ..
25 Total functional expenses Add lines 1through 24e. . 1,572,774, 1,157,870. 255,255. 159,649.

26 Joint costs. Complete this line only If
the organization reported in column (B)

joint costs from a combined educational
campaign and fundraising solicitation

Check here > if following
SOP 98-2 (ASC 958-720) . . . . . ... ..
BAA TEEAQ110 11/08/13 Form 990 (2013)




Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 11
I Part‘Xﬂ Balance Sheet
. Check If Schedule O contains a response ornotetoany ine inthisPart X . . . . . . - . . . . ..o v oo oo v oL [:]
: (8)
Beginning of year End of year
1 Cash—nondnterest-bearing . . . . . . . . . . i it e 238,289.| 1 303, 889.
2 Savings and temporary cash investments . . . .. .. ... ... 153,147.] 2 328, 650.
3 Pledges and grantsreceivable,net. . . . . . . ... ..o 0oL 448,867.| 3 200,110.
4 Accountsrecevable,net. . . . . . .. . L Lo e e e e e e e 4
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part 11 0f SChedUie L - « « v v oo v e e et e e e e e e e e
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contrnibuting
employers and sponsoring organizations of section 501(c)9) voluntary employees’
beneficiary organizations (see instructions). Complete Part Il of Schedule L . . . . .
Q 7 Notesandloans receivable,net . . . . . ... ... .. ..o
E 8 Inventoriesforsaleoruse . . . . . . . . .. . it e e
E 9 Prepad expenses and deferredcharges . . . . . . .. ... 0000
10a Land, buildings, and equipment. cost or other basis.
Complete Part VI of ScheduleD . . . .. ... ... 10a 23,844,
b Less accumulated depreciation . . . . . . ... ... 10b 16,094.
11 Investments — publicly traded secunties . . . . . . . . . . ..o 000
12 Investments — other secunties. See Part IV, llme11 . . . . . ... ... .....
13 Investments — program-related See Part IV, lme 11 . . . . . . . ... ... ...
14 Intangbleassets. . . . . . . . ... L. o e e e e
15 Otherassets.SeePartIV,linet1 . . . . . . . . ... . e 15 2,112.
16 Total assets. Add hnes 1 through 15 (mustequallne 34) . . . . . . . . . . . . .. 865,048./ 16 937,481.
17 Accounts payable and accrued eXpenses. . . .« « . v v s e 0. e a0 e e e 0 e 38,241,117 158,839.
18 Grantspayable. . . . . . . . . . L e e e e
19 Deferredrevenue . . . . . . .« . L e e e e e e e e 8,520.
L| 20 Tax-exemptbondhabdites. . - . . . . ... ... L oL
:\ 21 Escrow or custodial account hability. Complete Part IV of ScheduleD . . . . . . ..
F 22 Loans and other payables to current and former officers, directors, trustees, {“ﬁxﬁ‘ i &:ﬁ ff‘;!*jf" i
L key employees, highest compensated employees, and disqualified persons. S R
'T Complete Partllof Schedule L. . . . . . .« . o v o i i i i it s e e
'E 23 Secured mortgages and notes payable to unrelated third parties . . . . . . . . ...
S | 24 Unsecured notes and loans payable to unrelated third partes . ... ... ..
25 Other habilities (including federal Income tax, payables to related third parties,
and other habilittes not included on lines 17-24) Complete Part X of Schedule D . . .
26 Total liabilities. Add nes 17 through25. . . . . . . . . . .. ... .. ... ... 38,241 1 67 359.
A Organizations that follow SFAS 117 (ASC 958), check here > and complete Otk Ay £ 5
: lines 27 through 29, and lines 33 and 34.
g 27 Unrestrictednetassets. . . . . . . . o 0 i i L e s e e e e e e 1,
i 28 Temporarlyrestricted Netassets . . . . o v v v v v v i i e 62 2 ) 67 .| 28 435,289
o 29 Permanentlyrestrictednetassets . . . . . . . . .. .00 e
R Organizations that do not follow SFAS 117 (ASC 958), check here > D
F and complete lines 30 through 34.
u
Ni3o0 Capital stock or trust principal, or currentfunds. . . . . . . . . . .o 0oL
B 31 Paid-in or capital surplus, or land, building, or equipmentfund . . . . . . . .. ...
,'i 32 Retained earmings, endowment, accumulated income, or other funds . . . . . . . .
N| 33 Totalnetassetsorfundbalances. . . . . ... ................... 826,807.133 770,122,
§| 34 Total habiities and net assets/fund balances . - « - . -« ¢ v e e e e e 865,048 .| 34 937, 481.
BAA Form 990 (2013)

