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Department of the Treasury
Internal Revenue Service

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(aX1) of the Internal Revenue Code
(except black lung benefit trust or private foundation)

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

OMB No. 15450047

Open tq;l’;’y_‘blié Inspéction

2009

B +

For the 2009 calendar year, or tax year beginning

, 2009, and ending

B  Check if applicable C Name of orgamzation D Employer Identification Number
Please use
E Address change IRS labe} |ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Name change g: r:,r;t Number and street (or P O box if mail 1s not delivered to street addr) [Room/suite E Telephone number
See
Inial return specific |16757 GREENE ST SUITE 300 (215) 849-1260
Termination n:lsg'r‘l;c City, town or country State ZIP code + 4
|| Amended return PHILADELPHIA PA 19119 G Grossrecepts 3 507,002,
E Application pending | F Name and address of principal officer. H(a) Is this a group return for affilates? H Yes % No
Amy Verstappen 6757 Greene St #335 Phila PA 19119 [H® f:r.i‘al,l affilales included? Yes No
0,' attach a list (see instructions)

Tax-exempt status [}?I 501(c) (3

[ T49a7@)(y or [ 527

)< (insert no )

Website: »

www.achaheart.org

H(c) Group exemption number

»

|
J
K

Form of organization [}_{-ICorporahon I ITrusl m Assocmhon'_] Other ™

l L Year of Formation. 1998

l M State of legal domicite PA

[Partl, -] Summary

1 Briefly describe the organization's mission or most significant activites: Advocacy of Adult Congenital Heart Issues
° ACHA seeks to improve the guality of life & extend the lives of adults with congenital heart
g defects. Through education, outreach, advocacy & promotion of research, ACHA serves & supports the
£ more than onemillion adults with congenital heart defects, their families & medical community.
3| 2 Check this box » if the orgamization discontinued its operations or disposed of more than 25% of its assets
g 3 Number of voting members of the governing body (Part VI, line 1a) 3 |15
o | 4 Number of iIndependent voting members of the governing body (Part VI, line 1b) 4 115
t‘-’ 5 Total number of employees (Part V, line 2a) 5 |9
% 6 Total number of volunteers (estimate If necessary) . 6 {200
< | 7a Total gross unrelated business revenue from Part VIHN, Icolumn (C), ine 12 7a 0.
b Net prrelated_business taxable income from Form 990-T, hne 34 7b
RECEH\/ED Prior Year Current Year
© 8 Con‘t{rngﬁWand-graHts-(Ear.u_ljll,’ Il'ne 1h) . 346,187. 444,533.
g 9 ProPr@r'n sernlcﬁﬁr:@/?ue Fa’art Vlllkb)l,ine 29) . 55,024. 60,889.
2110 Inv §fn’1ent1 ome”( arz IID colufdn (A), Iines 3, 4, and 7d) 777. 3.
@ 111 OtHer revenue_(Part VI, column{ (&)} lines 5, 6d, 8c, 9c, 10c, and 11e) 2,299. 1,577.
12 Total reve’n‘ue“—mhrou 'IH (must equal Part VI, column (A), line 12) 404,287, 507,002.
13 Granfs and-similar-amaurité_paid (Phrt IX, column (A), lines 1-3)
14 Benefits paid to or for members (Part I1X, column (A), line 4)
ol 19 Salaries, other compensation, employee benefits (Part I1X, column (A), lines 5-10) 216,185. 187,061.
§ 16a Professional fundratsing fees (Part X, column (A), line 11¢)
l% b Total fundraising expenses (Part 1X, column (D), line 25) » 48,833. :“ ‘ “',.t."",fx; ‘ll'!“ti‘gfr'":' :»f ;‘.u"':
17 Other expenses (Part 1X, column (A), nes 11a-11d, 11f-24f) 302,502. 200,693.
18 Total expenses Add lines 13-17 (must equal Part X, column (A), line 25) 518,687. 387,754.
19 Revenue less expenses. Subtract line 18 from line 12 -114,400. 119,248.
fg - Beginning of Year End of Year
33| 20 Total assets (Part X, line 16) 75,451. 196,453.
f‘; 21  Total liabihties (Part X, hine 26) 5,254. 7,008,
2C] 22 Net assets or fund balances Subtract line 21 from line 20 70,187. 189,445.
[Partil...[ Signature Block
Bl g e B e e e AT oS A Sl A st of o Kowlecge and e,
Sign (> l Q/) /dovo
Here Signature ‘gncer Date d
> Amy stappen
Type or print name and title
Date Check e eenugyma number
Paid Preparer's W cA”A :ﬁl"‘;myed >
Pre- ~ lsgrawe” P #Z0Zoh P, Leonard 05/26/10
Basléer S %T;s.f"fgﬁ (O/SNYDER, DAITZ & COMPANY
Only em rZJS);‘e'd;;_‘d » 1617 JOHN F. KENNEDY BLVD., SUITE 1035 EN_*
ZIP + 4 PHILADELPHIA PA 19103 Phoneno * (215) 563-6141
May the IRS discuss this return with the preparer shown above? (see Instructions) ]ﬂ Yes ]—I No
BAA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. TEEA0101  07/20/09 Form 990 (2009)
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Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
[Partiili:] Statement of Program Service Accomplishments
1 ,Briefly describe the organization’s mission-

more than one million adults with congenital heart defects, their families & medical community.
2 Dud the organization undertake any significant program services during the year which were not listed on the prior

Form 990 or 990-EZ? S . e : . [ Yes K] No
If *Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? .. EJ Yes [:] No

If 'Yes,' descnbe these changes on Schedule O.

4 Describe the exempt purpose achievements for each of the organization's three largest program services by expenses. Section 501(c)(3)
and 501(c)(4) organizations and section 4847(2)(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 $ 139,884, includnggrantsof § 0.) Revenue $ 60,695.)
Educational Resources - See Attached

T

4b (Code ) (Expenses $ 97,239. including grants of $ 0.) (Revenue $§ 0.)
Outreach & Advocacy - See Attached

4Ac (Code ) (Expenses $ 53,252, including grants of $ 0.) (Revenue $ 0.)
Research - See Attached

4d Other program services. (Describe in Schedule O)

(Expenses $ including grants of _ § ) (Revenue $ )
4e Total program service expenses » 290,375.
BAA TEEA0I02  07/20/09 Form 990 (2009)




Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

[Part IV._" | Checklist of Required Schedules

10

1

12

12

13
14

l; t;l1ed07gan|zat|on described in section 501(c)(3) or 4947(a)(1) (other than a private foundatron)" If 'Yes,' complete
chedule A

Is the organization required to complete Schedule B, Schedule of Contributors?

Did the organlzatron engage n direct or indirect political campaign activities on behalf of or in opposition to candidates
for pubhic office? If 'Yes,' complete Schedule C, Part | . .

Section 501(c)3) organlzatlons Did the organization engage In lobbying activities? If 'Yes,' complete
Schedule C, Part Il

Section 501(cX4), 501(cX5), and 501(c)(6) organlzatlons Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If 'Yes,' complete Schedule C, Part lll .

Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the i ht to
gowde advice on the distribution or investment of amounts in such funds or accounts? /f 'Yes,' complete Schedule
art | . . . . .

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

Did the organization maintain collectrons of works of art, historical treasures, or other similar assets? If 'Yes,’
complete Schedule D, Part Il .. . R .

Did the organization report an amount in Part X, ine 21; serve as a custodian for amounts not Ilsted in Part X;

or provide credit counseling, debt management credit repair, or debt negotiation services? If 'Yes,' complete

Schedule D, Part IV

Did the organization, directly or through a related organization, hold assets In term permanent or quasi-endowments? If
'Yes,' complete Schedule D, Part V .

Is the organization's answer to any of the following questions 'Yes'? If so, complete Schedule D, Parts VI, VI, Vili, IX, or
X as applicable .

®Did the <‘3/rlgan|zat|on report an amount for land, bunldmgs and equipment in Part X, line 10? /f 'Yes,' complete Schedule
D, Part .

® Did the organization report an amount for investments— other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 16? If 'Yes,' complete Schedule D, Part Vil R . .

® Did the organization report an amount for investments— program related in Part X, line 13 that 1s 5% or more of its total
assets reported in Part X, line 16? If 'Yes,' complete Schedule D, Part Vil .

