m 990

Department of the Treasury

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

P> Do not enter social security numbers on this form as it may be made public.

OMB No. 1545-0047

2018

Open to Public

Internal Revenue Service P> Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
A For the 2018 calendar year, or tax year beginning and ending
B Check if C Name of organization D Employer identification number
applicable:
[X]o%nes | ADULT CONGENITAL HEART ASSOCIATION
yﬁgze Doing business as 04-3447959
e Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
Final | 280 NORTH PROVIDENCE ROAD 6 (215) 849-1260
;etrergm City or town, state or province, country, and ZIP or foreign postal code G Gross receipts $ 2,210,984.
gpﬁﬂded MEDIA, PA 19063 H(a) Is this a group return
Algr?“ca F Name and address of principal officerMARK ROEDER for subordinates? |:|Yes No
pending SAME AS C ABOVE H(b) Are all subordinates included?:lYeS l:l No
I Tax-exempt status: ILI 501(c)(3) I_l 501(c) ( )4 (insert no.) I_l 4947(a)(1) or I_l 527 If "No," attach a list. (see instructions)
J Website: p» WWW . ACHAHEART .ORG H(c) Group exemption number P>

K_Form of organization; [ X | Corporatiop [ | Trust [ | Association [ | Other >

| L Year of formation: 19 9 8] m State of legal domicile: PA

[Part I| Summary

AN

o | 1 Briefly describe the organm mission or most significant activities: TO IMPROVE AND EXTEND THE LIVES
% OF MILLIONS BOR TH CONGENITAL HEART DEFECTS
qE’ 2 Check this box P> I_l if the or n discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting members of the go(J ody (Part VI, line 1a) 3 21
g 4 Number of independent voting member overning body (Part VI, line1b) 4 19
$ | 5 Total number of individuals employed in ca r2018 (Part V,line2a) 5 0
g 6 Total number of volunteers (estimate if necessa@ __________________________________________________________________________________ 6 900
E 7 a Total unrelated business revenue from Part VI e 12 7a 0.
b Net unrelated business taxable income from Form 99cﬁﬁ B 7b 0.
éz Prior Year Current Year
o | 8 Contributions and grants (Part VI, lineth) 2,281,603. 2,065,819.
g 9 Program service revenue (Part VIII, line 2g) 231,429. 105,118.
é 10 Investment income (Part VIII, column (A), lines 3,4, and 7d) . = 10,610. 14,761.
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8c, 9¢c, 10c, and 11e) 940. -79,909.
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), li \ 2,524,582. 2,105,789.
13 Grants and similar amounts paid (Part IX, column (A), lines1-3) == 9 ™ A 172,084. 0.
14 Benefits paid to or for members (Part IX, column (A), line 4) & 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) _ " < "\. 1,093,344. 1,476,180.
2 | 16a Professional fundraising fees (Part IX, column (A), line11e) 0.
§ b Total fundraising expenses (Part IX, column (D), line 25) P> 560,350
W 117 Other expenses (Part IX, column (A), lines 11a-11d, 11f24e¢) . 1,019,547.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) 2,495,727.
19 Revenue less expenses. Subtract line 18 fromline 12 ... -389,938.
58 Beginning of Gurrent Year End of Year
?}—E 20 Totalassets (Part X, line 16) 1,835,969. 1,281,712.
<5| 21 Totalliabilities (Part X, ne 26) 434,707. 292,492.
éé 22 Net assets or fund balances. Subtract line 21 fromline20 ..............................o.... 1,401, 262. 989,220.

Part Il | Signature Block

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

Sign ’ Signature of officer Date
Here MARK ROEDER, PRESIDENT AND CEO
Type or print name and fitle
Print/Type preparer's name Preparer's signature Date ceok [ PTIN
Paid  BRUCE BRAUNEWELL,CPA BRUCE BRAUNEWELL,CPA| 5/14/2009 . ., P00075336
Preparer |Firm'sname p CLIFTONLARSONALLEN LLP Fim'sEINy 41-0746749
Use Only |Firm'saddressy, 610 W. GERMANTOWN PIKE, STE. 400
PLYMOUTH MEETING, PA 19462 Phonen0.215-643-3900
May the IRS discuss this return with the preparer shown above? (see instructions) ... ILI Yes I_l No
832001 12-31-18  LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2018)



Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page?2
Part lll | Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any lineinthis Part Wl ...
1 Briefly describe the organization’s mission:

THE ADULT CONGENITAL HEART ASSOCIATION (ACHA) 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.

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

prior FOorm 990 or O00-EZ |:|Yes 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? . |:|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 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 $ 6 4 9 l 2 6 2 e including grants of $ ) (Revenue $ 1 O 5 7 1 1 8 o)

2,
HEART TO HEART AIVITIES

N/
HEART TO HEART AMEA DORS: ACHA EXPANDED THE HEART TO HEART AMBASSADOR
PROGRAM, AN INITIAT, THAT PROVIDES ACHA PATIENT AND FAMILY MEMBERS
WITH PERSONALIZED INY TION AND SUPPORT. THERE WAS AN AMBASSADOR
TRAINING IN ST. LOUISM N 2018 WITH 18 NEW AMBASSADORS TRAINED. THE
CURRENT NUMBER OF ACTIVK_AMBASSADORS IS 62. THESE VOLUNTEERS OFFERED
OVER 1,200 ACHA PATIENT AN, AMILY MEMBERS PERSONALIZED INFORMATION AND
SUPPORT. AS OUR AMBASSADOR RS CONTINUE TO INCREASE, WE ARE SEEING
AN INCREASE IN MATCHING REQ IN 2018 WE HAD 233 PEER-TO-PEER

SUPPORT MATCHES. (),
4b  (Code: ) (Expenses $ 1 ’ 1 1 O 7 O 7 3 . includméts of $ ) (Revenue $ )
ADVOCACY ACTIVITIES

Na?

v 2
NATIONAL CONGENITAL HEART ADVOCACY DAW:/MORE THAN 185 ADVOCATES FROM 33
STATES GATHERED IN WASHINGTON, D.C., ONMRRUARY 26-27, 2018 TO TALK TO
THEIR LAWMAKERS ABOUT CHD. HOSTED BY THE’. T CONGENITAL HEART
ASSOCIATION, CHILDREN'S HEART FOUNDATION THE PEDIATRIC CONGENITAL
HEART ASSOCIATION, THIS ANNUAL EVENT BROUGHY ETHER PATIENTS, FAMILY
MEMBERS, MEDICAL PROFESSIONALS, AND SUPPORTERR_ELRQM ACROSS THE COUNTRY
TO CONNECT WITH MORE THAN 140 LEGISLATIVE OFFIC%

/]
CONGRESSIONAL CONGENITAL HEART CAUCUS: THE CONGRESSIDMNAL CONGENITAL
HEART CAUCUS WAS INITIATED BY ACHA IN 2012 AND IN 2018“HAD 38

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

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

4e Total program service expenses P> 1 , 15 9 ’ 335.

Form 990 (2018)
832002 12-31-18 SEE SCHEDULE O FOR CONTINUATION(S)
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Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959  page3
[ Part IV | Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If "Yes," complete Schedule A 1 | X
2 s the organization required to complete Schedule B, Schedule of Contributors? 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Scheadule C, Part! 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? If "Yes," complete Schedule C, Part Il 4 X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197? If "Yes," complete Scheaule C, Partiti 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 distribution or investment of amounts in such funds or accounts? If "Yes," complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Parti 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
Schedule D, Partlll B 8 X
9 Did the organization report an a t in Part X, line 21, for escrow or custodial account liability, serve as a custodian for
amounts not listed in Part X; o%redit counseling, debt management, credit repair, or debt negotiation services?
% X

If "Yes," complete Schedule D, PalINVfl gy, 9
10 Did the organization, directly orthrou@l ed organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? /f ," cgnplete Schedule D, PartV 10 X
jéwestions is "Yes," then complete Schedule D, Parts VI, VII, VI, IX, or X

11 If the organization’s answer to any of the fo
as applicable.
a Did the organization report an amount for land, builnd equipment in Part X, line 10? If "Yes," complete Schedule D,

Part VI 11a| X
b Did the organization report an amount for investments - otRe rities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 16? If "Yes," complete Scheduld{D, VI 11b X
¢ Did the organization report an amount for investments - program gflated. in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, ParfVIIl} 11c X
d Did the organization report an amount for other assets in Part X, line 1 % or more of its total assets reported in
Part X, line 167 If "Yes," complete Schedule D, Part IX 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 If 4 11e X
f Did the organization’s separate or consolidated financial statements for the tax y®a
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If "Ye plete Schedule D, Part X 11f X
12a Did the organization obtain separate, independent audited financial statements for the Tax y€al§ If "Yes," complete
Schedule D, Parts XI and Xl @ _____________________________________ 12a | X
b Was the organization included in consolidated, independent audited financial statements for t r?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts XI a ptional 12b X
13 Is the organization a school described in section 170(b)(1)(A)(i)? /f "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, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes," complete Schedule F, Partsland IV 14b X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If "Yes," complete Scheaule F, Parts il andtv 15 X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? If "Yes," complete Schedule F, Parts il andiv.... .. 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), lines 6 and 11e? If "Yes," complete Schedule G, Part! 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIII, lines
1c and 8a? If "Yes," complete Scheadule G, Part!l 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If "Yes,"
complete Schedule G, Part lll 19 X
20a Did the organization operate one or more hospital facilities? If "Yes," complete ScheduleH 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return? 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule I, Parts land Il ... 21 X
832003 12-31-18 Form 990 (2018)
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Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page4d

[ Part IV | Checklist of Required Schedules (continued)

Yes | No
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 2? If "Yes," complete Scheaule I, Partsland i 22 X
23 Did the organization answer "Yes" to Part VII, 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? If "Yes," complete
ScheduleJ 23 | X
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 issued after December 31, 20027 If "Yes, " answer lines 24b through 24d and complete
Schedule K. If "No," go to line25a 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
ANY LA EXEIMDt DONAS Y 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? 24d
25a Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If "Yes," complete Scheaule L, Part! 25a X
b Is the organization aware that ijyengaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not b%oorted on any of the organization’s prior Forms 990 or 990-EZ? If "Yes," complete
Schedule L, Parti ¥ NFp 25b X
26 Did the organization report any am@ Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, ke@ ees, highest compensated employees, or disqualified persons? If "Yes, "
complete Schedule L, Partil g __________________________________________________________________________________________________________________ 26 X
27 Did the organization provide a grant or othe { ce to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selectimm ittee member, or to a 35% controlled entity or family member
of any of these persons? If "Yes," complete Schedu@art L 27 X
28 Was the organization a party to a business transactio / of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, an& € jons):
a A current or former officer, director, trustee, or key employee?{f "Y®s," complete Schedule L, Partiv..... 28a X
b A family member of a current or former officer, director, trustee, oéf employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or k byee (or a family member thereof) was an officer,
O 28¢c X
29 | 29 X
30
05> NE
31 Did the organization liquidate, terminate, or dissolve and cease operations? &
If "Yes," complete Scheaule N, Part! T N 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets@
Schedule N, Partlif O 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under
sections 301.7701-2 and 301.7701-3? If "Yes," complete Schedule R, Part! fuem 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part Il, Ill, of'1V, and
PartV,line1 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V, line2 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule R, Part V, line2 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, PartVI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 19?
Note. All Form 990 filers are required to complete SChedUIE O ... eeeeeeeeeenne 38 | X
Part V| Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in thisParty .~~~ |:|
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a 8
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) WINNINGS 10 PriZE€ WINNEIS? e 1c
832004 12-31-18 Form 990 (2018)
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Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pageb