TEEA0111  07/08/13




Form 990 (2013) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 12
|Part Xli#| Reconciliation of Net Assets
. Check If Schedule O contains aresponse or noteto any lineinthisPart XI. . . . . . .« . . oo v v v oo v oo oL, [—l
1 Total revenue (must equal Part Vill, column (A}, ine 12) . . . . . . .« v v oo v v oo n e e 1 1,516,089,
2 Total expenses (must equal Part1X, column (A),Ine25) . . . . . . . . . v n e 2 1,572,774.
3 Revenuelessexpenses Subtracthne2fromiine 1. . . . . . . . . . . . e e 3 -56,685.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)}. . . . . . . . .. ... 4 826,807.
5 Netunrealized gains (losses)oninvestments .. . . . . . . . . .. L e s e e e e e e e e e 5
6 Donatedservicesanduseoffaciities. . . . . . . . . L L L e e e e e e e e 6
7 Investmentexpenses. . ... ... ..., e e e e e e e e e e 7
8 Priorperiodadustments . . . . . . L o L L e e e e e e e e e e e e e 8
9 Other changes in net assets or fund balances (explain in Schedule Q) . . . . . . . ... .. ... oL 9
10 Net assets or fund balances at end of year Combine lines 3 through 9 (must equal Part X, line 33.
column (B)). -« v v o e e e e e e e e e e e e e e e e e e e .. 110 770,122,

Part XIl.| Financial Statements and Reporting

Check If Schedule O contains a response or noteto any lineinthusPart Xl . . . . . . .. ... ..o v oo,

1 Accounting method used to prepare the Form 990. DCash Accrual DOther

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 reviewed on a
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 DConsolidated 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
in Schedule O
3 a As a result of a federal award, was the organization required to undergo an audlt or audits as set forth in the Single
Audit Actand OMB Circular A-1332. . . & o v 2 v v e it ee e e e e e e e e e
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 toundergosuchaudits . . . . . . . . ... ... ....

3p] M A

BAA
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Public Charity Status and Public Support OMB No 1545-0047

(sFSl;'nEngoLrEgg‘(}_Ez) Complete if the organization is a section 501(c)(3) organization or a section 201
l 4947(a)(1) nonexempt charitable trust.

’ « > Attach to Form 990 or Form 990-EZ.

Department of the Treasury » Information about Schedule A (Form 990 or 990-EZ) and its instructions is

Internal Revenue Service at www.irs.gov/form990.

Name of the organization Employer Identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959

| Part I¥| Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization is not a private foundation because 1t 1s* (For ines 1 through 11, check only one box )
1 T A church, convention of churches or association of churches described in section 170(b)(1)(A)(i).
2 [ ]| A school described in section 170(b)(1)(A)(ii). (Attach Schedule E.)
3 [ A hospital or a cooperative hospital service organization described in section 170{b){(1)(A)iii).
4 | A medical research organization operated in conjunction with a hospital descnbed in section 170(b)(1)(A)(iii) Enter the hospital's

name, city, and state.
I:l An organization operated for the benefit of a college or university owned or operated by a governmental unit descnbed in section

L) 170(b)(1)(AXiv). (Complete Part 1] }

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

7 ?(' An organization that normally receives a substantial part of its support from a governmental unit or from the general public descnbed
‘— |n section 170(b){1)(A)(vi). (Complete Partil.)

8 D A community trust described in section 170(b)(1){A)(vi). (Complete Part I1.)

An organization that normally receives: (1) more than 33-1/3% of its support from contnbutions, 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 Il )

10 HAn organization organized and operated exclusively to test for public safety. See section 509(a)(4).

o

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

a DTypeI b DType I c DType Il = Functionally integrated d D Type lil — Non-functionally integrated

e D By checking this box, 1 certify that the organization is not controlled directly or indirectly by one or more disqualified persons
other than foundation managers and other than one or more publicly supported organizations descnbed in section 509(a)(1) or
section 509(a)(2)

f If the organization received a written determination from the IRS that 1s a Type |, Type Il or Type |l supporting organization, D
ChECK tRiS DOX « & v v v o o et e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

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

Yes | No
(i) A person who directly or indirectly controls, either alone or together with persons described in (it) and (i) .
below, the governing body of the supported organization? . . . . . . . . . . . ... ... e 11g(i)
(ii) Afamily member of a persondescnbedin(iyabove? . . . . . . . . .. L. L Lo e e 11 g (ii)
{(iii) A 35% controlled entity of a person descnbed in (1 or (nyabove? . . . . . . . ... ..o o oL, 11 g {iii)
h Provide the following information about the supported organization(s)
(1) Name of supparted (I} EIN (ih) Type of arganization {iv} Is the (v} Did you notify {vi} Is the {vil} Amount of monetary
organization {described on Iines 1-9 organization in the organization in organization in support
above ar iRC section column (i) listed in | column (i} of your column (i)
(see Instructions)) your goveming support? organized In the
document? us?
Yes No Yes No Yes No
(A)
(8)
©
(D)
(E)
PSR i : P

Total N i 2 [ B
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2013
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Schedule A (Form 990 or 990-EZ) 2013 ADULT CONGENITAL HEART ASSQCIATION 04-3447959 Page 2

Partilli{Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

¢ « " (Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part IIt If the
organization fails to qualfy under the tests listed below, please complete Part il )

Section A. Public Support

Calendar year (or fiscal year d) 2012 e) 2013 Tot
beginning in) > (a) 2009 (b) 2010 (c) 2011 (d) (e) (f) Total
1 Gifts, grants, contribulions, and
membership fees receved SDo not

include any ‘unusual grants ’

2 Tax revenues levied for the
organization’s benefit and
either paid to or expended
onitsbehalf . . . .. .....

3 The value of services or
facilities fumished by a
govemnmental unit to the
organization without charge. . .

444,533. 647,946.)1,225,897.)1,621,862.]1,507,130.} 5,447,368.