® Did the orgamization report an amount for other assets in Part X, line 15 that 1s 5% or more of its total assets reported n
Part X, ine 16? If ‘Yes," complete Schedule D, Part IX
® Did the organization report an amount for other habthties in Part X, Ilne 25? If 'Yes,' complete Schedule D, Part X

® Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organizaiton's hability for uncertain tax positions under FIN 48? If'Yes,’ complete Schedule D, Part X

Did the organization obtain separate, independent audited financial statement for the tax year? if 'Yes,' complete
Schedule D, Parts XI, Xll, and Xl

Yes | No
1 X
21 X
3 X
4 X
5 | NAA
6 X
7 X
8 X
9 X
10 X

AWas the organization included in consolidated, independent audited financial statement for the tax Yes

year? If ‘Yes,' completing Schedule D, Parts X1, X, and Xlil is optional 12 A

Is the organization a school described in section 170(b)(1)(A)(1)? If 'Yes,' complete Schedule E
a Did the organization maintain an office, employees, or agents outside of the United States? .

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

business, and program service activities outside the United States? If ‘Yes,' complete Schedule F, Part | 14b X
15 Did the organization report on Part |X, column (A), line 3, more than $5,000 of grants or assistance to any organlzatlon

or entity located outside the United States? If 'Yes,' complete Schedule F, Part Il . . |15 X
16 Dud the organization report on Part iX, column (A), line 3, more than $5,000 of aggregate grants or assistance to

individuals located outside the United States? /f ‘Yes,' complete Schedule F, Part Il . 16 X
17 Dud the organization report a total of more than $15,000 of expenses for professmnat fundralsmg services on Part IX,

column (A), lines 6 and 11e? If 'Yes,' complete Schedule G, Part | 17 X
18 Dud the orgamzatton report more than $15,000 total of fundraising event gross income and contributions on Part Vill,

lines 1c and 8a? If 'Yes,' complete Schedule G, Part Il 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIIl, ine 9a? If ‘Yes,'

complete Schedule G, Part Il 19 X
20 Did the organization operate one or more hospttals? If ‘Yes,' complete Schedule H 20 X

BAA TEEA0I03 02112110 Form 990 (2009)



Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

[PartIV’ | Checklist of Required Schedules (continued)

21 Did the organization report more than $5,000 of grants and other assistance to governments and organlzatlons in the
United States on Part IX, column (A), line 1? If ‘Yes,' complete Schedule |, Parts | and Il

22 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part
IX, column (A), ine 2? If 'Yes,' complete Schedule I, Parts I and Il . .

23 Did the organization answer 'Yes' to Part VII, Section A, line 3, 4, or 5 about compensation of the organlzatlon s current
gnd former officers, directors, trustees, key employees and hlghest compensated employees? /f 'Yes,' comp/ete
chedule J . .

24a Did the organization have a tax-exempt bond i1ssue with an outstanding principal amount of more than $100,000
as of the last day of the year, and that was Issued after December 31, 20027 If ‘Yes,' answer lines 24b through 24d and
complete Schedule K If 'No,'go to line 25 .

b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary perlod exception?

¢ Did the organization maintain an escrow account other than a refundlng escrow at any time during the year to defease
any tax-exempt bonds?

d Did the organization act as an ‘on behalf of' issuer for bonds outstandlng at any tlme durlng the year?

25a Section 501(c)3) and 501(cX4) orgamzatlons Did the organization engage tn an excess benefit transaction with a
disqualified person during 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 prior year, and
Ega,g the transaction has not been reported on any of the orgamzahons prior Forms 990 or 990-EZ? If 'Yes,' complete
chedule L, Part |

26 Was a loan to or by a current or former officer, director, trustee, key emplo yee hlghly compensated employee, or
disqualifited person outstanding as of the end of the organlzatlon s tax year? If 'Yes,' complete Schedule L, Part Il

27 Dud the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection comittee member, or to a person related to such an individual? If 'Yes,' complete
Schedule L, Part Il . . .

Was the organization a party to a business transation 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, Part IV

28

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

¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member)
was an officer, director, trustee, or direct or indirect owner? If 'Yes, ' complete Schedule L, Part IV
29 Did the organization receive more than $25,000 in non-cash contributions? If 'Yes,' complete Schedule M
30 Dud the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If 'Yes,' complete Schedule M . .o
31 Dud the organization hquidate, terminate, or dissolve and cease operatlons7 If 'Yes,' complete Schedule N, Part |

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

33 Dud 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 \INas ]the organization related to any tax-exempt or taxable entity? If ‘Yes,' complete Schedule R, Parts I, lll, IV, and V,
ine

35 Iig any/r(lalateg organization a controlled ent|ty within the meaning of section 512(b)(13)? If 'Yes,' complete Schedule R,
art ine

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

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

38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and 197
Note. All Form 990 filers are required to complete Schedule O ..

Yes | No
21 X
22 X
23 X
24a X
2ab| ~ A
2ac| P /A
2ad| P VA
25a X
25b X
26 X
27 X
- N R
."— k] 1 I “
SN MARS e
28a X
28b X
28¢ X
29 X
30 X
31 X
32 X
33 X
34 X
35 X
36 X
37 X
38 X

BAA

TEEADI104 0271210

Form 990 (2009)



Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 5

ﬁ?ar‘g.\ln- x I‘Statements Regarding Other IRS Filings and Tax Compliance

1a Enter the number reported 1n Box 3 of form 1096, Annual Summary and Transmittal of U.S.
Information Returns Enter -0- 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 withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners? . .. .

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

2b If at least one 1s reported on hine 2a, did the organization file all required federal employment tax returns?
Note. If the sum of lines 1a and 2a Is greater than 250, you may be required to e-file this return. (see mnstructions)

3a Dhld the org)amzatnon have unrelated business gross income of $1,000 or more dunng the year covered by
this return?

b If 'Yes' has it filed a Form 990 T for thls year? If ‘No,’ prowde an explanat/on n Schedule (0]

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authorlty 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 the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank and
Financial Accounts

5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year?
b Did any taxable party notify the organization that it was or I1s a party to a prohibited tax shelter transaction?

¢ If 'Yes,' to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter Transaction?

6a 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? .

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

7 Organizations that may receive deductible contributions under section 170(c)

a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services
provided to the payor?

b If ‘Yes,' did the organization notify the donor of the value of the goods or services provided? 7b| N ,/A
¢ Did the orgamzatuon sell, exchange or otherwise dispose of tangible personal property for which it was required to file
Form 82827 . 7¢ X
d If 'Yes,' indicate the number of Forms 8282 filed during the year | 7d| "J/A B - W ,L'_ur_'}
e Did the organization, during the year, receive any funds, directly or |nd|rectly, to pay premlums on a personal
benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or |nd|rectly, ona personal beneflt contract? 7¢ X
g For all contnbutions of qualhfied intellectual property, did the organization file Form 8899 as required? 7g] ™ /A
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? 7h| N /A
8 Sponsoring organizations maintaining donor advised funds and section 509(a)3) supporting organizations. Did the ‘Mf ”‘;J:" ‘f’/ g
supporting organization, or a donor advised fund maintained by a sponsorlng organlzatlon have excess business el S
holdings at any time during the year? 8 X
9 Sponsoring organizations maintaining donor advised funds. A '}J;,f,; ::d;}
a Did the organization make any taxable distributions under section 49662 9a X
b Did the organization make any distribution to a donor, donor advisor, or related person? 9b X
10 Section 501(cX7) organizations. Enter e ’ 'l.f 'f:
a Initiation fees and capital contributions included on Part Vill, ine 12 10a M/A 3-"‘ y L' . w ‘:ﬁ
b Gross Receipts, included on Form 990, Part VIli, hne 12, for public use of club facilities 10b] N/A 57-",‘\ SR IR
11 Section 5071(c)(12) organizations. Enter- ﬁ{'{t ’ n .,;!
a Gross income from other members or shareholders . Nal N/A RS .‘:f"v!
b Gross income from other sources (Do not net amounts due or paid to other sources agalnst ! I EL L
amounts due or received from them) bl N/A Su ' - ‘ij
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in Ineu of Form 1041? 12al N /A
b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year . . . I 12b| N/A i ’ L f
BAA Form 990 (2009)

TEEAD105 02/12/i0




Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 6

PartVl: Governance, Management and Disclosure For each 'Yes' response to lines 2 through 7b below, and for
: a '‘No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions.

Section A. Governing Body and Management

1a Enter the number of voting members of the governing body . 1a|l5
b Enter the number of voting members that are independent . . 1bj15

2 Dud any offtcer, director, trustee, or key employee have a famlly relattonship or a business relationship with any other
officer, d|rector trustee or key employee?