[Part V| Statements Regarding Other IRS Filings and Tax Compliance (continued)

Yes | No
2a 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 thisreturn .. .. . ... 2a 0
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2b
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)
8a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation in Schedule O 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? = 4a X
b If "Yes," enter the name of the foreign country: >
See instructions for filing requirements for FINnCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? . 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
c If "Yes" to line 5a or 5b, did the organization file Form 8886-T2 5c
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were notgax deductible as charitable contributions? .~ 6a X
b If "Yes," did the organization in¢ with every solicitation an express statement that such contributions or gifts
were not tax deductible? T 6b
7 Organizations that may receive le contributions under section 170(c).
a Did the organization receive a paymentin e f$75 made partly as a contribution and partly for goods and services provided to the payor? | 7a | X
b If "Yes," did the organization notify the r of jhe value of the goods or services provided? . 70 | X
¢ Did the organization sell, exchange, or othe ose of tangible personal property for which it was required
to file Form 82822 ... C") _________________________________________________________________________________________________________ 7c X
d If "Yes," indicate the number of Forms 8282 filed du,e YAl | 7d |
e Did the organization receive any funds, directly or indiP® % ay premiums on a personal benefit contract? 7e X
f Did the organization, during the year, pay premiums, direc(@['> irectly, on a personal benefit contract? 7f X
g [f the organization received a contribution of qualified intellectal pRoperty, did the organization file Form 8899 as required? . | 79
h If the organization received a contribution of cars, boats, airplanefother vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds. Di dongr advised fund maintained by the
sponsoring organization have excess business holdings at any time d Year? 8
9 Sponsoring organizations maintaining donor advised funds. Q
a Did the sponsoring organization make any taxable distributions under sectionNGGPN 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, o& erson? 9b
10 Section 501(c)(7) organizations. Enter: &
a |Initiation fees and capital contributions included on Part Vill, line12 7 4§ 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities O 10b
11 Section 501(c)(12) organizations. Enter: O
a Gross income from members or shareholders /Qq
b Gross income from other sources (Do not net amounts due or paid to other sources against }-’,,
amounts due or received fromthem.) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued duringtheyear ... .. | 12b |
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more than one state? ... 13a
Note. See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans 13b
¢ Enterthe amount of reservesonhand 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? . 14a X
b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O 14b
15 Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or
excess parachute payment(s) dUring the Year? 15 X
If "Yes," see instructions and file Form 4720, Schedule N.
16 |s the organization an educational institution subject to the section 4968 excise tax on net investment income? 16 X
If "Yes," complete Form 4720, Schedule O.
Form 990 (2018)
832005 12-31-18
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Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page6

Part VI | Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" response

to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or note to any line inthis Part VI ...
Section A. Governing Body and Management
Yes | No
1a Enter the number of voting members of the governing body at the end of thetaxyear . . 1a 21
If there are material differences in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committee or similar committee, explain in Schedule O.
b Enter the number of voting members included in line 1a, above, who are independent . ... . .. 1b 19
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 EMIDIOY Y 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? . 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? . 5 X
6 Did the organization have members or stockholders? 6 X
7a Did the organization have memb’ers, stockholders, or other persons who had the power to elect or appoint one or
more members of the governin N 7a X
b Are any governance decisions®f rganization reserved to (or subject to approval by) members, stockholders, or
persons other than the governing ¥ 7b X
8 Did the organization contemporaneously d@
a The governing boaY? 8a | X
b Each committee with authority to act on be J governing body? gb | X
9 Is there any officer, director, trustee, or key emm ligted in Part VII, Section A, who cannot be reached at the
organization’s mailing address? If "Yes, " provide theA and addresses in Schedule O ... . 9 X
Section B. Policies (This Section B requests im‘ormatWNolicies not required by the Internal Revenue Code.)
Y Yes | No
10a Did the organization have local chapters, branches, or affiliate@ ___________________________________________________________________________________ 10a X
b If "Yes," did the organization have written policies and proceduregfjoverning the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the or bn’s exempt purposes? 10b
11a Has the organization provided a complete copy of this Form 990 to all of its governing body before filing the form? | 11a X
b Describe in Schedule O the process, if any, used by the organization to re is Form 990.
12a Did the organization have a written conflict of interest policy? If "No," go to iR AN\, .. 12a | X
b Were officers, directors, or trustees, and key employees required to disclose annually intereSts uld give rise to conflicts? 12b | X
¢ Did the organization regularly and consistently monitor and enforce compliance with @Iicy? If "Yes," describe
in Schedule O how this wasdone ¥ 12¢ | X
13 Did the organization have a written whistleblower policy? O 13 | X
14  Did the organization have a written document retention and destruction policy? 14 | X
15 Did the process for determining compensation of the following persons include a review and appr
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? L,,
a The organization’s CEO, Executive Director, or top management official 15a | X
b Other officers or key employees of the organization 15b | X
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the Year? 16a X
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect t0 SUCh arrangemMENTS? e ieenee 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed »PA,CA,CO,FL,GA,IL,KY,MD,MA,MI,6 MN, NE
18 Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A if applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
Own website |:| Another’s website Upon request |:| Other (explain in Schedule O)
19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization’s books and records P>
THE ORGANIZATION - (215) 849-1260
280 NORTH PROVIDENCE ROAD, NO. 6, MEDIA, PA 19063
832006 12-31-18 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2018)
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Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page?
Part VIlI| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note to any line in this Part VIl

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.

® | ist 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.

® | ist all of the organization’s current key employees, if any. See instructions for definition of "key employee."

® | ist the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee) who received report-
able 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.

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

® | ist all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the 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.

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

(A) (B) © (D) (E) (F)
Name and Title % Average | 4o not df;gfﬁ'oorgth an one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
A week officer and a director/trustee) from from related other
O (list any g the organizations compensation
G’ hours for i . E organization (W-2/1099-MISC) from thg
/ related g § 2 (W-2/1099-MISC) organization
< izations % = g gm and related
m 2 é 5 § E;i 5 organizations
ine HEHHESHE
(1) ALIZA MARLIN @: )
BOARD MEMBER I’\ 0. 0. 0.
(2) ARWA SAIDI 2.007 9,'
BOARD MEMBER ( \ y 0. 0. 0.
(3) BONNIE JOHNSON 2.00 "(
BOARD MEMBER X ) 0. 0. 0.
(4) CAMILLE RICHARDS 2.00 LS)
BOARD MEMBER X R 0. 0. 0.
(5) CINDY HUIE 2.00
VICE CHAIR X X ‘Q 0. 0. 0.
(6) HEATHER ABBOTT 2.00 '6‘
BOARD MEMBER X 7N 0. 0. 0.
(7) JAMIL ABOULHOSN,MD 2.00 |\
BOARD MEMBER X O . 0. 0.
(8) JEFF ISHIDA 2.00 /&
BOARD MEMBER X 0 3L’ 0. 0.
(9) MICHAEL PERNICK 2.00 4
BOARD MEMBER X 0. 0. 0.
(10) PAUL SCHMIDT 2.00
BOARD MEMBER X 0. 0. 0.
(11) RONNY ALTMAN 2.00
BOARD MEMBER X 0. 0. 0.
(12) SUSAN TIMMINS 2.00
BOARD MEMBER X 0. 0. 0.
(13) TED WAGNER 2.00
BOARD MEMBER X 0. 0. 0.
(14) TOM WIX 2.00
BOARD MEMBER X 0. 0. 0.
(15) BARRY MEIL 2.00
BOARD CHAIR X X 0. 0. 0.
(16) BETH COIMBRA 40.00
DIRECTOR OF FINANCE X X 93,750. 0. 1,460.
(17) JOHN C. FERNIE 2.00
IMMEDIATE PAST CHAIR X X 0. 0. 0.
832007 12-31-18 Form 990 (2018)
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Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page8
IPart Vil I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (B) (9] (D) (E) (F)
Name and title Average (do not cfigksmgre-]th an one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(istany |5 the organizations compensation
hours for | 5 = organization (W-2/1099-MISC) from the
related | g | £ Z (W-2/1099-MISC) organization
organizations| £ | £ g (g and related
below ERg - g §§ 5 organizations
(18) KEVIN GORDON 2.00
TREASURER X X 0. 0. 0.
(19) MARK ROEDER 50.00
PRESIDENT/CEO X X 170,872. 0. 6,682.
(20) NICHOLAS POTTEBAUM 2.00
SECRETARY X X 0. 0. 0.
(21) GEORGIA KRIEHBEL ’ 40.00
DIRECTOR OF DEVELOPMENT /\ X 117,035. 0. 3,511.
INJ
/,
p3
L ,
Y
A\ a
e‘/
Q
ib Sub-total g s 381,657. 0.] 11,653.
c Total from continuation sheets to Part VIl, Section A ’ > 0. 0. 0.
d Total (addlines tband 1¢) ... O 381,657. 0.] 11,653.
2 Total number of individuals (including but not limited to those listed abov%eived more than $100,000 of reportable
compensation from the organization P> I\ 2
7 Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or hig&@ompensated employee on
line 1a? If "Yes," complete Schedule J for such individual ¥ AN 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other come rom the organization
and related organizations greater than $150,000? If "Yes," complete Schedule J for such indivi ________________________________ 4 | X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization a@l ual for services
rendered to the organization? If "Yes," complete Schedule J for suchperson ... L S 5 X
Section B. Independent Contractors M
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) (€
Name and business address NONE Description of services Compensation
2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization P> 0
Form 990 (2018)
832008 12-31-18
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Form 990 (2018)

ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 9

Part VIIl [ Statement of Revenue

Check if Schedule O contains a response or note to any line in this Part VIII

(A) (©) (D)
Total revenue Related or Unrelated R?Q’g#}“&%ﬂggfd
exempt function business sections
revenue revenue 512 -514
*2 *2 1 a Federated campaigns . ... ... 1a
g 3 b Membershipdues 1b 11,925.
z,‘f,: ¢ Fundraisingevents . 1c 94,226.
55 d Related organizations 1d
g‘% e Government grants (contributions) 1e
.g - f All other contributions, gifts, grants, and
3s similar amounts not included above 1f[1,959,668.
g% g Noncash contributions included in lines 1a-1f: $
OG| h Total.Addlines1a-1f ... » 2,065,819.
Business Code|
¢ | 2a PROGRAM AND EVENTS 900099 105,118.] 105,118.
58| ° %
n z:, c A
55| d 7~
= . &
a f All other program service reven'L@i
g Total.Addlines2a2f .. - {, ____________________ » [ 105,118.
3 Investment income (including dividen (
other similaramounts) N 14,761. 14,761.
4 Income from investment of tax-exempt bond pgb
5 Royalties ...
(i) Real
6 a Grossrents
b Less:rental expenses
¢ Rentalincome or (loss) O
d Netrentalincomeor (loss) ........................ 2 0
7 a Gross amount from sales of (i) Securities (ii) Other \J 0
assets other than inventory
b Less: cost or other basis %\
and sales expenses . 3
¢ Gainor(oss) O
d Netgain or (I0SS) .........ooccooioieoee o > N\
o 8 a Gross income from fundraising events (not U
g including $ 94,226. of A
é contributions reported on line 1c). See k,
5 PartIV,line18 a| 25,138. £
g b Less:directexpenses ... . ... b[105,195.
¢ Net income or (loss) from fundraising events  ............... > -80,057. -80,057.
9 a Gross income from gaming activities. See
Part IV, line19 a
b Less: direct expenses b
¢ Net income or (loss) from gaming activities ... >
10 a Gross sales of inventory, less returns
and allowances a
b Less:costofgoodssold .. ... ... b
c Net income or (loss) from sales of inventory ................. »
Miscellaneous Revenue Business Code|
11 a MISCELLANEOUS REVENUE 624100 148. 148.
b
c
d Al otherrevenue
e Total. Add lines 11a-11d > 148.
12  Total revenue. See instructions » [2,105,789.] 105,118. 0.l -65,148.
832009 12-31-18 Form 990 (2018)
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Form 990 (2018)

ADULT CONGENITAL HEART ASSOCIATION

04-3447959 page10

[ Part IX | Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).

Check if Schedule O contains a response or note to any line inthis Part IX ... ... |
Do not include amounts reported on lines 6b, Total e(Qr))enses Prograg?)service Management and Func(ilraa)ising
7b, 8b, 9b, and 10b of Part VIII. expenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part 1V, line 21
2 Grants and other assistance to domestic
individuals. See Part IV, line22
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 264,622, 105,849. 116,055. 42,718.
6 Compensation notincluded above, to disqualified
persons (as defined under section @58(1‘)(1)) and
persons described in section 4958( B)
7 Othersalariesandwages ¢ ™yp 961,397. 715,584. 12,677. 233,136.
8 Pension plan accruals and contributionf{(in
section 401(k) and 403(b) employer contri@) 18,340. 10,500. 1,169. 6,671.
9 Other employee benefits ( 126,8600 84,996- 13,320. 28,544.
10 Payrolitaxes ™ T\ 104,961. 70,324. 11,021. 23,616.
11 Fees for services (non-employees): ‘- °
a Management
b Legal - EYER 12,249. 1,366. 2,964.
c Accounting . M ’, 80. 9,550- 1,492. 3,238.
d Lobbying l%gi,4i)§. 106,408.
e Professional fundraising services. See Part IV, ling 17 ~/
f Investment managementfees . . . . ... A
g Other. (If line 11g amount exceeds 10% of line 25, \-®
column (A) amount, list line 11g expenses on Sch 0.) 167,996.|\J/149,410. 5,119. 13,467.
12 Advertising and promotion .. VA
13 Officeexpenses 15,2180 'w 28. 1,499. 2,691.
14 Information technology =~ 63,056. 4 h [35. 689. 21,232.
15  Royalties ~
16 OCCUPaNCY 39,340- 26,3@'\ 4,111. 8,919.
17 Travel 95,046- 80,477 599. 13,970.
18 Payments of travel or entertainment expenses &
for any federal, state, or local public officials | "
19 Conferences, conventions, and meetings 77,951. 42,265. i 'I, 472. 34,214,
20 Interest
21 Payments to affiliates .. .. ...
22 Depreciation, depletion, and amortization 20, 346. 17,228. 984. 2,134,
23 Insurance 5,199- 3,477- 543. 1,179.
24 Other expenses. ltemize expenses not covered
above. (List miscellaneous expenses in line 24e. If line
24e amount exceeds 10% of line 25, column (A)
amount, list line 24e expenses on Schedule 0.)
a PRINTING 253,154, 179,257. 2,049. 71,848.
b BANKING AND OTHER FEES 115,870. 74,031. 41,839.
¢ POSTAGE 14,672. 9,605. 369. 4,698.
d LICENSES AND SUBSCRIPTI 7,892. 5,278. 825. 1,789.
e All other expenses 6,540. 4,374, 683. 1,483.
25 Total functional expenses. Add lines 1 through 24e 2,495,727.] 1,759,335. 176,042. 560, 350.
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 > l:l if following SOP 98-2 (ASC 958-720)
832010 12-31-18 Form 990 (2018)
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Form 990 (2018)

ADULT CONGENITAL HEART ASSOCIATION

04-3447959 page 11

[ Part X [ Balance Sheet

Check if Schedule O contains a response or note to any line in this Part X

832011 12-31-18

16500513 131844 097-10210800
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(A) (B)
Beginning of year End of year
1 Cash-non-interest-bearing 193,199.] 1 465,888.
2 Savings and temporary cash investments 1,175,951.] 2 106, 385.
3 Pledges and grants receivable, net 122,526.[ 3 30,861.
4 Accounts receivable, net 4
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of ScheduleL 5
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 contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
i) employees’ beneficiary organizations (see instr). Complete Part Il of SchL 6
§ 7 Notes and loans receivable, net 7
< 8 Inventories for sale or usg, 8
9 Prepaid expenses and de 32,401.[ o 45,546.
10a Land, buildings, and eq
basis. Complete Part VI of SkhegflaD 105,458.
b Less: accumulated depreciation N o ... 80,744. 35,654.( 10c 24,714.
11 Investments - publicly traded secur 270,238.[ 11 602,318.
12  Investments - other securities. See Pa 12
13 Investments - program-related. See Part | 13
14 Intangibleassets . 14
15 Other assets. See Part IV, line 11 6,000.( 15 6,000.
16 Total assets. Add lines 1 through 15 (must equal ||r'& i 1,835,969.] 16 1,281,712.
17  Accounts payable and accrued expenses . .. ' )y, 213 ’ 862.[ 17 81 ’ 642.
18 Grantspayable 18
19 Deferredrevenue o) 220,845.[ 19 210, 850.
20 Tax-exemptbond liabilties . . .- & _________ 20
21 Escrow or custodial account liability. Complete Part IV of Schedule . 21
b 22 Loans and other payables to current and former officers, directors, tru @
= key employees, highest compensated employees, and disqualified person§.
§ Complete Part Il of ScheduleL Q 22
= |23 Secured mortgages and notes payable to unrelated third parties ya 23
24 Unsecured notes and loans payable to unrelated third parties . .. .. .. \. ;\ 24
25 Other liabilities (including federal income tax, payables to related third U
parties, and other liabilities not included on lines 17-24). Complete Part X of A
Schedule D 25
26 Total liabilities. Add lines 17 through 25 434,70 9 .| 26 292,492.
Organizations that follow SFAS 117 (ASC 958), check here p> ILI and
@ complete lines 27 through 29, and lines 33 and 34.
% 27 Unrestricted net assets 755,107.| 27 571, 385.
S |28 Temporariy restricted net assets 646,155.] 28 417,835.
] 29 Permanently restricted net assets 29
Z Organizations that do not follow SFAS 117 (ASC 958), check here P> |:|
& and complete lines 30 through 34.
% 30 Capital stock or trust principal, or current funds 30
ﬁ 31 Paid-in or capital surplus, or land, building, or equipment fund . 31
% |32 Retained earnings, endowment, accumulated income, or other funds 32
Z |33 Total net assets or fund balances 1 ’ 401 ’ 262.| 33 989 ’ 220.
34 Total liabilities and net assets/fund balances ... 1,835,969.] 34 1,281,712.
Form 990 (2018)

2018.03040 ADULT CONGENITAL HEART ASSO 097-45L1



Form 990 (2018) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page12
Part XI | Reconciliation of Net Assets

Check if Schedule O contains a response or note to any linein this Part XI .. .. |:|
1 Total revenue (must equal Part VIII, column (A), line 12) 1 2,105,789.
2 Total expenses (must equal Part IX, column (A), line 25) 2 2,495,727.
3 Revenue less expenses. Subtract line 2 from linet1 3 -389 ’ 938.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A) .. . 4 1,401,262.
5 Net unrealized gains (losses) on investments 5 -22 ’ 104.
6 Donated services and use of facilities 6
7 INVeStMENt EXPENSES 7
8 Prior period adjustments 8
9 Other changes in net assets or fund balances (explain in ScheduleO) 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
COIUMIN (B)) oo 10 989 ’ 220.
Part XIllIf Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part XII ... [ ]
2, Yes | No
1 Accounting method used to p@the Form 990: |:| Cash Accrual |:| Other
If the organization changed its'm of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial s@ s compiled or reviewed by an independent accountant? 2a X
If "Yes," check a box below to indicat r the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or bofyf.
|:| Separate basis |:| Consolidat |:| Both consolidated and separate basis
b Were the organization’s financial statements au@b an independent accountant? 2 | X
If "Yes," check a box below to indicate whether the aI statements for the year were audited on a separate basis,
consolidated basis, or both:
Separate basis |:| Consolidated basis consolidated and separate basis
c If "Yes" to line 2a or 2b, does the organization have a committe th},assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection o &deendent accountant? 2c | X
If the organization changed either its oversight process or selection’p @ s during the tax year, explain in Schedule O.
3a As aresult of a federal award, was the organization required to underg® 8p Qu¥it or audits as set forth in the Single Audit
Act and OMB Circular A-133? Q ______________________________________________________________ 3a X
b If "Yes," did the organization undergo the required audit or audits? If the orgaN &
or audits, explain why in Schedule O and describe any steps taken to undergo sOCHI®UGRS  .............................................. 3b
'&ﬁ‘ Form 990 (2018)
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SCHEDULE A OMB No. 1545-0047

(Form 990 or 990-EZ)

Public Charity Status and Public Support
Complete if the organization is a section 501(c)(3) organization or a section 20 1 8
4947(a)(1) nonexempt charitable trust.