4 Total. Add lines 1 through 3 . . 1,225,897.]1,621,862. 5,447,368.
5 The portion of total ST A T 3" 1&;35‘»;:3 ; : Y
contributions by each person . ; SN e ‘ TR el \Ltﬁj} e,
o

(other than a governmental
unit or publicly supported
organization) included on hine 1
that exceeds 2% of the amount

shown on line 11, column (f) . . 1,130,311.

6 Public support. Subtracthne 5 |75.% L;‘Li,,‘g ¥ Y ot FE e
fromlined - . . .. ... ... DGR b s 5 | EE Al 4,317,057,
Section B. Total Support
Calendar year (or fiscal year
beginning in) * (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) 2013 (f) Total
7 Amounts fromlne4 . .. ... 444,533, 647,946.]1,225,897.11,621,862.1,507,130.} 5,447,368.

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similarsources . .+ . .« . . . . . 3, 7. 0. 328, 3,809. 4,147.

9 Net income from unrelated
business activities, whether or
not the business s regularly
carnedon . . . . . ... ...

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

R T A T P o i i i

11 Total support. Add lines 7 e “;.”f* At ; 2 o G S

through10 . . . . . ... ... R R T R v ok I I T %) 3 5,451,515,
12 Gross receipts from related activities, etc (seeinstructions) . . . . . . . . . . . L Lo Lo oo oL e 203, 660.
13 First five years. If the Form 990 1s for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check thisboxandstop here. . . . . . . . . . o L it i i i e e e e e e e e e e e e e e s > D

Section C. Computation of Public Support Percentage

14 Public support percentage for 2013 (line 6, column (f) dvided by ine 11, column(f)) . . . . . . . . ... ... ... 14 79.19 %
15 Public support percentage from 2012 Schedule A, Partll,ine 14 . . . . . « . . ¢ . o o o v v s i e 15 73.22 %
16 a 33-1/3% support test — 2013. If the organization did not check the box on Iine 13, and the line 14 1s 33-1/3% or more, check this box

and stop here. The organization qualifies as a publicly supported organization . . . . . « .« . . . ot Lo L s e e e >

b 33-1/3% support test — 2012, If the organization did not check a box on Iine 13 or 16a, and line 15 1s 33-1/3% or more, check this box
and stop here. The organization qualfies as a publicly supported organization . . . . . . . . . . . o oo oo > D

17 a 10%-facts-and-circumstances test — 2013. 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. Explain in Part IV how
the organization meets the ‘facts-and-circumstances' test The organization qualifies as a publicly supported organization . . . . . > D

b 10%-facts-and-circumstances test — 2012. 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 organizaton . . . . . . ... .. >
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions . . . . . >
BAA Schedule A (Form 990 or 990-EZ) 2013
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Schedule A (Form 990 or 990-EZ) 2013 ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 3

PartIlli7|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 falled to qualify under Part Il If the organization fails

L}
to qualify under the tests listed below, please complete Part 1)

N/A

Section A. Public Support

(a) 2009 (b) 2010 {c) 2011 (d) 2012 (e) 2013

(f) Total

Calendar year (or fiscal yr beginning in) >
1 Gifts, grants, contnbutions
and membership fees
received. (Do not include

any 'unusual grants.’}. . . . . .

2 Gross recelpts from admis-
sions, merchandise sold or
services performed, or facilites
furmished 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
tsbehalf . . . .. .......

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

6 Total. Add lines 1 through 5 . .

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

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

¢ Add lines 7a and 7b

,.1;»2}1 r;‘-:féL Ly ¢
£ v T
b o T
B 1

8 Public support (Subtract ine
7cfromline 6.) . .

ATPFER 1

Section B. Total Support

(a) 2009 (b) 2010 (c) 2011 (d) 2012

Calendar year (or fiscal yr beginning in) >

(f) Total

9 Amounts fromhne6 . ... ..

10a Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similarsources . . . . . . . ..

b Unrelated business taxable
income (less section 511
taxes) from businesses
acquired after June 30, 1975 . .

c Add lines 10aand 10b . . . . .

11 Net income from unrelated business
activities not included in hine 10b,
whether or not the business is
regularly camed on

12 Otherincome. Do not include
gain or loss from the sale of
capital assets (Explain in
Part IV)

13 Total Support. (addtns 910c 11 and 12)

14 First five years. If the Form 990 s for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check thisboxandstophere. . . . . . . . . ... .. .. ... . L 0 00

Section C. Computation of Public Support Percentage

15 Public support percentage for 2013 (line 8, column (f) divided by ne 13, column(f)) . . . . . . . . . . ... .. .. 15 %
16 Public support percentage from 2012 Schedule A, Partiil,lmne 15. . . . . . . . . . . . .. .. . oo L 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2013 (hne 10c, column (f) divided by ine 13, column (f)) . - . . . . . . .. . . .. 17 %
18 Investment income percentage from 2012 Schedule A, Partll,line17 . . . . . . . . . . . ... .. L .o 18 %
19a 33-1/3% support tests — 2013, If the organization did not check the box on line 14, and iine 15 1s more than 33-1/3%, and hne 17

1s not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organizaton . . . . . . . ... > D

b 33-1/3% support tests — 2012. If the organization did not check a box on line 14 or ine 19a, and line 16 1s 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 organizaton . . . . . . >

20 Private foundation. If the organtzation did not check a box on line 14, 19a, or 19b, check this box and see instructions. . . . . . . . .. > H

BAA TEEA0403 06/28/13




Schedule A (Form 990 or 990-EZ) 2013  ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4
[Part'IV::| Supplemental Information. Provide the explanations required by Part Il, ine 10; Part Il, line 17a
AN or 17b; and Part lll, line 12. Also complete this part for any additional information.