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

of officers, directors or trustees, or key employees to a management company or other person? 31 X
4 Did the organization make any significant changes to its organizational documents 4 | X
since the prior Form 990 was filed? . ..
5 Did the organization become aware during the year of a material diversion of the organization’s assets? 5 X
6 Does the organization have members or stockholders? . . NS . 6 X

7 a Does the organization have members, stockholders, or other persons who may elect one or more members of the
governing body? .
b Are any decisions of the governing body subject to approval by members stockholders, or other persons7

8 Dd thle organization contemporaneously document the meetings held or written actions undertaken during the year by
the following

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

9 s there any officer, director or trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If 'Yes,' provide the names and addresses in Schedule O 9 X

Section B. Policies (This Section B requests information about policies not required by the Internal
Revenue Code )

Yes | No
10a Does the organization have local chapters, branches, or affiiates? . . . 10a X
b If 'Yes,' does the organization have written policies and procedures governing the activities of such chapters, affiliates, N
and branches to ensure their operations are consistent with those of the organization? 10b I A
11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the form? 11 X
11 ADescribe in Schedule O the process, If any, used by the organization to review this Form 990. N i A
12a Does the organization have a written conflict of interest policy? If ‘No,’ go to line 13 . 12a] X
‘ b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
to conflicts? 12b| X
¢ Does the orgamzation regularly and consrstently monitor and enforce compliance with the policy? If 'Yes, ' describe in
Schedule O how this 1s done 12¢| X

13 Does the organization have a written whlstleblower policy?
14 Does the organization have a written document retention and destruction policy?

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

a The organization's CEO, Executive Director, or top management official
b Other officers of key employees of the organization

If 'Yes' to line 152 or 15b, describe the process in Schedule O. (See instructions ) - ) ,"fz

; R

16a Did the organization mves\ in, contribute assets to, or participate in a )omi venture or similar arrangement with a taxable ~ o
entity during the year? . . . .. 16a X

b If 'Yes,' has the organization adopted a written policy or procedure requiring the organization to evaluate its participation % .
in jomt venture arrangements under applicable federal tax law, and taken steps to safeqguard the organization's exempt —
status with respect to such arrangements? . . 1

Section C. Disclosures
17 List the states with which a copy of this Form 990 1s required to be filed » Pennsylvania

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

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

BAA Form 990 (2009)
TEEAD106 02/05/10




Form 990 (2003) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7

{PartVIl:] Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
. ‘Employees, and Independent Contractors

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
organizations's tax year Use Schedule J-2 if additional space is needed

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

® st all of the organization’s current key employees. See instructions for definition of 'key employees '

® | st the organization's five current highest compensated emplozees (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 1093-MISC) of more than $100,000 from the organization and any

related organizations

® L;st all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations

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

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

D Check this box if the organization did not compensate any current officer, director, or trustee.

) ) (©) (D) (E) ()
Name and Title Average Position (check all that apply) Reportable Reportable Estimated
hours = o = T compensation from compensation from amount of other
per week c alz g E‘ __;Zt % g' the or%amzahon related ocr)gamzahons compensation
H E_ £ 3 3 gi g (W 2/1099-MISC) (W 2/1099-MISC) ovg:mztar}?on
x| (3%
K i

Barry R, Meil _________

Board Chair (Jun-Dec) (See"0")| 3.00]| X X 0. 0. 0.
Domna Smith _ __________

Board Chair (Jan-Jun) (See"0")| 3.00] X X 0. 0. 0.
Kevin Gordon _ __ ________

Board Vice-Chair (Jun-Dec) 3.00/ X X 0. 0. 0.
Nicole Borek _ _________

Board Secretary (Jun-Dec) 3.00] X X 0. 0. 0.
Karen Matson _ _________

Board Secretary (Jan-Jun) (See"0")| 3.00{ X X 0. 0. 0.
Peggy Powers = _ ___ ___

Board Treasurer (Jun-Dec) 3.00{ X X 0. 0. 0.
Heather Abbott ___ _____ _

Board Member 1.00f X 0. 0. 0.
Beth Adams_ _ __ __ _______

Board Member 1.00f{ X 0. 0. 0.
Brian Altman _ _ _____ ___

Board Member 1.00| X 0. 0. 0.
Stephen Brabeck,MD,FACC__ _

Board Member 1.00] X 0. 0. 0.
Bill Davidson _ _ _ ____ ___

Board Member 1.00} X 0. 0. 0.
Jory Fishex,JdD_ _ ______ __

Board Member 1.00f{ X 0. 0 0.
Elyse Foster @ _________

Board Member 1.00f X 0. 0. 0.
Jessica Nevin ______ ____

Board Member 1.00| X 0. 0. 0.
Jennifer Ross _ _ _____ ___

Board Member 1.00{ X 0. 0 0
Meredith Slosberg __ __ __ _

Board Member (See Sch."0O") 1.00f] X 0. 0. 0
George Warrem __ __ ___ __ _

Board Member 1.00f X 0. 0. 0

BAA TEEA0107  11/10/09 Form 990 (2009)




Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 8

! Part Vil | Sectlon A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont.)

A) ®) (©) ) ® F
Name and Title Average | Position (check all that apply) Reportable Reportable Estimated
hours S = = e 1] = compensation from compensation from amount of other
per weedS 3| 2 2 @ 33| e the organization related organizations compensation
2elsla s Rz|3 (w-2/|%99 MISC) (wznoge) MISC) from the
sa|lEle rav o 2| @ organization
gE|sg 5 @al and related
b 5] 8 g3 organizalions
[y § %
David Watkins _ _______ _______|
Board Member 1.00(X 0. 0. 0.
gim Wong _ _ _ _ _ _ _ _ _ _ __________|
Board Member (See Sch."0") 1.00({X 0. 0. 0.
Amy Verstappen _ __ ___ _________|
President/CEO 40.00 X X 62,969. 0. 7,215.
1b Total > 62,969. 0. 7,215.
2 Total number of individuals (including but not Ilmlted to those listed above) who received more than $100,000 in reportable compensation
from the organization > 0
] Yes | No
et i R J,- ;-."\lf“‘}
3 Dd the organization hst any former officer, director or trustee, key employee or highest compensated employee el Hatefaad )
on hne 1a? If 'Yes,' complete Schedule J for such individual 3 X
4 For any individual listed on line 1a, ts the sum of reportable compensatlon and other compensation from “1[{“ :" e i
the organization and related organlzatlons greater than $150,0007? /f 'Yes' complete Schedule J for such GO PR RS
individual . 4 X
. ",.. vt r“,‘
5 Dud any person listed on line 1a receive or accrue compensation from any unrelated organization for services B Vet -—’—""J
rendered to the organization? /f 'Yes,' complete Schedule J for such person . . 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
©

(A)
Name and business address

(8)
Description of Services

Compensation

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

$100,000 in compensation from the organization »

0

-
L BT

BAA

TEEA0108 01/30/10

Form 990 (2009)



Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 9
IPart1VlIl| Statement of Revenue
3 ¥ H) B (B) ©) ®)
; Total revenue Related or Unrelated Revenue
TR exempt business excluded from tax
R oh function revenue under sections
HEAR k'R revenue 512 513 or 514
¢ .,| 1a Federated campaigns 1a
E?, b Membership dues 1b
:.% ¢ Fundraising events 1¢
gg d Related organizations 1d
2% e Government grants (contributions) le 44,829. - o
g; f All other contributions, gifts, grants, and 5 ?‘: :‘
aE similar amounts not included above 1f 390,689. ;\ ;;r;
=) g Noncash contribns included in Ins 1a-1f; . g
8<| _h Total. Add lines la:1f L > 444,533, Wi
2 Business Code | R RA s ot & Tk o
E 2a Conferences _ = 624100 60,889. 60,889,
« b
Wl e o
I ——
D | e e e e o —
-
g f All other program service revenue
g g Total. Add lines 2a-2f > 60,889 . |[<SH i QLR R *"'"‘é"*‘_ﬁ
3 Investment income (including dividends, interest and
other similar amounts) 3. 0. 0. 3.
4 Income from investment of tax-exempt bond proceeds »
5 Royalties . >
() Real () Personal gf"’ t;&’gg: ;‘;‘ﬁﬁ{; v‘&i 5 ;j',:"‘-ﬂ‘ ”’ig#w;%:%%
6a Gross Rents ITI){.. ; ‘ﬁi"":"‘;% Bt
b Less: rental expenses f;; ot g o L«‘i’g Ttk L“‘-,, ‘2%__‘,’
¢ Rental income or (loss) Ry [, 4‘“ ﬁﬁ"ﬂ“f-’} i e AT
d Net rental income or (loss) . >
7a Gross amount from sales of () Securibes (1) Other
assets other than inventory
b Less cost or other basis ‘
and sales expenses ,ﬂp’*«v : f',,;ém“%
¢ Gain or (loss) Bl [ B Seaed
d Net gain or (loss)
T e
w | 8a Gross income from fundraising events sl T
2 (notincluding $ e
E of contributions reported on line 1¢) ; ’4‘&" AN
b See Part IV, line 18 a et ‘““*'
E b Less' direct expenses b
e ¢ Net income or (loss) from fundraising events
9a Gross income from gaming activities
See Part IV, line 19 a
b Less direct expenses . b
¢ Net income or (loss) from gaming activities
10a Gross sales of inventory, less returns
and allowances . a
b Less' cost of goods sold . b
¢ Net income or (loss) from sales of inventory
Miscellaneous Revenue Business Code
11a Merchandise 624100
b Other _ _________ __ 624100
c
d All other revenue
e Total. Add lines 11a-11d > 1,577. e LR N R
12 Total revenue. See instructions > 507,002. 0. 0. 62,469.
BAA TEEA0I09 02/12/10 Form 990 (2009)




Form 990 (2009)° ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 10

[PartiX ;] Statement of Functional Expenses
Section 501(c)X3) and 501(c)4) organizations must complete all columns.