Department of the Treasury > Attach to Form 990 or Form 990-EZ. Open to Public

Internal Revenue Service P> Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

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

I Part | I Reason for Public Charity Status (Al organizations must complete this part.) See instructions.

The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)

1

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

|:| A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990 or 990-EZ).)

2
3 []
4

]

000 ®0 0

10

11 ]
]

12

a |:| Type . A supporting organization operated, supervised, or contr'®

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

A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the hospital’'s name,
city, and state:

An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)(1)(A)(iv). (Complete Part Il.)

A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v)-

An organization that norm;ﬂy receives a substantial part of its support from a governmental unit or from the general public described in
section 170(b)(1)(A)(vi). (C lete Part Il.)

A community trust describe ection 170(b)(1)(A)(vi). (Complete Part Il.)

An agricultural research orgar§zajy gescribed in section 170(b)(1)(A)(ix) operated in conjunction with a land-grant college

or university or a non-land-grant f agriculture (see instructions). Enter the name, city, and state of the college or

university: P

An organization that normally receives)({ than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - ject i' certain exceptions, and (2) no more than 33 1/3% of its support from gross investment

income and unrelated business taxable income section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part Ill.)

An organization organized and operated exclusively tQ t public safety. See section 509(a)(4).

An organization organized and operated exclusively for ti§e b it of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section @09(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in
lines 12a through 12d that describes the type of supporting o on and complete lines 12¢, 12f, and 12g.

its supported organization(s), typically by giving

jority of the directors or trustees of the supporting

the supported organization(s) the power to regularly appoint or ele
organization. You must complete Part IV, Sections A and B.

control or management of the supporting organization vested in the same pe

b |:| Type Il. A supporting organization supervised or controlled in connection Wi &ppor’ced organization(s), by having

c |:| Type lll functionally integrated. A supporting organization operated in connection @

d |:| Type lll non-functionally integrated. A supporting organization operated in connection wit

that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

functionally integrated with,
pd E.

its supported organization(s) (see instructions). You must complete Part IV, Sections
Eypported organization(s)
that is not functionally integrated. The organization generally must satisfy a distribution requirem: d an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V. ’

e |:| Check this box if the organization received a written determination from the IRS that it is a Type I, Type Il, Type llI

-

Enter the number of supported organizations

functionally integrated, or Type Il non-functionally integrated supporting organization.

g Provide the following information about the supported organization(s).

(i) Name of supported (i) EIN (iiii) Type of organization | (V)s e organizaton sted |~ (v) Amount of monetary (vi) Amount of other

in your governing document?

organization (described on lines 1-10 Yes No support (see instructions) |support (see instructions)

above (see instructions))

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 832021 10-11-18  Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page2
Partll| 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 Ill. If the organization
fails to qualify under the tests listed below, please complete Part Ill.)

Section A. Public Support
Calendar year (or fiscal year beginning in) p» (a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) 2018 (f) Total
1 Gifts, grants, contributions, and

membership fees received. (Do not
include any "unusual grants.") 1,925,124, 2,105,393, 2,187,839, 2,281,603, 1,985,762, 10,485,721,

2 Tax revenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf

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

4 Total. Add lines 1 through 3 1,925,124, 2,105,393, 2,187,839, 2,281,603, 1,985,762, 10,485,721,

5 The portion of total contributions
by each person (other than a 2,
governmental unit or publicly
supported organization) includ

4
on line 1 that exceeds 2% of the </
amount shown on line 11, @
/4D

covmn(@® 1,763,639,
6 Public support. Subtract line 5 from line 4. \//\ 8,722,082,
= v
Section B. Total Support W .
Calendar year (or fiscal year beginning in) | (a)2014 A ) (b) 2015 (c) 2016 (d) 2017 (e) 2018 (f) Total
7 Amounts fromline4 1,925,124 /2305,393.]  2,187,839.] 2,281,603.] 1,985 6762.[ 10,485,721,
v J

dividends, payments received on

8 Gross income from interest, 0 O

securities loans, rents, royalties, {
and income from similar sources 4,656. 5,0 r3 6,353. 9,528. 14,761. 40,378.

9 Net income from unrelated business N

(Y
activities, whether or not the
business is regularly carried on 0. 500.

10 Other income. Do not include gain 4

or loss from the sale of capital §'

assets (Explain in Part VI) 213. 158. 940. 148. 1,459.
11 Total support. Add lines 7 through 10 C’,\ 10,528,058,
12 Gross receipts from related activities, etc. (see instructions) NN 12 | 606,416.
13 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year tion 501(c)(3)

organization, check this box and stop here ... e | |:|
Section C. Computation of Public Support Percentage M
14 Public support percentage for 2018 (line 6, column (f) divided by line 11, column (f)) ... ... 14 82.85 %
15 Public support percentage from 2017 Schedule A, Part Il, line 14 15 78.83 %
16a 33 1/3% support test - 2018. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization | 4

b 33 1/3% support test - 2017. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization | 4 |:|

17a 10% -facts-and-circumstances test - 2018. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization ... . . . ... > |:|
b 10% -facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the
organization 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 line 13, 16a, 16b, 17a, or 17b, check this box and see instructions

Schedule A (Form 990 or 990-EZ) 2018

832022 10-11-18
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Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pages
Part lll | Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please complete Part I1.)
Section A. Public Support
Calendar year (or fiscal year beginning in) p> (a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) 2018 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the
organization’s tax-exempt purpose

3 Gross receipts from activities that
are not an unrelated trade or bus-

iness under section 513

4 Tax revenues levied for the organ-
ization’s benefit and either paidp
or expended on its behalf

5 The value of services or facilitie

y/
furnished by a governmental unit to(/:
y 2

the organization without charge
6 Total. Add lines 1 through5 ...

2
7a Amounts included on lines 1, 2, and \@

~

3 received from disqualified persons

b Amounts included on lines 2 and 3 received
from other than disqualified persons that

A)
exceed the greater of $5,000 or 1% of the /0
QO

amount on line 13 for the year

cAddlines7aand7b ... '( ) Vs
8 Public support. (sutractline 7¢ from line 6. ‘/
Section B. Total Support N
Calendar year (or fiscal year beginning in) | (a) 2014 ) 2015 ¥, CF) 2016 (d) 2017 (e) 2018 (f) Total
9 Amounts fromline6 . . \)/ P

securities loans, rents, royalties,
and income from similar sources

b Unrelated business taxable income ~
(less section 511 taxes) from businesses

acquired after June 30, 1975 O
¢ Add lines 10a and 10b &.
11 Net income from unrelated business k
activities not included in line 10b, 4
whether or not the business is
regularly carriedon
12 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part VI.) ...
13 Total support. (add lines 9, 10c, 11, and 12.)

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

10a Gross income from interest, V.
dividends, payments received on &

Check this bOX and STOP NEIre ... ... ... e | |:|
Section C. Computation of Public Support Percentage
15 Public support percentage for 2018 (line 8, column (f), divided by line 13, column (f)) . 15 %
16 Public support percentage from 2017 Schedule A, Part lll, ine 15 ... 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2018 (line 10c, column (f), divided by line 13, column (f)) . 17 %
18 Investment income percentage from 2017 Schedule A, Part Ill, line 17 18 %

19a 33 1/3% support tests - 2018. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organizaton >
b 33 1/3% support tests - 2017. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organization = > |:|
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ........................ | |:|
832023 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pagea
Part IV| Supporting Organizations
(Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12c of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations

Yes | No

1 Are all of the organization’s supported organizations listed by name in the organization’s governing
documents? If "No," describe in Part VI how the supported organizations are designated. If designated by
class or purpose, describe the designation. If historic and continuing relationship, explain. 1

2 Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)? If "Yes," explain in Part VI how the organization determined that the supported
organization was described in section 509(a)(1) or (2). 2

3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If "Yes," answer
(b) and (c) below. 3a

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes, " describe in Part VI when and how the
organization made the determi@tion. 3b

¢ Did the organization ensure tthpport to such organizations was used exclusively for section 170(c)(2)(B)

4a Was any supported organization n§t g ized in the United States ("foreign supported organization")? If
"Yes," and if you checked 12a or 12b i I, answer (b) and (c) below. 4a

purposes? If "Yes," explain in Par &at controls the organization put in place to ensure such use. 3c

b Did the organization have ultimate contro
supported organization? If "Yes," describe i
despite being controlled or supervised by or in

d djscretion in deciding whether to make grants to the foreign
%‘how the organization had such control and discretion

ectign with its supported organizations. 4b
¢ Did the organization support any foreign supported ation that does not have an IRS determination

under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes, ™® IgeiQ Part VI what controls the organization used

to ensure that all support to the foreign supported organiz&i used exclusively for section 170(c)(2)(B)

purposes. 4c
5a Did the organization add, substitute, or remove any supported orfzations during the tax year? If "Yes,"

answer (b) and (c) below (if applicable). Also, provide detail in Part W, ing (i) the names and EIN

numbers of the supported organizations added, substituted, or removet®®(j reasons for each such action;

(iii) the authority under the organization's organizing document authorizing

@on; and (iv) how the action
was accomplished (such as by amendment to the organizing document). 5a
ss already

b Type | or Type Il only. Was any added or substituted supported organization pa
designated in the organization’s organizing document? 5b
¢ Substitutions only. Was the substitution the result of an event beyond the organization’s @I? 5¢c
6 Did the organization provide support (whether in the form of grants or the provision of serv ilities) to
anyone other than (j) its supported organizations, (i) individuals that are part of the charitable c@
benefited by one or more of its supported organizations, or (jii) other supporting organizations that@
support or benefit one or more of the filing organization’s supported organizations? If "Yes," provide de#'m‘,,
Part VI. 6
7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(as defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? If "Yes," complete Part | of Schedule L (Form 990 or 990-EZ). 7
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 7?
If "Yes," complete Part | of Schedule L (Form 990 or 990-EZ). 8
9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described
in section 509(a)(1) or (2))? If "Yes," provide detail in Part VI. 9a
b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? If "Yes," provide detail in Part VI. 9b
c Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? If "Yes," provide detail in Part VI. 9¢c
10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type Il supporting organizations, and all Type Ill non-functionally integrated
supporting organizations)? If "Yes," answer 10b below. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.) 10b
832024 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pages
[Part IV [ Supporting Organizations -,ntinueq)

Yes | No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)
below, the governing body of a supported organization? 11a

b A family member of a person described in (a) above? 11b
c A 35% controlled entity of a person described in (a) or (b) above?!f "Yes" to g, b, or ¢, provide detail in Part VI. 11c
Section B. Type | Supporting Organizations

Yes | No

1 Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization’s directors or trustees at all times during the
tax year? If "No," describe in Part VI how the supported organization(s) effectively operated, supervised, or
controlled the organization's activities. If the organization had more than one supported organization,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 1

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, s;})ervised, or controlled the supporting organization? If "Yes," explain in
Part VI how providing such ben arried out the purposes of the supported organization(s) that operated,
supervised, or controlled the s&g organization. 2

Section C. Type Il Supporting @rgshjzations

Yes | No

1 Were a majority of the organization’s dire
or trustees of each of the organization’s su
or management of the supporting organization
the supported organization(s).