(See instructions).

BAA Schedule A (Form 990 or 990-EZ) 2013
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SCHEDULE C Political Campaign and Lobbying Activities OMB No 1545-0047
(Form 990 or 990-EZ) For Organizations Exempt From Income Tax Under section 501(c) and section 527 201 3

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

Department of the Treasury > See separate instructions. > Information about Schedule C (Form 990 or 990-EZ) and its ::;-‘Q_penigfg:l?pbli;g}} .
Internal Revenue Service instructions is at www.irs.gov/form990. , gggéllnspet:)tlllp{!‘.;f;:}»‘_:

Ll 3
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 I-A only.
If the organization answered 'Yes,' to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h))- Complete Part i-A. Do not complete Part |I-B

] Sectul)n 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part {I-B. Do not complete
Part II-A

If the organization answered ‘Yes,’ to Form 990, Part IV, line 5 (Proxy Tax) or Form 990-EZ, Part V, line 35¢ (Proxy Tax), then
® Section 501(c)(4), (5), or (6) organizations Complete Part {ll.

Name of organization Employer 1dent:fication number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
ﬁg‘ath ItA;z|Complete if the organization is exempt under section 501(c) or is a section 527 organization. N/ A
1 Provide a description of the organization's direct and indirect political campaign activities in Part IV
2 Political expenditures . . . . . . v v v . i e e e e e e e e e e B L
3 Volunteerhours . . . o v o v v e e e e e e e e e e e e e e e e e e e e e e e e e e e e e
b .‘;;‘_-IICompIete if the organization is exempt under section 501(c)(3). N/ A
1 Enter the amount of any excise tax incurred by the organization under section 4955 . . . . .. .. ... e . >3
2 Enter the amount of any excise tax incurred by organization managers under secton 4955 . . . . . . . .. .. .. » S
3 If the orgamization incurred a section 4955 tax, did it file Form 4720 forthisyear? . . . . . . . . . . ... .o DYes DNO
4aWas acormectioNnMade? . . . .« v v v v b it e e e e e e e e e e e e e e e e e e e e e e e e DYes DNo
b If 'Yes,' describe in Part IV
| Partl-C* [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 activites . . . . . . . >3
2 Enter the amount of the filing organization's funds contributed to other organizations for section 527 exempt
funclion acCtiVItIES . . « . & & e e e e e e e e e e e e e e e e e e e e e e e e e e e e > 5
3 Total exempt function expenditures Add lines 1 and 2 Enter here and on Form 1120-POL,
110 T= 0 4« Y >3
Did the filing organization file Form 1120-POL forthisyear? . . . . . . . . . . oo v o v v v o v b v DYes DNo

Enter the names, addresses and employer identification number (E{N) of all section 527 political organizations to which the filing
organization made payments For each organization listed, enter the amount paid from the filing orgamzation’'s funds Also enter the
amount of political contnbutions 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 Is needed, provide information in Part tV

(a) Name (b) Address {c) EIN (d) Amount paid from filing {e) Amount of political
organization's funds If coninbutions received and

none, enter-0- promptly and directly

delivered to a separate

pohtical organization if

none, enter -0~
& ) T it
] e
&)
1 e
() it
(I S
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2013
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Schedule C (Form 990 or 990-EZ) 013 py1, T CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
Rartll-A%!|Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under
. section 501(h)). ~/ A
A Check » D if the filng organization belongs to an affiliated group (and hist in Part |V each affilated group member's name,
address, EIN, expenses, and share of excess lobbying expenditures)
B Check » D if the filing organization checked box A and 'limited control’ provisions apply.

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

1 a Total lobbying expenditures to influence public opinion (grass roots lobbying}. . - . . .
b Total lobbying expenditures to influence a legislative body (direct fobbying) . . . . . . . . . . .
¢ Total lobbying expenditures (add ines taand1b) . . . ... ... ... ... ... ...,
d Other exempt purpose expenditures . . . . . .. .. e e e e e
e Total exempt purpose expenditures (add ines 1cand 1d). . . . . . . .. . .. .. .. ...

f Lobbying nontaxable amount Enter the amount from the following table in
bothcolumns. . . . . . . . o o o e e e e e e e e e e

If the amount on line 1e, column (3) or (b) is The lobbying nontaxable amount is.
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 bul 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 lne 1) . . . . . . ... ... .....
h Subtract line 1g from line 1a. If zero orless, enter-0-. . . . . .. ... .. ... .....
i Subtract ine tffromline 1c ifzeroorless,enter-0- . . . . . . . . . . . . ... ...

j If there 1s an amount other than zero on either fine 1h or ine 11, did the organization file Form 4720 reporting
section 4911 taxforthisyear? . . . .. . ... ... ...... e e e e e e e e e e e e e e e e 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
year baginning In) (a) 2010 (b) 2011 (c) 2012 {d) 2013 (e) Total

2 a Lobbying non-taxable
amount. . . . .. ...

b Lobbying ceiling

amount (150% of line g ; i Y 1 "-‘“’Zﬁ
2a, column (8)) . . . . [FEEYRL N Y, - i g b £ R, o e s

¢ Total lobbying
expenditures

d Grassroots nontaxable
amount. . . . . ...

e Grassroots ceiling
amount (150% of tine VR 5 ¢
.column(e)). . . . | i o IR o SR N SN YRR
2d, col i R LSRR e ; Py

%

Py
1

f Grassroots lobbying
expenditures . . . . .