All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D).

, . (A) (B) ©) (D)
Do not include amounts reported on lines Total expenses Program service Management and Fundraising
6b, 7b, 8b, 9b, and 10b of Part Vill, expenses | expenses expenses

1 Grants and other assistance to governments 47
and organizations in the U.S. See Part IV,
hne 21 ..

2 Grants and other assistance to individuals in
the U.S. See Part IV, line 22 .

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

4 Benefits paid to or for members

5 Compensation of current officers, directors,
trustees, and key employees 70,184, 48,066. 8,659, 13,459.

6 Compensation not included above, to
disqualified persons (as defined under
section 4958(f)(1) and persons described in
section 4958(c)(3)(B)

7 Other salanes and wages 97,761. 67,341. 11,764. 18,656.

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

9 Other employee benefits .. 4,764. 3,103, 950. 711.
10 Payroll taxes 14,352. 9,950. 1,710. 2,692.
11 Fees for services (non-employees)

a Management

e
b ]

&
CE

b Legal

¢ Accounting . 11,822, 8,434. 2,992, 496.

d Lobbying .

e Prof fundraising svcs See Part IV, In 17 E Rt DL L ol BY Y e e %

f Investment management fees

g Other 47,210. 37,390. 3,826. 5,994.
12 Advertising and promotion . 655. 0. 655. 0.
13 Office expenses . . 45,448. 26,536. 13,431. 5,481.
14 Information technology 15,721. 13,466. 1,617. 638.
15 Royaltes
16 Occupancy 14,040, 11,815. 1,530. 695.
17 Travel 15,463. 15,414. 49. 0.

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

19 Conferences, conventions, and meetings 45,834. 45,834. 0. 0.
20 Interest

21 Payments to affiliates

22 Depreciation, depletion, and amortization

23 Insurance

24 Other expenses. Iltemize expenses not
covered above. (Expenses grouped together
and labeled miscellaneous may not exceed
5% of total expenses shown on line 25
below.)

'

4,044.
3,235.
-5,600.

f All other expenses .
25 Total functional expenses. Add lines 1 through 24f 387,754. 290,375. 48,546. 48,833.

26 Joint costs. Check here » D if following
SOP 98-2 Complete this hine only if the
organization reported in column (B) joint
costs from a combined educational
campaign and fundraising solicitation

BAA Form 990 (2009)

TEEAQ110 02/05/10



Form 990 (20038) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 11
[Part'X, ] Balance Sheet
' ) (R ®)
Beginning of year End of year
1 Cash — non-interest-bearing 1 67,991.
2 Savings and temporary cash investments 31,210.| 2 25,003.
3 Pledges and grants recewvable, net 35,012.] 3 97,808.
4 Accounts receivable, net . 4
5 Recewvables from current and former officers, directors, trustees key employees,
and highest compensated employees Complete Part Il of Schedule L 5
6 Recewvables from other disqualified persons (as defined under section 4958(f)(1)) | ' il hqlr vir )b o ““‘;f.‘@_ j,';.f‘_u_wz}"L' Ll
A and persons described in section 4958(c)(3)(B) Complete Part || of Schedule L . 6
g 7 Notes and loans receivable, net 7
$ 8 Inventories for sale or use
s|{ 9 Prepad expenses and deferred charges . 5 651
10a Land, builldings, and equipment: cost or other basns 10a i f‘..‘.- ¥ «Ht‘f%"ﬁ' g “HH"?J
Complete Part VI of Schedule D f,if;;,q*‘ ot }L"W'%&
b Less: accumulated depreciation 10b
11 Investments — publicly-traded securities
12 Investments — other secunties. See Part IV, line 11
13 Investments — program-related See Part IV, line 11
14 Intangible assets
15 Other assets See Part IV, line 11
16 Total assets Add lines 1 through 15 (must equal line 34) 75,451.]|16 196,453.
17 Accounts payable and accrued expenses 5,254.]17 7,008.
18 Grants payable 18
19 Deferred revenue 19
% 20 Tax-exempt bond liabilities 20
3 21 Escrow or custodial account hablllty Complete Part IV of Schedule D 21
t | 22 Payables to current and former officers, directors, trustees, key employees, ;| }:,ﬁ," ‘:‘7‘:1{":",” T ;l ,a', *2‘ ;ﬁTx‘!
{ highest compensated employees, and dlsquallfled persons Complete Part i A _3’: 11_1}1 3»_ EpAS e
[ of Schedule L 22
E 23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other habihties. Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25 .. 5, 254 .| 26 7,008.
N Organizations that follow SFAS 117, check here » El and complete lines "~’}":."~ K '; R ,7 1’3 1'1";{7"«} D : \,Lﬂ‘-j
T 27 through 29 and lines 33 and 34. R Ll T T (YA Lt e e N
§ 27 Unrestricted net assets 34,270.] 27 44,287.
E | 28 Temporarily restricted net assets 35,927.]| 28 145,158.
! 29 Permanently restricted net assets .
R Organizations that do not follow SFAS 117, check here » [ |and complete [ i’ % ’ A e L R e
f|  tines 30 through 34, NN T s AN Lot &“;}II:,?¢J~L‘ 4
B 30 Capital stock or trust principal, or current funds 30
B8 31 Paid-in or capHal surplus, or land, building, and equipment fund 31
% | 32 Retained earnings, endowment, accumulated income, or other funds 32
E 33 Total net assets or fund balances 70,2197.] 33 189, 445.
S| 34 Total habilities and net assets/fund balances. 75,451.] 34 196,453.
BAA Form 990 (2009)
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Form 990 (2009) ADULT CONGENITAL HEART ASSOCIATION 04-3447959

{Part Xl | Financial Statements and Reporting

1 Accounting method used to prepare the Form 990* I:] Cash EI Accrual I___| Other
If the organization changed its method of accounting from a prior year or checked 'Other,' explain
in Schedule O
2a Were the organization's financtal statements compiled or reviewed by an independent accountant?
b Were the organization's financial statements audited by an independent accountant?

¢ If 'Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversnght of the audlt
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, explaln
in Schedule O.

d If 'Yes' to line 2a or 2b, check a box below to indicate whether the financial statements for the year were issued on a
consolidated basis, separate basis, or both:

E] Separate basis D Consolidated basis D Both consolldated and separate basus
3a As a result of a federal award, was the orgamzatlon required to undergo an audit or audits as set forth in the Single
Audit Act and OMB Circular A-133? .

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

3| M J A

BAA

TEEAOVI2 02/05/10

Form 990 (2009)



OMB No 1545-0047

SCHEDULE A : . :
(Form 990 oF 990-E2) Public Charity Status and Public Support 2009

. . Complete if the organization is a section 521 (c)(gz organization or a section 4947(a)1) ; =

t it trust. - Doyt

Department of the Treasury ronexemp? chiarfade s - . pqen tO PUb" ; hri
Internal Revenue Service » Attach to Form 990 or Form 990-EZ. > See separate instructions. nspectlom N
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 orgamization 1s not a private foundation because it is* (For lines 1 through 11, check only one box.)

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

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

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

4 A medical research organization operated 1n conjunction with a hospital described in section 170(b)(1)XAXiii) Enter the hospital's
name, ¢y, andstate: __

5 D An organization operated for the benefit of a college or university owned or operated by a governmenta! unit described in section
170(b)IXAXiV). (Complete Part I1.)