Section D. All Type lll Supporting Organizati ~
)

rs optrustees during the tax year also a majority of the directors
rganization(s)? If "No," describe in Part VI how control
ve7#§in the same persons that controlled or managed

Yes | No

1 Did the organization provide to each of its supported organiza@ y the last day of the fifth month of the
organization’s tax year, (i) a written notice describing the type andgmount of support provided during the prior tax
year, (i) a copy of the Form 990 that was most recently filed as of tRe| @ of notification, and (iii) copies of the

§extent not previously provided? 1

organization’s governing documents in effect on the date of notificatio

2 Were any of the organization’s officers, directors, or trustees either (i) appdua Qelected by the supported
organization(s) or (i) serving on the governing body of a supported organizati ," explain in Part VI how
the organization maintained a close and continuous working relationship with the Sy, d organization(s). 2
3 By reason of the relationship described in (2), did the organization’s supported orga@s have a
significant voice in the organization’s investment policies and in directing the use of the or@tion's
income or assets at all times during the tax year? If "Yes," describe in Part VI the role the o (g 's
supported organizations played in this regard. 6 3
Section E. Type lll Functionally Integrated Supporting Organizations /0,
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the instructions).
a |:| The organization satisfied the Activities Test. Complete line 2 below. ’
b |:| The organization is the parent of each of its supported organizations. Complete line 3 below.
c |:| The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).
2 Activities Test. Answer (a) and (b) below. Yes | No
a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? If "Yes," then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,

how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities. 2a
b Did the activities described in (a) constitute activities that, but for the organization’s involvement, one or more
of the organization’s supported organization(s) would have been engaged in? If "Yes," explain in Part VI the
reasons for the organization's position that its supported organization(s) would have engaged in these
activities but for the organization's involvement. 2b
3 Parent of Supported Organizations. Answer (a) and (b) below.

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part VI. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? /f "Yes," describe in Part VI the role played by the organization in this regard. 3b
832025 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
17

16500513 131844 097-10210800 2018.03040 ADULT CONGENITAL HEART ASSO 097-45L1



Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION

04-3447959 page6

[Part V | Type IIl Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 |:| Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI.) See instructions. All
other Type lll non-functionally integrated supporting organizations must complete Sections A through E.

Section A - Adjusted Net Income

(A) Prior Year

(B) Current Year

(optional)
1 Net short-term capital gain 1
2 Recoveries of prior-year distributions 2
3 Other gross income (see instructions) 3
4 Add lines 1 through 3 4
5 Depreciation and depletion 5
6 Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income (see instructions) 6
7 Other expenses (see instructions) 7
8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8
. .. } (B) Current Year
Section B - Minimum Asset Amoun; (A) Prior Year (optional)
1 Aggregate fair market value of &n-exempt-use assets (see
instructions for short tax year r a held for part of year):
a Average monthly value of securitie! / 1a
b Average monthly cash balances 1b
¢ Fair market value of other non-exempt- us{se;s 1c
d Total (add lines 1a, 1b, and 1¢) 1d
e

Discount claimed for blockage or other k,
factors (explain in detail in Part VI):

2 Acquisition indebtedness applicable to non-exempt-LWQt\

3 Subtract line 2 from line 1d (\ ’

4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 for re amount,
see instructions) /

5 Net value of non-exempt-use assets (subtract line 4 from line 3)

6  Multiply line 5 by .035 , 0

7 Recoveries of prior-year distributions \)/

8 Minimum Asset Amount (add line 7 to line 6)

Section C - Distributable Amount

R

Current Year

o m.hwm-s’%c Noa|s w|d

1 Adjusted net income for prior year (from Section A, line 8, Column A) 7\
2 Enter 85% of line 1 \ N
3 Minimum asset amount for prior year (from Section B, line 8, Column A) U
4 Enter greater of line 2 or line 3 & 2
5 Income tax imposed in prior year S
6 Distributable Amount. Subtract line 5 from line 4, unless subject to M
emergency temporary reduction (see instructions)
7 I_l Check here if the current year is the organization’s first as a non-functionally integrated Type Ill supporting organization (see

instructions).

832026 10-11-18
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Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page7

[PartV | Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations /ontinued)

Section D - Distributions Current Year

1

Amounts paid to supported organizations to accomplish exempt purposes

2

Amounts paid to perform activity that directly furthers exempt purposes of supported

organizations, in excess of income from activity

Administrative expenses paid to accomplish exempt purposes of supported organizations

Amounts paid to acquire exempt-use assets

Qualified set-aside amounts (prior IRS approval required)

Other distributions (describe in Part VI). See instructions.

Total annual distributions. Add lines 1 through 6.

0 N|(o |0 ]|hd|W

Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.

©

Distributable amount for 2018 from Section C, line 6

10

Line 8 amount divided by line 9 amount

Section E - Distribution Allocations (see instructions)

2,

U]

Excess Distributions

(ii)
Underdistributions
Pre-2018

(iii)
Distributable
Amount for 2018

1

Distributable amount for 2018 fWection C, line 6

2 Underdistributions, if any, for

able cause required- explain in Par!

3 Excess distributions carryover, if any,

eal or to 2018 (reason-
@ instructions.

From 2013

J°3
A=/

From 2014

y
N

From 2015

AR

From 2016

)

From 2017

N

Total of lines 3a through e

C

Applied to underdistributions of prior years

ST |(™|o |a|0 (T |

Applied to 2018 distributable amount

Carryover from 2013 not applied (see instructions)

(—

Remainder. Subtract lines 3g, 3h, and 3i from 3f.

H

Distributions for 2018 from Section D,

line 7:

$

Q

Applied to underdistributions of prior years

=3

Applied to 2018 distributable amount

(3]

Remainder. Subtract lines 4a and 4b from 4.

Remaining underdistributions for years prior to 2018, if

any. Subtract lines 3g and 4a from line 2. For result greater

than zero, explain in Part VI. See instructions.

Remaining underdistributions for 2018. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in

Part VI. See instructions.

Excess distributions carryover to 2019. Add lines 3j

and 4c.

Breakdown of line 7:

Excess from 2014

Excess from 2015

Excess from 2016

Excess from 2017

o [Q |0 |T|®

Excess from 2018

832027 10-11-18
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Schedule A (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pages

Part VI | Supplemental Information. Provide the explanations required by Part Il, line 10; Part II, line 17a or 17b; Part Ill, line 12;
Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 93, 9b, 9¢c, 11a, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,
Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.
(See instructions.)

SCHEDULE A, PART II, LINE 10, EXPLANATION FOR OTHER INCOME:

MISCELLANEOUS REVENUE

Vs
N
INJ
o4
p
e
%
%
O
¢
y
(g
{ <(\
&
L,
832028 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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SCHEDULE C Political Campaign and Lobbying Activities OMB No. 15450047

(Form 990 or 990-EZ) 20 1 8
For Organizations Exempt From Income Tax Under section 501(c) and section 527
Department of the Treasury > Complete if the organization is described below. P> Attach to Form 990 or Form 990-EZ. Open to P_ublic
Internal Revenue Service P> Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

If the organization answered "Yes," on 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," on Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part II-A. Do not complete Part 1I-B.
® Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B. Do not complete Part II-A.
If the organization answered "Yes," on Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions) or Form 990-EZ, Part V, line 35¢c (Proxy
Tax) (see separate instructions), then

® Section 501(c)(4), (5), or (6) organizations: Complete Part Ill.
Name of organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959
[PartI-A| Complete if the grganization is exempt under section 501(c) or is a section 527 organization.
[

1 Provide a description of the ordani24y#n’s direct and indirect political campaign activities in Part IV.
2 Political campaign activity expenditqe:
3 Volunteer hours for political campaign

y 2
[Part I-B| Complete if the organizathfesxempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by tﬂe,or'ga ization under section 4955 . | )
2 Enter the amount of any excise tax incurred by orga managers under section4955 > $
3 If the organization incurred a section 4955 tax, did it file 20 for this year? I_l No

4a Was a correction made?

b If "Yes," describe in Part IV.
[PartI-C| Complete if the organization is exempt dhg!? section 501(c), except section 501(c)(3)-

1 Enter the amount directly expended by the filing organization for se&i exempt function activities >3

2 Enter the amount of the filing organization’s funds contributed to other ions for section 527
exempt function activities NI
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Fori
1= < M b
4 Did the filing organization file Form 1120-POL for thisyear? €N I_l No
5 Enter the names, addresses and employer identification number (EIN) of all section 527 poli rganizations to which the filing organization
made payments. For each organization listed, enter the amount paid from the filing organiza@ mQds. Also enter the amount of political
contributions received that were promptly and directly delivered to a separate political organiza h as a separate segregated fund or a
political action committee (PAC). If additional space is needed, provide information in Part IV. A

)
(a) Name (b) Address (c) EIN (d) Amourﬁfrom (e) Amount of political
filing org nizafi®h’s contributions received and
funds. If none, enter -0-. promptly and directly

delivered to a separate
political organization.
If none, enter -0-.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2018
LHA
832041 11-08-18
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Schedule C (Form 990 or 990-E2) 2018 ADULT CONGENITAL HEART ASSOCIATION

04-3447959 Page2

Part I-AT Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under

section 501(h)).

A Check P I_l if the filing organization belongs to an affiliated group (and list in Part IV each affiliated group member’s name, address, EIN,

expenses, and share of excess lobbying expenditures).
B Check P> |:| if the filing organization checked box A and "limited control" provisions apply.

Limits on Lobbying Expenditures
(The term "expenditures" means amounts paid or incurred.)

(a) Filing
organization’s
totals

(b) Affiliated group
totals

Total lobbying expenditures to influence public opinion (grass roots lobbying)

Total lobbying expenditures to influence a legislative body (direct lobbying)
Total lobbying expenditures (add lines 1a and 1b)
Other exempt purpose expenditures
Total exempt purpose expenditures (add lines 1c and 1d)
Lobbying nontaxable amount. Enter the amount from the following table in both columns.

If the amount on line 1e, column (a) 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 $1,900,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not over $ 0,000 $175,000 plus 10% of the excess over $1,000,000
Over $1,500,000 but not over $1/%¢1#,000 $225,000 plus 5% of the excess over $1,500,000.

Over $17,000,000 / $1,000,000.
D,
g Grassroots nontaxable amount (enter 23@

h Subtract line 1g from line 1a. If zero or less, B
i Subtract line 1f from line 1c. If zero or less, entQ__ )
j If there is an amount other than zero on either line 1@

reporting section 4911 tax for this year?