BAA Schedule C (Form 990 or 990-EZ) 2013
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Schedule € (Form 990 or 990-£2) 2013ADULT CONGENITAL HEART ASSQOCIATION 04-3447859 Page 3

. . (election under section 501(h)).

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

1 Dunng the year, did the filing organization attempt to influence foreign, national, state or local
legislation, including any attempt to influence public opinion on a legslative matter or referendum,
through the use of

BVOIUNEEIS? « .« . o o ot e e e e e e e e e e e e e e e e e e e e e e e e e e e
b Paid staff or management (include compensation in expenses reported on Iines 1c through 11)? . . . . . .
c Media advertiSements? . . . . . . i i i e e e e e e e e e e e e e e e e e e e e e
d Mailings to members, legislators, orthe public?. . . . . . . . o . e e e
e Publications, or published or broadcast statements? . . . . . . . . . . . ... oo
f Grants to other organizations for lobbying purposes? . . . . . . . . . . .o oo oL

g Direct contact with legislators, their staffs, government officials, or a legislative body?. . . . . . . ... .. X 74,610.

h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?. . . . . . . .. X

i Otheractivities? . . . . o o v i e e e e e e e e e e e e e e e e e e e e e e X

J Total AddINes 1cthrough 41. o v v v o v o e e e e e e e e e e e e e e e e R B 74,610.
2 a Did the activities in line 1 cause the organization to be not described in section 501(c)(3)? . . . . . .. .. X[y hon

]

PTG s

gy o
L3

b If 'Yes,’ enter the amount of any tax incurred under section 4912 . . . . . « . . . . . . ..o 0oL, ol
¢ if 'Yes,’ enter the amount of any tax incurred by organization managers under section4912. . . . . . . .. _'~I§;l_vf;5;§ f;;@‘yb\
d If the filing organization incurred a section 4912 tax, did it file Form 4720 forthisyear? . . . . . .. .. .. B kR o

[Part llI-A" [Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or
section 501(c)(6).

T

5y

1  Were substantially all (90% or more) dues received nondeductible by members? . . . . . . ... .. .. Lo oo 1
2 Did the organization make only in-house lobbying expenditures of $2,0000rless? . . . . . . . . ... . .. . . ... ... 2
3 Did the organization agree to carry over lobbying and political expenditures from the prioryear? . . . . . .. .. .. ... .. 3

Part lli: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 lll-A, line 3, is
answered 'Yes.’ S/n

1 Dues, assessments and similar amounts frommembers . . . . . . . . L o oL L L Lt e e e

2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid).

ACUITENTYBEI . . o v v v i e o v et e e e et e e e e e e e e e e e e e e e e e e e e
b Carryoverfromlastyear . . . . o o . o o i i e e e e e e e e e e e e e e e e
(20 1o - |
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e)dues . . . . . . . . .

4 If notices were sent and the amount on line 2c exceeds the amount on Iine 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political .
expenditure NeXtyear? . . . . . . . . i . i e e e e e e e s e e e e e e e e e e e

5§ Taxable amount of lobbying and political expenditures (see instructions) . . . . . . . . . ... . oo 0L 5
[Part IV |Suppiemental Information

Provide the descriptions required for Part I-A, line 1, Part I-B, fine 4; Part I-C, ine 5, Part il-A (affilated group list); Part li-A, hne 2; and
Part lI-B, line 1 Also, complete this part for any additional information.

the cost for i1ts delegation to travel to Washington,DC.
BAA Schedule C (Form 990 or 990-EZ) 2013
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Schedule C {Form 990 or 990-£7) 2013 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4
|£§irt v~ |Supplementa| Information (continued)

BAA Schedule € (Form 990 or 990-EZ) 2013
TEEA3204 11/19/13




SCHEDULE D Supplemental Financial Statements OMB No 19450047
{Form 990) » Complete If the organization answered 'Yes,’ to Form 990, 201 3
. Part IV, lines 6, 7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b.
Department of the Treasury » Inf H > Attach to Fo_rm 990. H i i dﬁ‘é‘lﬁﬁrﬁhﬁ%ﬁ%l%”ﬁ"
Intornal Revenus Service ormation about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. i Inspectlon 3.7 i
Name of the orgamization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
|Part i’ ] Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 6. N/A
(a) Donor advised funds (b) Funds and other accounts

1 Totalnumberatendofyear . . ... ... ..

2 Aggregate contnbutions to (dunng year) . . .

3 Aggregate grants from (duringyear) . . . . .

4 Aggregate value atendofyear. . . . . . . ..

5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds

are the organization's property, subject to the organization’s exclusive legalcontrol? . . . . . . . ... ... ... .. 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

IMPErMISSIDIE Private BENEM? - « + + = « « v v v v e v e b e e e e e e e [:]Yes D No
[Part'll: ;] Conservation Easements. Ny,
Complete if the organization answered 'Yes' to Form 990, Part IV, line 7. A

1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e g, recreation or education) Preservation of an historically important land area
Protection of natural habitat HPreservatlon 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.