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

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

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

9 D An organization that normally receives: (1) more than 33-1/3 % of its support from contributions, membership fees, and gross receipts
from activities related to 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 orgamization after
June 30, 1975. See section 509(a)2). (Complete Part Il )

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

n An organization organized and operated exclusively for the benefit of, to perform the functions of, or cargl out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 09(a)3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.

a D Type | b DType Il c D Type Il — Functionally integrated d I___] Type {ll— Other
By checking this box, | certify that the orgamzation 1s not controlied directly or indirectly by one or more disqualified persons other
than foténdatlon managers and other than one or more publicly supported organizations described in section 509(a)(1) or section
509(a)(2)
f If the organmization received a wnitten determination from the IRS that 1s a Type l, Type Il or Type Ill supportlng organization, D
check this box
g Since August 17, 2006, has the orgamzatuon accepted any gift or contnbuhon from any of the following persons”
Yes | No
(i) a person who directly or indirectly controls, either alone or together with persons described in (n) and ()
below, the governing body of the supported organization? 11 g (i)
(ii) a family member of a person described in (1) above? . . . 11 g (ii)
(iii) a 35% controlled entity of a person descrnibed 1n (1) or (1) above? 11 g (iii)
h Provide the following information about the supported organizations
(i) Name of Supported () EIN (n) Type of organization (Iv) Is the (v) Did you notify (vi) Is the (wii) Amount of Suppori
Organization (described on hnes 1-9 organization tn col | the organization in | organtzation 1n col
above or IRC section 1) hsted 1n your col (1) of (1) organized in the
(see Instructions)) governing your support? us?
document?
Yes No Yes No Yes No
Total 5 R I S P I .
BAA For Privacy Act and Paperwork Reduchon Act Notice, see the lnstructlons for Form 990 or 990-E2Z. Schedule A (Form 990 or 990-E2) 2009

TEEA0401  02/05/10



Schedule A (Form 990 or 990-EZ) 2009

ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 2

[Part II'[Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(AXvi)
(Complete only if you checked the box on line 5, 7, or 8 of Part t )

Section A. Public Support

Calendar year (or fiscal year
beginning in) »

1 Gifts, grants, contributions and
membershlp fees received SDo
not include ‘unusual grants

2 Tax revenues levied for the
organization's benefit and
either paid to 1t or expended
on its behalf

3 The value of services or
facilities furmished to the
organization by a governmental
unit without charge. Do not
include the value of services or
facilites generally furnished to
the public without charge

4 Total. Add ines 1-through 3

5 The portion of total
contributions by each person
(other than a governmental
unit or publicly supported
organization) included on line 1
that exceeds 2% of the amount
shown on line 11, column (f)

6 Public support. Subtract ine 5
from line 4

l m

I udll )

‘erwf

(a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (H Total

119,178.| 220,383.] 432,571.] 346,187./ 444,533.| 1,562,852,

119,178.| 220,383.] 432,571.| 346,187, 1,562,852,
NN R 3 Crpr

455,992.

Lk

L'

DR TN
s O

¢

r;’:'!-’é._*_f;‘j’ :’,“ 4 MIN

S afeg EET Y

N A€

".:"H Rl e
EN * =
"'nrh i-’h-—‘e;.,: H

1,106,860.

Section B. Total Support

Calendar year (or fiscal year
beginning in) »

7 Amounts from line 4

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income form
similar sources

9 Net income from unrelated
business activities, whether or
not the business 1s regularly
carried on

Other iIncome Do not include
gain or loss from the sale of
capital assets (Explain in
Part V)

11 Total support. Add lines 7
through 10

10

12
13

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

() Total

119,178.

220,383. 432,571.

346,187.

444,533,

1,562,852.

943.

3,849.

1,561.

7717.

7,133.

»,;m,,:‘-;r&vt o
g1
Ix Igﬂl

A

1
i J,.»‘ ;

B
-\ s
l¥

T NOIEE PE- ORI T S
T 1.,_.‘ ) Z
o,

-, y
nf

ol Yo
o« P-\-‘)\r:)

WS il
Heagt,

':rfl‘u! 1‘-:

1,569,985,

organization, check this box and stop here

Gross receipts from related actlvmes, etc (see lnslructlons)

137.,688.

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)

~[1

Section C. Computation of Public Support Percentage

14 Public support percentage for 2009 (line 6, column (f) divided by line 11, column (f)
15 Public support percentage from 2008 Schedule A, Part Il, line 14

16a 33-1/3 support test — 2009. If the organization did not check the box on line 13, and the line 14 1s 33-1/3 % or more, check this box

and stop here. The organization qualfies as a publicly supported organization

b 33-1/3 support test —

and stop here. The organization qualifies as a publicly supported organization.

14

70.50%

15

73.19%

2008. If the organization did not check a box on line 13, or 16a, and hine 15 1s 33-1/3% or more, check this box

> [x]
>0

17 a 10%-facts-and-circumstances test — 2009 If the organization did not check a box on line 13, 16a, or 16b, and hine 14 1s 10%

or more, and If the organlzatlon meets the ‘facts-and-circumstances' test, check this box and stop here. Explaln in Part IV how

the organlzahon meets the 'facts-and-circumstances’ test. The organlzatlon qualifies as a publicly supported organization

~U

b 10%-facts-and-circumstances test — 2008. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 1s 10%

or more, and If the organization meets the ‘facts-an

-circumstances' test, check this box and stop here. Explaln in Part IV how the

organlzatlon meets the 'facts-and-circumstances' test The organization qualifies as a publicly supported organization

18 Private foundation. If the organization did not check a box on hne, 13, 16a, 16b, 17a, or 17b, check this box and see instructions

-4

BAA

TEEAQ402

10/08/09

Schedule A (Form 990 or 990- EZ) 2009



Schedule A (Form 990 or 990-EZ) 2009 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
lPart IIl,-] Support Schedule for Organizations Described in Section 509(a)(2) .y,
(Complete only If you checked the box on line 9 of Part ) A
Section A. Public Support
Calendar year (or fiscal yr beginning in)»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total

1 Gifts, grants, contributions and
rnembershlp fees received.
not include ‘unusual grants.’

2 Gross recelpts from
admissions, merchandise sold
or services performed, or
facilities furnished in a activity
that Is related to the
organization's tax-exempt
purpose

3 Gross receipts from activities that are
not an unrelated trade or business
under section 513

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

5 The value of services or
facihities 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, 3 received from dlsquallfled
persons

b Amounts included on lines 2

and 3 received from other than
disqualified persons that
exceed the greater of 1% of
the amount on hne 13 for the
year

¢ Add lines 7a and 7b
8 Public support (Subtract line | aar-etel fit: <o’ :x"l:ral
7c from ine 6.) i ,':;‘\n,-«ﬂ.,r'u;:ﬁ' i
Section B. Total Support
Calendar year (or fiscal yr beginning in) » (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total

9 Amounts from line 6

10a Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income form
similar sources

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

¢ Add lines 10a and 10b

11 Net income from unrelated business
activities not included inline 10b,
whether or not the business 1s
regularly carned on

12 Other income Do not include

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

ST ST SIS E

R = I
S :" et i x;,ra dl.‘
IRt N O

‘-.“ Lt

13 Total support. aadins 9, 106, 10, and 12) =, = - 50 Pt e vl AL e TN T e o
14 First five years. If the Form 990 s for the orgamzatlon s first, second thlrd fourlh or fifth tax year as a sectton 501 (c)(3)
organization, check this box and stop here > I—I

Section C. Computation of Public Support Percentage

15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column (f)) . 15 %o

16 Public support percentage from 2008 Schedule A, Part lll, line 15 16 %o
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2009 (hine 10c, column (f) divided by line 13, column (f)) 17 %

18 Investment income percentage from 2008 Schedule A, Part Ill, hne 17 18 %

19a 33-1/3 support tests — 2009. If the organization did not check the box on line 14, and line 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 organization > D

b 33-1/3 support tests — 2008. If the or%amzataon did not check a box on line 14 or 19a, and line 16 is more than 33-1/3%, and hne 18
1s not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization > H
>

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions
BAA TEEA0403 02/15/10 Schedule A (Form 990 or 990-EZ) 2009




Schedule A (Form 990 or 990-EZ) 2009 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4

[Part IV.' | Supplemental Information. Complete this part to provide the explanations required by Part Il, line 10;
. Part Il, line 17a or 17b; and Part ill, ine 12. Provide any other additional information. See nstructions.

BAA TEEAD404  02/05/10 Schedule A (Form 990 or 990-EZ) 2009




. i 1545-0047
SCHEDULE C Political Campaign and Lobbying Activities B
(Form 990 or 990-E2) ofitic paig nd ying 2009
. For Organizations Exempt From Income Tax Under section 501(c) and section 527
Desartment ofthe Treass » Complete if the organization is described below. s ‘.'.:Eépéﬂ:tojiill,lzii% ' %
It Revenue Sorvedry > Attach to Form 990 or Form 990-EZ. > See separate instructions. : % Inspection” .