- ® 0 O T o

1)

4-Year Avevr% riod Under Section 501(h)
(Some organizations that made a section 501( ec¥on do not have to complete all of the five columns below.
See the separate ins' ons for lines 2a through 2f.)

@Year Averaging Period
AN 4
(b) 2016 V4
/))
Q A
,
/ »

Lobbying Expenditures

Calendar year

(or fiscal year beginning in) (a) 2015

(c) 2017 (d) 2018 (e) Total

N

2a Lobbying nontaxable 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

Schedule C (Form 990 or 990-EZ) 2018
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Schedule C (Form 990 or 990-E2) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Pages
Part I-B| Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).

For each "Yes," response on lines 1a through 1i below, provide in Part IV a detailed description (a) (b)
of the lobbying activity. Yes No Amount
1 During the year, did the filing organization attempt 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? X
b Paid staff or management (include compensation in expenses reported on lines 1c through 1i)? X
¢ Media advertisements? X
d Mailings to members, legislators, or the public? X
e Publications, or published or broadcast statements? X
f Grants to other organizations for lobbying purposes? X
g Direct contact with legislators, their staffs, government officials, or a legislative body? X 106,408.
h Rallies, demonstrations, semmgs conventions, speeches, lectures, or any similar means? X
i Other activities? A _____________________________________________________________________________________________ X
j Total. Addlines icthrough1i® ™, 106,408.
2a Did the activities in line 1 cause th or ggation to be not described in section 501(c)(3)? .. X
b If "Yes," enter the amount of any tax i under section4912
c If "Yes," enter the amount of any tax |ncu{ rganization managers under section 4912 .
If the filing organization incurred a section |d it file Form 4720 for thisyear? ..................
Part IlI-A| Complete if the organlzatlon pt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).
N Yes No
1 Were substantially all (90% or more) dues received nondeQu&ibla by members? 1
2 Did the organization make only in-house lobbying expenditureq of 000 or less? . 2
3 Did the organization agree to carry over lobbying and political cangfaign activity expenditures from the prior year? 3

Part llI-B| Complete if the organization is exempt under,
501(c)(6) and if either (a) BOTH Part llI-A, lines
answered "Yes."

1 Dues, assessments and similar amounts from members v __________________________________________ 1
2 Section 162(e) nondeductible lobbying and political expenditures (do not includQ s of political
expenses for which the section 527(f) tax was paid). &
a Currentyear e N 2a
b Carryover from last Year O ______________________ 2b
Total N _ _________________ 2c
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e) dues A _____________ 3
4 If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the exces 2,
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political
EXPENAIIUIE MEXE YA Y 4
Taxable amount of lobbying and political expenditures (see instructions) .. ... 5

|Part IV | Supplemental Information
Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part |-C, line 5; Part II-A (affiliated group list); Part II-A, lines 1 and 2 (see
instructions); and Part II-B, line 1. Also, complete this part for any additional information.

PART II-B, LINE 1, LOBBYING ACTIVITIES:

ACHA ALSO WORKED WITH OTHERS TO SUPPORT THE 2010 PASSAGE OF THE

CONGENITAL

HEART FUTURES ACT FOR THE UNITED STATES TO INVEST IN MORE RESEARCH AND

PUBLIC HEALTH SURVEILLANCE TO IMPROVE THE LIFELONG WELL-BEING OF

CONGENITAL HEART PATIENTS. ACHA CONTINUES TO WORK TO ENSURE THAT THE
Schedule C (Form 990 or 990-EZ) 2018

832043 11-08-18
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Schedule C (Form 990 or 990-E2) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page4
[Part IV | Supplemental Information (continued)

PROVISIONS OUTLINED IN THIS NEW LAW ARE ADEQUATELY FUNDED AND

APPROPRIATELY IMPLEMENTED.

A,
V y
Ko
O
<

Schedule C (Form 990 or 990-EZ) 2018
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. . OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements

(Form 990) P> Complete if the organization answered "Yes" on Form 990, 20 1 8
PartlV, line 6,7, 8,9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. o Publi

Department of the Treasury P> Attach to Form 990. pen tO_ ublic

Internal Revenue Service P>Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Partl | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.Complete if the
organization answered "Yes" on Form 990, Part 1V, line 6.

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

Total number atend ofyear . .
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)

Aggregate value at end of year

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

a b ON =

6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring

impermissible private DENETIt? g ... |:| Yes |:| No
[Part Il | Conservation Easeépagnts. Complete if the organization answered "Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservation eaSel held by the organization (check all that apply).

Preservation of land for publig u _g., recreation or education) |:| Preservation of a historically important land area
|:| Protection of natural habitat é Preservation of a certified historic structure
|:| Preservation of open space Q
2 Complete lines 2a through 2d if the organizatj a qualified conservation contribution in the form of a conservation easement on the last
day of the tax year. @ Held at the End of the Tax Year
Total number of conservation easements 2a

Total acreage restricted by conservation easements 2b
2c

Number of conservation easements on a certified historic §r included in (a)

/06, and not on a historic structure

o 0 T o

Number of conservation easements included in (c) acquired affer 7
listed in the National Register
3 Number of conservation easements modified, transferred, release
year p>
4 Number of states where property subject to conservation easement is loc
5 Does the organization have a written policy regarding the periodic monitoring\ On, handling of
violations, and enforcement of the conservation easements it holds? ™ |:| Yes |:| No
a<d Q?

2d

6 Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, orcing conservation easements during the year

>
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcirQ ation easements during the year
> O,
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section @ )(B)(i)
and section T70MAB)IN? . [ Jves [INo

9 In Part Xlll, describe how the organization reports conservation easements in its revenue and expense statem,ent, 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 lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yes" on Form 990, Part IV, line 8.

1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part XIlI,
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) Revenue included on Form 990, Part VI, line 1
(ii) Assets included in Form 990, Part X

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

a Revenue included on Form 990, Part VIII, line 1 > $

b Assets included in Form 990, Part X

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2018
832051 10-29-18
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16500513 131844 097-10210800

Schedule D (Form 990) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page2

[Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets(continued)

3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items

(check all that apply):
a |:| Public exhibition d |:| Loan or exchange programs
b |:| Scholarly research e |:| Other

c |:| Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part XIlI.
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? ... |:| Yes |:| No

Part IV | Escrow and Custodial Arrangements. Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

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

on Form 990, Part X? |:| Yes |:| No

b If "Yes," explain the arrangement in Part Xlll and complete the following table:

Amount

BegiNnNINg DalanCe

Additions during the year R

- 0o o O

Distributions during the year A _________________________________________________________________________________________________________
Ending balance

2a Did the organization include an a

b If "Yes," explain the arrangement in P . £ heck here if the explanation has been provided on Part Xill

I Part V I Endowment Funds. Coerthgorganlzatlon answered "Yes" on Form 990, Part IV, line 10.

( rent year (b) Prior year (c) Two years back | (d) Three years back | (e) Four years back
1a Beginning of year balance . ... ‘@r
b Contributons /)
¢ Net investment earnings, gains, and losses \'I/’\
d Grants or scholarships i ’
e Other expenditures for facilities )
and programs '/ Py
f Administrative expenses A
g Endofyearbalance . ... 2 0

C

2 Provide the estimated percentage of the current year end balance (line 1g) @a)) held as:

a Board designated or quasi-endowment p> %
b Permanent endowment p> % @
¢ Temporarily restricted endowment P> % &
The percentages on lines 2a, 2b, and 2¢ should equal 100% . ’O
3a Are there endowment funds not in the possession of the organization that are held and adrNgis, for the organization
by U Yes | No
(1) unrelated organizatioNs A _____________________________ 3a(i)
(i) related Organizations ,, _____________________ 3a(ii)
b If "Yes" on line 3a(ii), are the related organizations listed as required on Schedule R? 3b
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" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.
Description of property (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
1a Land
b Buildings
¢ Leasehold improvements 2 ’ 180. 420. 1 .1 60.
d
e 103,278. 80,324. 22,954,
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10c.) ... > 24,714,

Schedule D (Form 990) 2018
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Schedule D (Form 990) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page3

Part VII| Investments - Other Securities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

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

(1) Financial derivatives . .

(2) Closely-held equity interests

(3) Other

>

)

B

—

,_\,_\
\_/(:

=

— |~ |=
3 |m

G

—

= [

H

Total. (Col. (b) must equal Form 990, Part X, col. (B) line 12.) p»

Part VIIl| Investments - Program Related.
Complete if the organizgpion answered "Yes" on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

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

(1) N

C/
. ~R

(4) ~Z
(5) N/

(6) (W

VN
(7) D)

(8

AN
©) O

Total. (Col. (b) must equal Form 990, Part X, col. (B) line 13.) > -C ),

Part IX | Other Assets. "{
Complete if the organization answered "Yes" on Form 990, amme 11d. See Form 990, Part X, line 15.

(a) Description \/. 0 (b) Book value

(1) N/,

2) \ N

(3) 7V
(4) '(Q‘

(5) Ml

(6) ()

O
(7)
2,

(8

(9

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

Part X | Other Liabiities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25.

1. (a) Description of liability (b) Book value

Federal income taxes

2. Liability for uncertain tax positions. In Part XllI, provide the text of the footnote to the organization’s financial statements that reports the
organization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part Xl |:|

Schedule D (Form 990) 2018
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Schedule D (Form 990) 2018 ADULT CONGENITAL HEART ASSOCIATION

04-3447959 page4

Part XI [ Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" on 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:

Net unrealized gains (losses) on investments
Donated services and use of facilities
Recoveries of prior year grants
Other (Describe in Part XIIl.)
Add lines 2a through 2d
3 Subtract line 2e from line 1

® O 0O T O

-22,104.

1 2,221,385.

137,700.

4  Amounts included on Form 990, Part VIII, line 12, but not on line 1:
Investment expenses not included on Form 990, Part VIIl, line 7b
b Other (Describe in Part XIll.)
c Addlines4aand4b
Total revenue. Add lines 3 and 4ec. (This must equal Form 990, Part I, line 12.)

Q

2e 115,596.

3 2,105,789.

4c 0.

5 2,105,789.

Part XIl | Reconciliation of Expenses per Audited Financial Statements With Expenses per

Complete if the organizgjion answered "Yes" on Form 990, Part 1V, line 12a.

Return.

1 Total expenses and losses pemed financial statements
2 Amounts included on line 1 but n Form 990, Part IX, line 25:
Donated services and use of facilitigs

Prior year adjustments @

Otherlosses
Other (Describe in Part XIIl.)
Add lines 2a through 2d
3 Subtract line 2e from line 1

® O 0O T O

137,700.

1 2,633,427.

Q

Investment expenses not included on Form 990, Part VIII,{n
b Other (Describe in Part XIll.)
¢ Add lines 4a and 4b

2e 137,700.