-1 Held at the End of the Tax Year

<

a Total number of conservation easements . . . . . . . . . . . e e e e e e e e 2a

b Total acreage restricted by conservationeasements . . . . . . . . ... ... ... 2b
¢ Number of conservation easements on a certified historic structure includedin(a) . . . . .. . .. 2¢
d Number of conservation easements included in (c) acquired after 8/17/06, and not on a historic
structure isted inthe NationalRegister - . . . . . . .. ... ... ... o o o Lo 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the
tax year >

Number of states where property subject to conservation easement is located >
§ Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easements itholds? . . . . . . . . . . . . o L L 0oL Lol e |:|Yes D No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements dunng the year
»>

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year
=S
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(1)
and section 170(A)ANB)IN? - « « « v v v v ee o e T [[]ves [ ]No

9 In Part Xlil, describe how the organization reports conservation easements in 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.

1~.| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets. N

Complete if the organization answered 'Yes' to Form 990, Part IV, line 8. /A

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

(i) Revenuesincluded in Form 990, Part VI, line 1 . . . . . . . . . o o i i i i e e e e e > S
(ii) Assetsincluded N Form 990, Part X . . . . . . . o . i e e e e e e e e e e e L

2 Ifthe 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 VIll, ine 1 . . . . . . . .. .. e e e e A )
b Assets included in Form 990, Part X . . . . . . . . . . . . . ... e e e e e e e e e . » S
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301  10/02/13 Schedule D (Form 990) 2013




Schedule D (Form 990) 2013 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
IPart mu | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Usnng the organization’s acquisition, accesston, 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 Er?-;”)((jﬁla descniption of the organization's collections and explain how they further the organization’s exempt purpose in
a
5 Dunng the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization's collecton?. . . . . .. .. .. ... D Yes DNO

V- | Escrow and Custodial Arrangements. Compilete if the organization answered 'Yes’ to Form 990, Part IV,

line 9, or reported an amount on Form 990, Part X, line 21. N/A
1a Is the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not included
ONForm 990, Part X?. . . . . o o o e e e e e e e e e e e e e e e e e e e e e D Yes [:I No
b If 'Yes,' explain the arrangement in Part Xiit and complete the following table
Amount
cBeginningbalance . . . . . . . . L L e e e e e e e e e e e ic
dAdditionsdunngtheyear. . . . . . . . . . . L L L. e e e e e e e id
e Distnbutions duringtheyear . . . .. . ... ... .. ... .. R T 1e
fEndingbalance. - . . . . . . . e e e e e e e e e e e e e 1f
2 a Dd the organization include an amount on Form 990, Part X, ine 217 . . . . . . . . . . . . . . o o e L_I Yes No
b If 'Yes,’ explain the arrangement in Part XIl Check here If the explantion has been provided nPart Xlil . . . . ... ... . .... H
|Part:V7“| Endowment Funds. Complete if the organization answered 'Yes' to Form 990, Part IV, line 10. N/ A
(a) Cumrent year (b) Prior year (c) Two years back {d) Three years back (e) Four years back
1 a Beginning of year balance . . .
bContnbutions. . . . . ... ..
¢ Net investment earnings, gains,
andlosses . . . . ... .. ..
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 restncted endowment > %
The percentages in hnes 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) unrelatedorganizations . . . . . . ... Lo e e e e e 3a(i)
(ii) relatedorgamizations. . . . . .. ... Lo e e e e e e e e e e 3a(ii)
b If 'Yes' to 3a(u), are the related organizations listed as required on Schedule R? . . . . . . .. ... ... ....... 3b

4 Describe in Part Xl the intended uses of the organization's endowment funds.

[Part:Vi¥| Land, Buildings, and Equipment.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

Description of property [a) Cost or other basis (b) Cost or other {c) Accumulated (d) Book value
(investment) basis (other) depreciation
Taland ... ... .o T T i

bBuldings. . . .. ... 000,

c Leasehold improvements . . . . . . . .. ...

dEqupment . . . . ..ol BN 23,844, 16,094. 7,750.

eOther. . . . . . . . .. . . .
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), ine 10(c)) . . . . . . . . .. .» 7,750.
BAA ’ ) Schedule D (Form 990) 2013

TEEA3302 10/02/13




Schedule D (Form 990) 2013

ADULT CONGENITAL HEART_ ASSOCIATION

04-3447959 Page 3

Part-VIIi] Investments — Other Securities.

Complete if the organization answered 'Yes' to Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of secunty or category (including name of secunity)

(b) Book value

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

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

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

Igf-" 'vﬁ~ Lty

B, RN

""v"" 'P" k'"'i-' KN \‘-’T q?m}i"l pRn ..(1 3 n;'\‘;ﬁ i

PartViil | Investments — Program Related.

/A)

Complete If the organization answered 'Yes' to Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

(a) Description of investment type

{b) Book vaiue

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

)

@)

(3)

).