If the organization answered 'Yes,' to Form 990, Part IV, line 3, or Form 990-EZ, Part VI, line 46 (Political Campaign Activities), then
® Section 501(c)(3) organizations' complete Parts |-A and B. Do not complete Part I-C
@ Section 501(c) (other than section 501(c)(3)) organizations: complete Parts |-A and C below. Do not complete Part |-B

® Section 527 organizations: complete Part |-A only
If the organization answered 'Yes,’ to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501¢h)): Complete Part I-A. Do not complete Part I1-B.

L4 |§ectllt?nl_\501 (©)(3) organizations that have NOT filed Form 5768 (electton under section 501(h))* Complete Part Ii-B. Do not complete
art 1l- .

If the organization answered 'Yes,' to Form 990, Part IV, line 5 (Proxy Tax), then
® Section 501(c)(@), (5), or (6) organizations' Complete Part lll.
Name of organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
| Part I-A:| Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization's direct and indirect pohitical campaign activities in Part IV.

2 Poltical expenditures . . . . >S5 0.

3 Volunteer hours . 0
[ Partil-B{| Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section 4955 . >3

2 Enter the amount of any excise tax incurred by organization managers under section 4955 . >3

3 If the organization incurred a section 4955 tax, did 1t file Form 4720 for this year? .o BYes HNO

4a Was a correction made? . Yes No

b If 'Yes,' describe in Fart IV
|Part I-C:[ Complete if the organization is exempt under section 501(c) , except section 501(c)(3).
1 Enter the amount directly expended by the filing organization for section 527 exempt function activities . -}

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

3 Total <7>f exempt function expenditures Add lines 1 and 2 Enter here and on Form 1120-POL, -s
line 17b .

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

5 Enter the names, addresses and employer 1dentification number (EIN? of all section 527 political organizations to which payments were
made For each orgamzation listed, enter the amount paid from the filing orgamization's funds Also enter the amount of political
contributions received that were promptly and directly delivered to a separate political organization, such as a separate segregated fund
or a political action committee (PAC) If additional space 1s needed, provide information in Part IV

(a) Name (b) Address (c)EIN (d) Amount pad from filing (e) Amount of political
organization's funds contributions recewved and
If none, enter-0- promptly and directly
delivered to a separate
political orgamization
if none, enter -0

BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule C (Form 990 or 990-EZ) 2009
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Schedule C (Form 990 or 990-E2) 2009 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
{Part ll-A...| Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under

section 501(h)). N/
A Check » If the filing organization belongs to an affiiated group.
B Check » ] If the filing organization checked box A and ‘imited control' provisions apply
Limits on Lobbying Expenditures — (a) Filing (b) Affiliated
(The term 'expenditures’ means amounts paid or incurred.) organization’s tolals group tolals

1 a Total lobbying expenditures to influence public opinion (grass roots lobbying)
b Total lobbying expenditures to influence a legislative body (direct lobbying)
¢ Total lobbying expenditures (add hnes 1a and 1b)
d Other exempt purpose expenditures . Lo
e Total exempt purpose expenditures (add lines 1c and 1d)

f Lobbying nontaxable amount. Enter the amount from the following table in
both columns.

If the amount on line te, column (a) or (b) is [The lobbying nontaxable amount is*

Not over $500,000 20% of the amount on line le.

Qver $500,000 but not over §1,000,000 $100,000 plus 15% of the excess over $500,000.
QOver $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over §1,000,000.
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000
Over $17,000,000 $1,000,000

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

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

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

Lobbying Expenditures During 4-Year Averaging Period

Calendar year (or fiscal (a) 2006 (b) 2007 (c) 2008 (d) 2009 (e) Total
year beginning in)

2a Lobbying non-taxable
amount

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

¢ Total lobbying
expenditures

d Grassroots nontaxable
amount

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

f Grassroots lobbying
expenditures

BAA Schedule C (Form 990 or 990-EZ) 2009
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Schedule C (Form 990 or 990-EZ) 2009 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

[Part 1I:B -|Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
. (election under section 501(h)).

(a (®)

Yes | No Amount

1 During the year, did the filing organization attemgt to influence foreign, national, state or local
legislation, Including any attempt to influence public opinion on a legislative matter or referendum,
through the use of

a Volunteers? . . .

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

d Mailings to members, legislators, or the public?

e Publications, or published or broadcast statements?

f Grants to other organizations for lobbying purposes? .

g Direct contact with legislators, their staffs, government officials, or a legislative body? X 20,084.

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

i Other activities? If 'Yes,’' describe in Part IV . . X

j Total. Add lines 1c¢ through 1 ) . . ) R s 20,084.
2a Did the activities 1n line 1 cause the organization to be not described 1n section 501(c)(3)? X L~'§(":_L‘,‘:,¢,’£4fmf__,j

b If 'Yes,' enter the amount of any tax incurred under section 4912 o fnu i‘*"‘hz

c If 'Yes,' enter the amount of any tax incurred by organization managers under section 4912 . jJP;' ,gm{:

d If the filing organization incurred a section 4912 tax, did it file Form 4720 for this year? ATy ﬁuriﬂ".,}”if_

{Partlll:A~] Complete if the organization is exempt under section 501(c)4), section 501(c)(5), or section 501(c)(6).

Yes | No
1 Were substantially all (90% or more) dues received nondeductible by members? . 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? .. 2
3 Did the organization agree to carryover lobbying and political expenditures from the prior year? 3

Part'lll-Bi:] Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), o'r section 501(c)(6)
if BOTH Part lll-A, questions 1 and 2 are answered 'No' OR if Part llI-A, line 3 is answered 'Yes.'

1 Dues, assessments and similar amounts from members . 1
2 Section 162(e) non-deductible lobbying and political expenditures (do not include amounts of political ~‘\:!§.‘,
expenses for which the section 527(f) tax was paid). w5
a Current year . . 2a
b Carryover from last year . 2b
c Total . 2c
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e) dues 3
1,
4 If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the excess v'g
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political bt
expenditure next year? . . . 4
5 Taxable amount of lobbying and political expenditures (see instructions) . . 5

[Part IV{i| Supplemental Information

Complete this part to provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part I-C, line 5; and Part II-B, line 11
Also, complete this part for any additional information.

national congenital heart Lobby Day in Washington,DC in
BAA Schedule C (Form 990 or 990-EZ) 2009
TEEA3203 02/05/10
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[ PartiVi/[ Supplemental Information (continued)

BAA Schedule € (Form 990 or 990-EZ) 2009
TEEA3204 07/17/09




SCHEDULE.D ] . OMB No_1545-0047
(Form 990) Supplemental Financial Statements 2009

» Complete if the organization answered 'Yes,' to Form 990, )
Department of the Treasury PartlV, lines 6,7, 8,9,10, 11, or 12. & }j'Open 10.Public:] lj—’:i
Internal Revenue Service » Attach to Form 990. > See separate instructions 1-_4lnspect|on'f’ 25 “vw,
Name of the organization Employer Identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959
‘PartI':| Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts Complete if Ny,

the organization answered 'Yes' to Form 990, Part 1V, line 6. A
_(a) Donor advised funds (b) Funds and other accounts

Total number at end of year

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

A b WwN =

Did the organization inform all donors and donor advisors in wniting that the assets held in donor advised
funds are the orgamization’s property, subject to the organization's exclusive legal control? . . .. D Yes E] No

6 Did the orgamization inform all grantees, donors, and donor advisors in writing that grant funds may be
used only for chantable purposes and not for the benefit of the donor or donor advisor or for any other

purpose conferring impermissible private benefit?? |:] Yes D No
tPartill] Conservation Easements Complete if the organization answered Yes to Form 990, Part IV, line 7. N/
1 Purpose(s) of conservation easements held by the organization (check all that apply)
Preservation of land for public use (e.g., recreation or pleasure) BPreservahon of an historically important land area
Protection of natural habitat Preservation of 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.

S Held at the End of the Year
a Total number of conservation easements . . 2a
b Total acreage restricted by conservation easements . 2b
¢ Number of conservation easements on a certified historic structure included in (a) . 2c
d Number of conservation easements included in (c) acquired after 8/17/06 . 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year »
4 Number of states where property subject to conservation easement is located »
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easement 1t holds? D Yes |:| No
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements
during the year »
7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements

during the year > $

8 Does each conservation easement reported on line 2(d) above satlsfy the requirements of section

170(h)(4)(B)(1) and 170(h)(3)(B)(1)? . []ves [] No

9 InPart X1V, 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.

[Part il Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets Ny,
Complete if the organization answered 'Yes' to Form 990, Part IV, line 8. A

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

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

(i) Revenues included in Form 990, Part VIII, line 1 . »$
(ii) Assets included i Form 990, Part X »$S

2 i the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the following
amounts required to be reported under SFAS 116 relating to these items:

a Revenues included in Form 990, Part VIII, line 1 . . S
b Assets included in Form 990, Part X . -3
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009

TEEA3301 02/02/10




Schedule D (Form 990) 2009 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2
{Part lll. | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued) N/a

3 Usung the organization's acquisition accession and other records, check any of the following that are a significant use of its collection
items (check all that apply)*

a Public exhibition d Loan or exchange programs
b Scholarly research Other
c Preservation for future generations

4 Erovnde a description of the organization's collections and explain how they further the organization's exempt purpose in
art XIV.