3 2,495,727.

4c 0.

5 2,495,727.

Total expenses. Add lines 3 and 4c. (This must equal Form 990, Pa l/ne 18.) o
V

| Part Xill| Supplemental Information.

Provide the descriptions required for Part Il lines 3, 5, and 9; Part Ill, lines 1a arM!Cart |V, lines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,

lines 2d and 4b; and Part XII, lines 2d and 4b. Also complete this part to provide an

S

al information.

v

6\

f

C

832054 10-29-18
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SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities OMB No. 1545-0047
(Form 990 or 990-EZ)| Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the 20 1 8
organization entered more than $15,000 on Form 990-EZ, line 6a.
Department of the Treasury P> Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service P> Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Fundraising Activities. Complete if the organization answered "Yes" on Form 990, Part IV, line 17. Form 990-EZ filers are not
required to complete this part.

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.

a Mail solicitations e Solicitation of non-government grants
b |:| Internet and email solicitations f |:| Solicitation of government grants
c |:| Phone solicitations g |:| Special fundraising events

d |:| In-person solicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or
key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? |:| Yes |:| No
b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 b}’the organization.
A

iii) Did v) Amount paid . .
(i) Name and address of individual g N i oie, (iv) Gross receipts t(o %or retainerc)i by) | (Vi) Amount paid
or entity (fundraiser) < (i) Activity have custody | © e h activit fundraiser to (or retained by)
Y coniributions? Y listed in col. (i) organization
p
"’< Yes | No
/N
(U
N
AR
./
N\
¢
\ ) </
-/1\
S
N
W)
«L',
TOMAl o |
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2018
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Schedule G (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 page2
Part Il | Fundraising Events. Complete if the organization answered "Yes" on Form 990, Part IV, line 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
NONE (add col. (a) through
GALA col. (¢)
° (event type) (event type) (total number) ’
>
C
5|1 Grossreceipts | 119,364. 119,364.
2 Less: Contributions 94,226. 94,226.
3 Gross income (line 1 minus line2) ... 25,138. 25,138.
4 Cashprizes
5 Noncash prizes
g ’
- (4
& |6 Rentfaciitycosts ‘A 3,630. 3,630.
8 78]
B |7 Foodand beverages . . O; _____ 25,262. 25,262.
5
8 Entertainment ( ) 1 745. 1 ’ 745.
9 Otherdirectexpenses %, 7\ 7 4 558. 74 , 55 8.
10 Direct expense summary. Add lines 4 througkgm cQlumn (d) > 105,195.
11 Net income summary. Subtract line 10 from line aAﬂ ________________________________________________________________________ | -80 ’ 057.

Part lll Gamlng Complete if the organization anst on Form 990, Part 1V, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a. 6

b) Pull tabs/instant . (d) Total gaming (add
. 5L Y, | s
2 (a) Bi / bingo/progressive bingo (c) Other gaming col. (a) through col. (c))
g
4

1 GroSSIeVENUE ......................cccccoveeeeeeeeen 2 0

~¢,
o |2 Cashprizes I\
3 r 4
5 )
2|8 Noncashoprizes .. ... &
L )
©
214 Rent/faciitycosts O,-\
a
A
5 Otherdirectexpenses ... )
L lves % |L_lves % L] %’5 %

6 Volunteerlabor . |:| No |:| No |:| No

7 Direct expense summary. Add lines 2 through 5in column (d) >

8 Net gaming income summary. Subtract line 7 from line 1, column (d) ... |

9 Enter the state(s) in which the organization conducts gaming activities:
a Is the organization licensed to conduct gaming activities in each of these states? I_l Yes I_l No
b If "No," explain:

10a Were any of the organization’s gaming licenses revoked, suspended, or terminated during the taxyear? I_l Yes I_l No
b If "Yes," explain:

832082 10-03-18 Schedule G (Form 990 or 990-EZ) 2018
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Schedule G (Form 990 or 990-E7) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pages

11 Does the organization conduct gaming activities with nonmembers? I_l Yes I_l No
12 |s the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed
to administer charitable gaminNg ? |:| Yes |:| No

13 Indicate the percentage of gaming activity conducted in:
a The organization’s facility

13a %
b AN OULSIAE TG Y 13b %
14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:
Name P>
Address P>
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? l:l Yes l:l No

b If "Yes," enter the amount of gaming revenue received by the organization P> $
of gaming revenue retained by the third party P> $
c If "Yes," enter name and addres;’of the third party:

Name P> A/

Address P>

and the amount

<
16 Gaming manager information: /C\

Name P>

V/
Gaming manager compensation P> $ %
Description of services provided P>

|:| Director/officer |:| Employee |:| Independe%:tor

17 Mandatory distributions:

a Is the organization required under state law to make charitable distributions from the %eeds to
retain the state gaming license? .

______________________________________ |:| Yes |:| No
b Enter the amount of distributions required under state law to be distributed to other exempt org' s or spent in the
organization’s own exempt activities during the tax year » $ A )
|Part IV| Supplemental Information. Provide the explanations required by Part I, line 2b, columns Jiwemd (v); and Part IIl, lines 9, 9b, 10b,
15b, 15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions. ’

832083 10-03-18 Schedule G (Form 990 or 990-EZ) 2018
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Schedule G (Form 990 or 990-E2) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 pagesa

[Part IV | Supplemental Information (continued)

%
V Vi
X6
pa)
~

832084 04-01-18

Schedule G (Form 990 or 990-EZ)

36

16500513 131844 097-10210800 2018.03040 ADULT CONGENITAL HEART ASSO 097-45L1



SCHEDULE J Compensation Information
(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest

OMB No. 1545-0047

Compensated Employees
p Complete if the organization answered "Yes" on Form 990, Part IV, line 23.

2018

Department of the Treasury P> Attach to Form 990. Open to Public

Internal Revenue Service p Go to www.irs.gov/Form990 for instructions and the latest information.

Inspection

Name of the organization

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Employer identification number

[Part ] | Questions Regarding Compensation

1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990,

¢ Participate in, or receive payment from, an equity-based compensation arrd

9

Part VII, Section A, line 1a. Complete Part Il to provide any relevant information regarding these items.
First-class or charter travel |:| Housing allowance or residence for personal use
|:| Travel for companions |:| Payments for business use of personal residence
Tax indemnification and gross-up payments Health or social club dues or initiation fees
|:| Discretionary spending account |:| Personal services (such as maid, chauffeur, chef)

If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of aMf the expenses described above? If "No," complete Part Ill to explain
Did the organization require subs, jation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including"th /Executive Director, regarding the items checked on lineta? ..~
Indicate which, if any, of the following t! organization used to establish the compensation of the organization’s
CEO/Executive Director. Check all that appf- Do got check any boxes for methods used by a related organization to
establish compensation of the CEO/Executiv r, but explain in Part 11l

Compensation committee Cs

|:| Written employment contract
|:| Independent compensation consultant O/ |:| Compensation survey or study

Form 990 of other organizations ®D Approval by the board or compensation committee

organization or a related organization:
Receive a severance payment or change-of-control payment?
Participate in, or receive payment from, a supplemental nonqualified re

During the year, did any person listed on Form 990, Part VI, S@ line 1a, with respect to the filing

geffient?
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amouna h item in Part Il

Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete line .
For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accr@y compensation
contingent on the revenues of:

Te OFQaNIZA  ON %

Any related organization? )
If "Yes" on line 5a or 5b, describe in Part Ill. F,,

For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation

contingent on the net earnings of:

T OFQaANI ZAt ON Y
Any related organization?
If "Yes" on line 6a or 6b, describe in Part 11l

For persons listed on Form 990, Part VI, Section A, line 1a, did the organization provide any nonfixed payments

not described on lines 5 and 6? If "Yes," describe inPartit ...
Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject to the

initial contract exception described in Regulations section 53.4958-4(a)(3)? If "Yes," describe in Part ll|
If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations SECHON 53.4958-6(C)? ...t ettt a e e e e

Yes | No

1b

2
4a X
4b X
4c X
5a X
5b X
6a X
6b X
7 X
8 X

9

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990.

832111 10-26-18
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Schedule J (Form 990) 2018

ADULT CONGENITAL HEART ASSOCIATION

04-3447

959

Page 2

I Part Il I Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported on Schedule J, report compensation from the organization on row (i) and from related organizations, described in the instructions, on row (ji).
Do not list any individuals that aren’t listed on Form 990, Part VII.

Note: The sum of columns (B)(i)-(iii) for each listed individual must equal the total amount of Form 990, Part VI, Section A, line 1a, applicable column (D) and (E) amounts for that individual.

(B) Breakdown of W-2 and/or 1099-MISC compensation

(C) Retirement and

(D) Nontaxable

(E) Total of columns

(F) Compensation

- — other deferred benefits (B)(i)-(D) in column (B)
(A) Name and Ti compersation | ncentive |  reportable |  COTPeNSaOn reported as deferred
compensation compensation
%
(1) MARK ROEDER (i) 170 2. 0. 0. 0. 6,682. 177,554. 0.
PRESIDENT/CEO (ii) R 0. 0. 0. 0. 0. 0.
(i) \/,
(ii N/
(i S\ /-
(ii AR
(i ~ A
(i) S,
(i /
(i) /)
(i ./
(ii S
(i) o
(i Q.
(i (/A
(i) AD
(i) ) <(‘\
(ii) g~
(i C h
(ii)
() /Q
(i) ]
(i %
(ii)
0]

(ii)

U]
(ii)

(ii)

U]
(ii)

832112 10-26-18
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Schedule J (Form 990) 2018 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

I Part Il I Supplemental Information

Provide the information, explanation, or descriptions required for Part |, lines 1a, 1b, 3, 4a, 4b, 4c, 5a, 5b, 6a, 6b, 7, and 8, and for Part Il. Also complete this part for any additional information.

Schedule J (Form 990) 2018
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OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 201 8

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information. .
Department of the Treasury P> Attach to Form 990 or 990-EZ. Open to Public
Internal Revenue Service P> Go to www.irs.gov/Form990 for the latest information. Inspection
Name of the organization Employer identification number
ADULT CONGENITAL HEART ASSOCIATION 04-3447959

FORM 990, PART III, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

ACHA SERVES AND SUPPORTS THE MORE THAN ONE MILLION ADULTS WITH

CONGENITAL HEART DEFECTS, THEIR FAMILIES AND MEDICAL COMMUNITY.

FORM 990, PART III, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:
s

/
HEART TO HEART WHERE @G)ARE: REGIONAL CONFERENCES FOUR REGIONAL

-~

CONFERENCES WERE HELD Iﬁ<;¢}&: SPOKANE, WA; HOLLYWOOD, FL; OMAHA, NE;
b'

AND BERKLEY, CA.