(5)

(6)

")

(8)

9).

(19)

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

o

L R e M o i g

Paif IX-+| Other Assets.

Complete if the organization answered 'Yes' to Form 990, Part IV, line 11d. See Form 990, Part X, line 15.

(a) Description (b) Book value
(1) DEPOSITS 2,112.
2)
(3)
(]
{5)
(6) -
@)
(8)
(9)
(10)
Total (Column (b) must equal Form 990, Part X, column (B), lne 15) . . . . . . . . . . v v v v i i i, > 2,112
1 1| Other Liabilities.

Complele if the organization answered 'Yes' to Form 990, Part IV, line 11e or 11f. See Form 990, Pan X, ling 25

(a) Description of liability

(b) Book value

(1) Federal income taxes

(2)

()

4

(5)

Lh‘{!'u‘w ?r'

(6)

‘%” Efgf%,L

@

fﬂd 4

(8)

i

)]

(10)

(1)

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

>

2. Liability for uncertamn tax positions In Part XIII, provide the text of the foolnote to the organizalion's financial statements lhat reports the organlzallon s hability for uncertain

tax positions under FIN 48 (ASC 740) Check here if the text of the footnote has been provided i Part XIIi

BAA

TEEA3303 10/02/13

Schedule D (Form 990) 2013




Schedule D (Form 990) 2013 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

|Part Xl | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered 'Yes' to Form 990, Part IV, line 12a.

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

1,516,089.

a Netunrealizedgansoninvestments . . . . . .. ... ... ... ... ..., 2a

b Donated services anduseof facilities. - . . . . . . . . ... ... .00 2b

¢ Recoveriesof prioryeargrants . . . . . . . . . .t oL o e oo 2¢

dOther (Describe nPart XIl) . . . . .« . o 0o v it e e 2d

eAddlines2athrough2d . . . . . .. . ... ... ... o e e e e e
3 Subtractline2efromlinet . . . . . . . . . . L L e e e e e e 1,516,089.
4 Amounts included on Form 990, Part VIii, ine 12, but not on line 1.

a Investment expenses not included on Form 890, Part VIll, ime 7b. . . . . . . . .. 4a

b Other (Describe nPart XHI) . . . . . . . .. . ..o oo oo 4b

cAddlinesd4aanddb . . . . . . . . . . L L e e e e e e e e e e e e e e e e e e e e e e e e e
5 Total revenue Add lines 3 and 4c. (This must equal Form 990, Partl,line 12). . . . . . . . . . . ..« v .. 5 1,516,089.

Part:XIli| Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.

Complete if the organization answered 'Yes’ to Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements. . . . . . . . .. ... ... .. 000 oL
2 Amounts included on line 1 but not on Form 990, Part iX, line 25

1,572,774.

a Donated services and useoffacilities. . . . . . . . . . . . ... 2a
bPrioryearadjustments . . . . . . . . ... L e e e .. | 2b
COtherlosses « « . -« vt v i i i i e e e e e e e e e e e e e e e 2¢
d Other (Describe inPart XHI) . . . . . o . v oo i i it oo 2d

eAddhines2athrough2d . . . . . . .« . . o i i it it e e e e e e e e e

3 Subtracthine2efromiined . . . . . . . . . L e e e e e e e e e e e e e e e e e 3 1,572,774,
4 Amounts included on Form 990, Part IX, line 25, but not on line 1: ;“jﬁ%‘l‘z,

a Investment expenses not included on Form 990, Part VIIl, ine 7b. . . . . . . . . . 4a o ‘,L

bOther (DescribenPart XIIL) . . . . . v oo v ot 4b LR

cAddlinesd4aanddb . . . . . . L L o e e e e e e e e e e e e e e e e e e e e e e e 4
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Partl, lne 18) . . . . . . . . . . . . .. . ... 5 1,572,774.

|Part:XIlli| Supplemental Information.

Provide the descnptions required for Part II, lines 3, 5, and 9, Part lll, ines 1a and 4, Part IV, lines 1b and 2b, Part V,

line 4, Part X, line 2; Part X|, lines 2d and 4b, and Part XII, ines 2d and 4b Also complete this part to provide any additional information

BAA Schedule D (Form 990) 2013

TEEA3304 10/02/13
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[PartiXlllz| Supplemental Information (continued)

BAA TEEA3305 07/01/13 Schedule D (Form 990) 2013
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ OME No 1545-0047
{Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 201
. Form 990 or 990-EZ or to provide any additional information.
» Attach to Form 990 or 990-EZ.

Department of the Treasury » Information about Schedule O (Form 990 or 990-EZ) and its instructions is

Internal Revenue Service | at www.irs.gov/form3990.

Name of the organization Employer Identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447958

Pt VI, Line 3 CONTRACTED SERVICES

Pt VI, Line 1lb REVIEW OF FORM 990

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

internal accountant. Afterward, a copy of the 990 is distraibuted

the Executive Director and the Chair. It is then

Pt VI, Line 19 AVAILABILITY OF DOCUMENTS, POLICIES & STATEMENTS

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ TEEA4901  05/09/2013 Schedule O (Form 990 or 990-EZ) 2013
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Name of the organization Employer Identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Pt VI, Line 12c CONFLICT OF INTEREST POLICY

BAA Schedule O (Form 990 or 990-EZ) 2013
i TEEA4902 07/08/13
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ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Schedule O (Form 990), Supplemental Information to Form 990
* Form 990, Page 2, Part lll, Line 1 (continued)

Briefly descnibe the organization’s mission:
heart defects. Through education, outreach, advocacy and promotion of research, ACHA serves and supports

the more than one m:llion adults with congenital heart defects, their families and medical community.