5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? . f—l Yes ﬂNo

Part V.| Escrow and Custodial Arrangements Complete if organization answered 'Yes' to Form 990, Part IV, line Ny,
9, or reported an amount on Form 990, Part X, line 21. A

1a lIs the organization an agent, trustee, custodian, or other mtermedlary for contributions or other assets not
included on Form 990, Part X? . I_—_l Yes D No
b If 'Yes,' explain the arrangement 1n Part XIV and complete the fol|owmg table-
Amount
¢ Beginning balance . . Jc
d Additions during the year . . 1d
e Distributions during the year le
f Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, line 217 . I:] Yes D No
b If 'Yes,' explain the arrangement in Part XIV.
{Part V | Endowment Funds Complete if organization answered 'Yes' to Form 990, Part IV, line 10. N/ A
(a) Current year (b) Prior year (c) Two years back (d) Three years back (e) Four years back

1a Beginning of year balance
b Contributions

c Net Investment earnings, gains,
and losses

d Grants or scholarships

e Other expenditures for facilities
and programs

f Administrative expenses
g End of year balance

2 Provide the estimated percentage of the year end balance held as’
a Board designated or quasi-endowment > %
b Permanent endowment » %
c Term endowment » %

3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by Yes No
() unrelated organizations . ) 3a(i)
(i) related orgamizations 3a(ii)
b If ‘'Yes' to 3a(u), are the related organizations listed as required on Schedule R? . 3b
4 Describe in Part XIV the intended uses of the organization's endowment funds.
[Part:VI [Investments—Land, Buildings, and Equipment. See Form 990, Part X, line 10. N/ A
Description of investment (a) Cost or other basis (b) Cost or ather (c) Accumulated (d) Book Value
(Investment) basis (other) Depreciation
1aland e e
b Buildings
¢ Leasehold improvements
d Equipment .
e Other :
Total. Add lines 1a through le (Column (d) must equal Form 990, Part X, column (B), line 10(c) ) . >
BAA Schedule D (Form 990) 2009
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Schedule D (Form 990) 2009 ADULT CONGENITAL HEART ASSOCIATION

04-3447959 Page 3

[Part:VIl..| Investments—Other Securities See Form 990, Part X, line 12. N/
(a) Description of secunity or category (b) Book value (¢) Method of valuation
(including name of security) Cost or end-of-year market value
Financial derivatives
Closely-held equity interests
Other _ _ _
Total, (Column (b) must equal Form 990 Part X, col (B) line 12) ™ Gt R R R B RN E TR
{PartMlli | Investments—Program Related (See Form 990, Part X, line 13) . N/A
(a) Description of investment type (b) Book value (c) Method of valuation
Cost or end-of-year market value
Total. (Column (b) must equal Form 990, Part X, Col (B) line 13) _* b BT T L S S ey T T B AT A
[Part IX | Other Assets (See Form 990, Part X, line 15) M/A
(a) Description (b) Book value
Total. (Column (b) must equal Form 990, Part X, col (B), Iine 15) >
{Part X" | Other Liabilities (See Form 990, Part X, line 25) N/A

(a) Description of Liability

(b) Amount

Federal Income Taxes

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

Y .

2. FIN 48 Footnote In Part XIV, provide the text of the footnote to the organization's financial statements that reports the organlzatlon s I|ab|||ty

for uncertain tax positions under FIN 48

BAA

TEEA3303 02/02/10
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Schedule D (Form 990) 2009 ADULT CONGENITAL HEART ASSOCIATION 04 -

3447959 Page 4

| Part:Xl [ Reconciliation of Change in Net Assets from Form 990 to Financial Statements
1 Total revénue (Form 990, Part VIII,column (A), line 12) . .
Total expenses (Form 990, Part 1X, column (A), line 25)
Excess or (deficit) for the year. Subtract hine 2 from line 1
Net unrealized gains (losses) on investments
Donated services and use of facilities
Investment expenses
Prior period adjustments
Other (Describe 1n Part XIV)
9 Total adjustments (net) Add lines 4 through 8
10 Excess or (deficit) for the year per audited financial statements. Combme lines 3 and 9

0 NOOULMbD WwN

507,002,
387,754.
119,248.

119,248.

[Part XII'.] Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Toftal revenue, gains, and other support per audited financial statements
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12
a Net unrealized gains on investments . R . . 2a

1 507,002,

b Donated services and use of facilities . R . 2b

¢ Recoveries of prior year grants . .. . . 2c

d Other (Describe in Part XIV) . . 2d

e Add lines 2a through 2d

3 Subtract line 2e from line 1

4 Amounts included on Form 990, Part Vill, hine 12, but not on line 1-
a Investments expenses not included on Form 990, Part Viil, line 7b da

3 507,002.

b Other (Describe 1n Part XIV) .. 4b

T
M

¢ Add lines 4a and 4b
5 Total revenue Add iines 3 and 4c. (This must egual Form 990, Part |, ine 12.)

4c

5 507,002.

[Part’Xlll.] Reconciliation of Expenses per Audited Financial Statements Wlth Expenses per

Return

1 Total expenses and losses per audited financial statements
2 Amounts included on line 1 but not on Form 990, Part IX, hine 25:
a Donated services and use of facilities .. 2a

1 387,754.

b Prior year adjustments . . 2b

¢ Other losses . . 2¢

d Other (Describe in Part XIV) . 2d

e Add hnes 2a through 2d

3 Subtract line 2e from line 1

4 Amounts included on Form 990, Part 1X, ine 25 but not on line 1:
a Investments expenses not included on Form 990, Part VIII, ine 7b 4a

)

3 387,754.

b Other (Describe in Part XIV) 4b

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

T, -

5 387,754.

[Part XIV: | Supplemental Information

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

Information

BAA TEEA3304 02/02/10

Schedule D (Form 990) 2009
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|Part XIV.| Supplemental Information (continued)

e e e e e e e e e e e e  — — . = e = ——— = — o —— = = = —— — = = o - — —— — — — ——— o —— ———— = — ————
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SCHEDULE O Supplemental Information to Form 990
(Form 990)
Complete to provide information for responses to specific questions on

Form 990 or to provide any additional information.

Department of the Treasu
Internal Revenue Service i > Attach to Form 990.

OMB No 1545-0047

2009

. t:Open-to Publi¢ -
- v Inspection o, .

Name of the organuzation Employer Identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Pt VI-A, Line 3 Marie-France Cyr is contracted for internal accounting services.

—e— e e e S e e S L T e S T

Pt VI-B, Line 11A The Executive Committee reviews, in detail, the Form 990 with the

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

Pt VI-B, Line 15 Executive and key employee pay is based on the following criteria:

. the Executive Director and the Chair. It is then

Disclosures of interest conflicts, if any, are reviewed

BAA For Privacy Act and paperwork Reduction Act Notice, see the instructions for Form 990. TEEA4901  07/17/08
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Name of the organization

Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Schedule O (Form 990) 2009
TEEA4902 07/17/09
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Name of the organization 7 Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Pt VI-B, Line 14 The Organization expects to have its _document retention and

BAA Schedule O (Form 990) 2009
TEEA4902 07117109




ADULT CONGENITAL HEART ASSOCIATION 04-3447959

FORM 990 Part lil, Q.#4
12/31/2009

ACHA activities in 2009 included the following:

Advocacy Activities

New activities included:

¢ Vision 2020: The goal of ACHA's Vision 2020 Initiative is to ensure that by the year 2020, every adult congenital
heart patient has access to high-quality, research-driven, accessible ACHD care. 2009 V2020 activities included
the following:
o Four national working groups were convened involving CHD healthcare experts from throughout the
country: ACHD Business Model Development, ACHD Workforce Development, ACHD Regional Care
Plann-ing, and ACHD Accreditation.
o ACHA held its first Vision 2020 Forum, in which over 100 CHD heaithcare professionals, as well as patient
and family leaders, offered input into how best to improve ACHD care by 2020.
o AVision 2020 website was created for community announcements and input.

e International Congenital Heart Coalition Conference:
o ACHA partnered with the Canadian Congenital Heart Association to help convene the first-ever
International Congenital Heart Conference, held in Toronto in October.
o 11 CHD groups from Europe, North and South America, Australia, and New Zealand met to promote CHD
organizational development and identify strategies for building greater international awareness of the

life-long needs of CHD patients.

Continuing activities included:

e ACHD Subspecialty Accreditation initiative: ACHA continued to partner with the American College of Cardiology
to help create a new certification system for ACHD cardiologists, to educate the CHD community about the need
for ACHD subspecialty accreditation, and to organize patient and family input into the accreditation
development process.

¢ National Congenital Heart Lobby Day: ACHA, in alliance with the National Congenital Heart Coalition and the
American College of Cardiology, held its fourth National Congenital Heart Lobby Day, at which over 120 patients,
family members, and CHD professionals educated Congress about CHD and successfully asked that the
Congenital Heart Futures Act, a bill urging investment in CHD health surveillance and research, to be introduced.

acha09.Form 990.xIsAttachment5/26/2010



ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990 Part lll, Q.#4
12/31/2009

Education and Outreach Activities

New activities included:

® Heart to Heart Program: With the support of the Edwards Foundation, ACHA initiated phase | of Heart to Heart,
a new initiative to provide ACHD patients with personalized information, provided by trained peer Ambassadors.

e Congenital Heart Walks Initiative: ACHA partnered with the Children’s Heart Foundation to initiate a national
walks campaign to raise awareness of CHD as the number one birth defect and major cause of childhood
mortality and life-long disease. The first Congenital Heart Walk was held in Fall 2009, in San Francisco.

® ACHA Webinar program: ACHA initiated a new webinar series designed to educate CHD patients and families
from around the country on key topics of interest. National experts presented on topics ranging from CHD and
birth control to new ACHD valve technology.

e ACHA Travel Directory Expansion: In collaboration with the International Society of Adult Congenital Heart
Disease and the International Congenital Heart Coalition; ACHA expanded its on-line and print listing of CHD
services to include 100+ international sites capable of providing emergency ACHD care.

e Life-Long Care Campaign: ACHA produced and distributed two new brochures targeted to educating parents
and patients on the need for life-long special care in CHD.

Continuing activities included:

e 2009 ACHA Professionals Conference and Research Symposium: In 2009 ACHA held its Third ACHD Research
Symposium and Professional Conference, in association with the Vision 2020 Forum and Leadership Training

e National ACHD Program Survey and Directory: ACHA continues to survey and publish data on-line on over 70+
ACHD programs, the only listing of its kind available in the United States.

e ACHA website: ACHA continued to offer a wide range of education and support resources at our website,
including a discussion forum and extensive health and resource information.

acha09.Form 990.xIsAttachment5/26/2010




ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990 Part Ill, Q.#4
12/31/2009

Research Activities

New activities included:

¢ CDC Partners Meeting ACHA partnered with the CDC on their 2009 Partners in Research Event, and ACHD health
surveillance issues, presented by ACHA, were featured as representing 21* century challenges in birth defect

surveillance .

Continued Activities Included:

e HEART-ACHD Study: Funded by the NHLBI, ACHA continued to execute the national HEART-ACHD study to
examine knowledge and access to care among new ACHD patients at 9 participating ACHD programs.

e CONGENERATE Health IT Project: ACHA continued to collaborate with the Alliance for Adult Research in
Congenital Cardiology and the CONGENERATE Health IT team on the creation of an ACHD-specific tool for data-
sharing, ACHD program management, quality improvement, and the creation of an Electronic Health Record
customized for CHD patients and specialists.

e Parent Knowledge Study: Nine pediatric heart centers continued enrolling parents into this ACHA-designed and
coordinated study to identify parental knowledge of their child’s life-long care needs.

acha09.Form 990.xIsAttachment5/26/2010




ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990 Schedule O (Partlll, Q#3)
12/31/2009

Advocacy Activities

New activities included:

e Vision 2020: The goal of ACHA's Vision 2020 Initiative is to ensure that by the year 2020, every adult congenital
heart patient has access to high-quality, research-driven, accessible ACHD care. 2009 V2020 activities included
the following:

o Four national working groups were convened involving CHD healthcare experts from throughout the
country: ACHD Business Model Development, ACHD Workforce Development, ACHD Regional Care
Planning, and ACHD Accreditation.

o ACHA held its first Vision 2020 Forum, in which over 100 CHD healthcare professionals, as well as patient
and family leaders, offered input into how best to improve ACHD care by 2020.

o A Vision 2020 website was created for community announcements and input.

Education and Outreach Activities

New activities included:

¢ Heart to Heart Program: With the support of the Edwards Foundation, ACHA initiated phase | of Heart to Heart,
a new initiative to provide ACHD patients with personalized information, provided by trained peer Ambassadors.

e Congenital Heart Walks Initiative: ACHA partnered with the Children’s Heart Foundation to initiate a national
walks campaign to raise awareness of CHD as the number one birth defect and major cause of childhood
mortality and life-long disease. The first Congenital Heart Walk was held in Fall 2009, in San Francisco.

e ACHA Webinar program: ACHA initiated a new webinar series designed to educate CHD patients and families
from around the country on key topics of interest. National experts presented on topics ranging from CHD and
birth control to new ACHD valve technology.

° ACHA Travel Directory Expansion: In collaboration with the International Society of Adult Congenital Heart
Disease and the International Congenital Heart Coalition; ACHA expanded its on-line and print listing of CHD
services to include 100+ international sites capable of providing emergency ACHD care.

* Life-Long Care Campaign: ACHA produced and distributed two new brochures targeted to educating parents
and patients on the need for life-long special care in CHD.

Research Activities

New activities included:

e CDC Partners Meeting ACHA partnered with the CDC on their 2009 Partners in Research Event, and ACHD health
surveillance issues, presented by ACHA, were featured as representing 21% century challenges in birth defect

surveillance .




Application for Extension of Time To File an
g‘;;";pﬁﬁ)eg Exempt Organization Return OMB No 15451705

Department of the Treasul . . .
Intomal Revenue Serv.ce > File a separate application for each return.

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

. . &

.} Automatic 3-Month Extension of Time. Only submit original (no copies needed).

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

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

Electronic Filing (e-file). Generally, you can electronically file Form 8868 if you want a 3-month automatic extension of time to file one of the
returns noted below (6 months for a corporation required to file Form 990-T). However, you cannot file Form 8868 electronically if (1) you want

the additional (not automatic) 3-month extenston or (2) you file Forms 990-BL, 6069, or 8870, group returns, or a composite or consolidated
Form 990-T Instead, you must submit the fully completed and signed page 2 (Part Il) of Form 8868 For more details on the electronic filing of

this form, visit www irs gov/efile and click on e-file for Charities & Nonprofits

Name of Exempt Organization Employer identification number
Type or
print ADULT CONGENITAL HEART ASSOCIATION 04-3447959
ZH: gzyal:ah?or Number, street, and room or suite number ifa P O box, see instructions
fnaywr,  |6757 GREENE ST, SUITE 300
instructions City, town or post office, state, and ZIP code For a foreign address, see instructions
PHILADELPHIA PA 19119
Check type of return to be filed (file a separate application for each return)-
Form 990 Form 990-T (corporation) Form 4720
Form 990-BL Form 990-T (section 401(a) or 408(a) trust) Form 5227
Form 990-EZ Form 990-T (trust other than above) Form 6069
Form 990-PF Form 1041-A Form 8870

Telephone No.™ (215) 849-1260 FAXNo *»

® |f the organization does not have an office or place of business in the United States, check this box

® |f this 1s for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this 1s for the whole group,

~ ]

check this box . ™ I:] . It s for part of the group, check this box ™ E] and attach a list with the names and EINs of all members

the extension will cover

1 1request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of ime
untl Aug 16 ,20 10 , to file the exempt organization return for the organization named above

The extension Is for the organization's return for:
> % calendar year 20 09 _or

> tax year begining w20 ___,andendng 20 _
2 If this tax year is for less than 12 months, check reason- I:] Intial return D Final return D Change In accounting period
3a If this application 1s for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See instructions . 3al$ 0.
b If this application is for Form 990-PF or 990-T, enter any refundable credits and estimated tax payments
made Include any prior year overpayment allowed as a credit . .. 3b|$ 0.
¢ Balance Due. Subtract line 3b from line 3a. Include your payment with this form, or, if required, "
deposit with FTD coupon or, If required, by using EFTPS (Electronic Federal Tax Payment System)
See Instructions Lo . . 3cl$ 0.

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

payment instructions

BAA For Privacy Act and Paperwork Reduction Act Notice, see instructions.

FIFZ0501 03/11/09

Form 8868 (Rev. 4-2009)