ADULT CONGENITAL HEART ASSOCIATION #04-3447959
FORM 990 Schedule O Attachment 12/31/13

ACHA Program 2013

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 2013, 12
new Ambassadors were trained, bringing the total to 51 Ambassador volunteers. These volunteers
offered over 960 ACHA patient and family members personalized information and support. This is a 60%
increase over 2012.

Heart to Heart Where You Are: ACHA launched a regional pilot program with selected ACHA
Ambassadors and adult congenital heart disease clinics hosting informal education meetings. Four
meetings were held in 2013 — Chicago, IL; Orange County, CA; Portland, OR; and Philadelphia (Delaware
Valley), PA. The goals of each meeting were 1.) to offer face-to-face support to CHD patients and
families and 2.) to assist the clinics in outreach and education for patients and families. Approximately
120 patients and family members were served.

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 1000 ACHA members attended
13 different webinars in 2013. In addition, webinars are available ongoing on the ACHA website and
have had close to 2500 views in 2013. National experts spoke on a wide range of topics including
Understanding Genetic Testing and Hereditary Risk in ACHD; Pulmonary Hypertension in Adults with
CHD; Coping with Life’s Challenges and Changes; What Adults Living with Ebstein’s Anomaly Need to
Know and Insurance Update for the CHD Patient : Looking Ahead to 2014. Webinars also covered topics
such as ACHA advocacy and research.

Lifelong Care Campaign: In 2013 ACHA Ambassadors and staff presented on the importance of lifelong
cardiac care at over 22 events. These included 3 Mended Little Hearts meetings, a community health
fair, hospital cardiac care meetings and 18 Congenital Heart Walks, a partnership with The Children’s
Heart Foundation. Hundreds of CHD patients and families received this carefully crafted message.

ACHA Discussion Forum: A benefit of ACHA membership is the ability to participate in the online
Discussion Forum. More than 8100 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 expanded its online listing to more than 113 ACHD clinics in the United States and
Canada; the directory continued to be the only resource of its kind available in the United States.




b

ADULT CONGENITAL HEART ASSOCIATION #04-3447959
FORM 990 Schedule O Attachment 12/31/13

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. In 2013 eight
educational pieces were created or updated, including printed educational handouts “Guidelines for the
Management of Adults with Congenital Heart Disease: Highlights for Parents and Families” and “Q&A:
Tetralogy of Fallot.”

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 2013. This included more than 52,000 unique
visitors, accounting for nearly 295,000 page views.

ACHA Blog: The ACHA Blog continues to be one of the most popular parts of the ACHA website; in 2013
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 Walks

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 2013, the Congenital Heart Walk’s fourth year, more than 50,000 walkers
raised more than $1.3 million in 27 locations across the United States from California to Florida and
Texas to Minnesota. Walks come together to support and honor the millions of children, adults and
families affected by CHD. To join our efforts, visit www.congenitalheartwalk.org.




»
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Professional Programs

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.

in 2013 ACHA hosted 5 webinars targeted to both adult congenital heart disease and general cardiologists
including “Pulmonary Artery Hypertension in the Adult with Congenital Heart Disease” presented by Michael
Earing, MD, FACC, “Discussing Pregnancy and Birth Control with your CHD Patients” presented by Arwa Saidi,
MB, BCh, FACC, and “Bicuspid Aortic Valve and Associated Arch Obstructions — What the Health Care Provider
Should Know” presented by Stephen Cook, MD, FACC.

Members of ACHA’s Medical Advisory Board presented on adult congenital heart disease care and
guidelines at the state chapter meetings of the ACC in Michigan, Ohio and California. The PATCH
website was also maintained for webinars and other professional materials.

Congenital Heart Disease Training Fellowships: 1In 2013 ACHA developed an application and review
process to offer training awards to two institutions with a commitment to high-quality adult congenital
heart disease (ACHD) care. These awards will fund one fellowship at each institution with a requirement
of ACHD leadership and mentoring throughout the award period. Funding priority will be given to new
and emerging ACHD training programs. Awarding of the two fellowships is in process.
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Advocacy Activities

National Congenital Heart Advocacy Day: More than 113 advocates from 26 states gathered in
Washington, D.C., on March 13, 2013 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 120 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 2013 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.

Congressional Congenital Heart Caucus: The formation of the Congressional Congenital Heart Caucus in
2012, initiated by ACHA advocacy efforts, is an informal group of members of Congress dedicated to
issues related to congenital heart defects. We are grateful to Congressman Gus Bilirakis, who serves as
the founding chairperson of this caucus. In 2013 seven more members of the House of Representatives
were added, raising the total number of members to 22.

Insurance Coverage, 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 2013 ACHA added to the website a significant expansion of information for patients and families
explaining various medical insurance options, how to obtain insurance thorough the Affordable Care
Act, and resources to help them navigate the health care insurance system.
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