N
EACH REGIONAL CONFERENCE BEGINS’@E&E;A DYNAMIC PARTNERSHIP WITH LOCAL
M@

PATIENTS, PROFESSIONALS, AND INSTTQQE&QNS. THE EVENT IS TAILORED TO

REGIONAL NEEDS AND CAN INCLUDE: AN ES;&‘QIONAL PRESENTATION (TOPICS
\J
INCLUDE ACHA 101, ACHD OVERVIEW, DEFECT S IC INFORMATION, ETC),

GROUP ROUNDTABLE, AND EDUCATION MATERIALS AN <‘ESOURCES. ACHD CARE

N
GUIDELINES ARE REVIEWED AT EVERY SESSION TO ENCOGE;GE LIFELONG CARE.

APPROXIMATELY 509 PATIENTS AND FAMILY MEMBERS WEREK§£€}ED.

,

ACHA WEBINAR PROGRAM: THE ACHA WEBINAR SERIES CONTINUES TO EDUCATE ACHD

PATIENTS AND FAMILIES BY PRESENTING WEBINARS ON VARIOUS INTERESTING AND

TIMELY TOPICS. APPROXIMATELY 2,375 ACHA MEMBERS REGISTERED FOR 16

DIFFERENT WEBINARS IN 2018. IN ADDITION, ARCHIVED WEBINARS ARE

AVAILABLE ON DEMAND ON THE ACHA WEBSITE AND HAVE HAD MORE THAN 7,992

VIEWS IN 2018. NATIONAL EXPERTS SPOKE ON A WIDE RANGE OF TOPICS

INCLUDING WHY IS DENTAL CARE SO IMPORTANT IF YOU HAVE CONGENITAL HEART

DISEASE; WHAT HAPPENS IN THE CATH LAB; COPING WITH GRIEF: LOSS OF A

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2018)
832211 10-10-18

40
16500513 131844 097-10210800 2018.03040 ADULT CONGENITAL HEART ASSO 097-45L1



Schedule O (Form 990 or 990-EZ) (2018) Page 2
Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447959

LOVED ONE; UNDERSTAND GENETICS AND HEREDITY RISK IN CONGENITAL HEART

DISEASE; 2018 ACHA GUIDELINES: WHAT YOU NEED TO KNOW; CONTRACEPTION IN

ADULT CONGENITAL HEART DISEASE; AND ANXIETY MANAGEMENT AND STRESS

REDUCTION IN THE ACHD PATIENT: TECHNIQUES IN ANTICIPATION OF UPCOMING

PROCEDURES. WEBINARS ALSO COVERED TOPICS SUCH AS ACHA ADVOCACY AND

RESEARCH.

2
LIFELONG CARE CAMPA?QN: IN 2018 ACHA, AMBASSADORS AND STAFF PRESENTED

INJ
ON THE IMPORTANCE OF(ﬁggE;ONG CARDIAC CARE AT OVER 26 DIFFERENT EVENTS.

THESE INCLUDED MENDED LFE HEARTS MEETINGS, A COMMUNITY HEALTH FAIR,

N
HOSPITAL CARDIAC CARE MEET S, SUPPORT GROUP MEETINGS AND CONGENITAL

HEART WALKS, A PARTNERSHIP ng;ZﬂﬁE CHILDREN'S HEART FOUNDATION.
v J

HUNDREDS OF CHD PATIENTS AND FAM E®, RECEIVED THIS CAREFULLY CRAFTED

<
MESSAGE. ('3
—§
/A
,
ACHA DISCUSSION FORUM: A BENEFIT OF ACHA ME HIP IS THE ABILITY TO
TAS

PARTICIPATE IN THE ONLINE DISCUSSION FORUM. MORE /AYAN 8,100 MEMBERS

\.
HAVE ACCESS TO THIS FORUM TO DISCUSS ISSUES WITH Oﬁ;;&bMEMBERS IN THE

ACHA COMMUNITY AND TO PROVIDE AND RECEIVE SUPPORT IN AuﬁQpERATED AND

v 0 4

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 111 ACHD CLINICS IN THE UNITED STATES AND CANADA; THE

DIRECTORY CONTINUED TO BE THE ONLY RESOURCE OF ITS KIND AVAILABLE IN

THE UNITED STATES.

PROFESSIONAL PROGRAMS

832212 10-10-18 Schedule O (Form 990 or 990-EZ) (2018)
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ADULT CONGENITAL HEART ASSOCIATION 04-3447959

CONGENITAL HEART DISEASE TRAINING FELLOWSHIPS: IN 2014 ACHA DEVELOPED

AN APPLICATION AND REVIEW PROCESS TO OFFER TRAINING AWARDS TO EITHER

ONE OR TWO INSTITUTIONS WITH A COMMITMENT TO HIGH-QUALITY ADULT

CONGENITAL HEART DISEASE (ACHD) CARE. THESE AWARDS WILL FUND ONE

FELLOWSHIP AT EACH INSTITUTION OR TWO FELLOWSHIP YEARS AT ONE

INSTITUTION WITH A REQUIREMENT OF ACHD LEADERSHIP AND MENTORING

THROUGHOUT THE AWARD PERIOD. FUNDING PRIORITY WILL BE GIVEN TO NEW AND

4,
EMERGING ACHD TRAIN?NG PROGRAMS. FELLOWSHIP AWARDS WERE PROCESSED IN

INJ
2018. THE AWARDS WER(§VEN TO VANDERBILT UNIVERSITY.

THE ADULT CONGENITAL H ASSOCIATION ADULT CONGENITAL HEART DISEASE

N7
ACCREDITATION PROGRAM: IN 4 ACHA AND MEMBERS OF THE MEDICAL ADVISORY

BOARD DEVELOPED A PROCESS FOR REDITATION WITH 99 DIFFERENT PIECES OF
v J

CRITERIA BROKEN INTO NINETEEN DI RENT SECTIONS. THE ACCREDITATION

-

PROGRAM WILL RAISE THE BAR FOR ACHD gm IN THE UNITED STATES,

A4
ENCOURAGING ACHD PROGRAMS TO STRIVE TO ﬁéE%ATHE CRITERIA, WHICH WILL

g
PROVIDE MORE AND MUCH NEEDED RESOURCES TO T OGRAMS AND WILL
-

L

ULTIMATELY BENEFIT THE PATIENT. THROUGH THE ACERBPNTATION PROGRAM WE

(!
ARE ALSO LOOKING FOR ADDITIONAL DATA COLLECTION TO(:aeg THE BENEFIT OF

ACCREDITATION CRITERIA MET IN A PROGRAM SETTING COMPAR TO AN ACHD
4

v

PROGRAM THAT DOESN'T MEET THE NECESSARY CRITERIA. AS OF THE END OF

2018, WE HAD 24 SITES EARNING THE ACHA ACHD ACCREDITATION STATUS AND A

TOTAL OF 42 SITES WHO HAVE GONE THROUGH THE PROCESS (ACCREDITATION FEE,

BUSINESS ASSOCIATE AGREEMENT, SITE VISIT SCHEDULED OR COMPLETED).

FORM 990, PART III, LINE 4B, PROGRAM SERVICE ACCOMPLISHMENTS:

CONGRESSIONAL MEMBERS.

FORM 990, PART VI, SECTION B, LINE 11B:
832212 10-10-18 Schedule O (Form 990 or 990-EZ) (2018)
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ADULT CONGENITAL HEART ASSOCIATION 04-3447959

THE AUDIT COMMITTEE REVIEWS, IN DETAIL, THE DRAFT FORM 990 WITH THE

INTERNAL ACCOUNTANT. AFTERWARD, A DRAFT COPY OF THE FORM 990 IS MADE

AVAILABLE TO THE BOARD BEFORE FINAL FILING.

FORM 990, PART VI, SECTION B, LINE 12C:

EVERY BOARD MEMBER RECEIVES A COPY OF THE CONFLICT OF INTEREST POLICY UPON

JOINING THE BOARD. BOARD MEMBERS ARE ASKED TO SIGN OFF ON THE POLICY UPON

Y/
JOINING THE BOARD.:QQQTENTIAL CONFLICTS ARE REPORTED TO THE PRESIDENT OR

INJ
THE BOARD. DISCLOSUR‘Q INTEREST CONFLICTS, IF ANY, ARE REVIEWED AND

CONTINUE TO BE MONITOR 16HBOUGHOUT THE YEAR TO ENABLE THE ORGANIZATION TO
\/
BE ABLE TO ADDRESS CONFLIC ?AT ARISE IN A TIMELY MANNER.

v q
FORM 990, PART VI, SECTION B, LIM}

-
EXECUTIVE AND KEY EMPLOYEE PAY IS BéngxHITHE FOLLOWING CRITERIA: 1)
A4

PERFORMANCE OF THE INDIVIDUAL, 2) MARKE*L%(A;.YSIS (PAY COMPARABLES FOR
g

-

POSITION & LOCATION), 3) COST OF LIVING. lg§§§FAY RECOMMENDATION FOR THE
|

EXECUTIVE DIRECTOR IS PROPOSED BY THE CHAIR

PMEN IS REVIEWED AND

-
APPROVED (OR MODIFIED) BY THE CHAIR, VICE CHAIR ANO&VERANCE CHAIR AND

FINALLY THE BOARD. 15B- PAY RECOMMENDATION FOR OTHER . STAFF ARE
4

v

PROPOSED BY THE EXECUTIVE DIRECTOR AND THE CHAIR. 1IT IS THEN REVIEWED AND

APPROVED (OR MODIFIED) BY THE BOARD DURING THE BUDGET APPROVAL PROCESS FOR

PERSONNEL EXPENSES.

FORM 990, PART VI, LINE 17, LIST OF STATES RECEIVING COPY OF FORM 990:

PA,CA,CO,FL,GA,IL,KY,MD,MA,MI,MN,NE,NH,NJ,NM,NY,OH,0K,OR,TN,UT,VA,WI

FORM 990, PART VI, SECTION C, LINE 18:

THE FORM 990 AND 1023 ARE AVAILABLE UPON REQUEST.
832212 10-10-18 Schedule O (Form 990 or 990-EZ) (2018)
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FORM 990, PART VI, SECTION C, LINE 19:

COPIES OF THE REQUIRED GOVERNING DOCUMENTS, POLICIES AND FINANCIAL

STATEMENTS ARE DISTRIBUTED TO THE BOARD OF DIRECTORS, AND ARE MADE

AVAILABLE TO OTHERS UPON REQUEST.

IRS FORM 990 PAGE 1, PART 1, LINE 8

V/
GRANT REVENUE FOR 'I?Q YEAR ENDED DECEMBER 31, 2017 INCLUDED A LARGE

INJ
ANNUALLY RECURRING G( FROM A SINGLE SOURCE. FUNDING FOR THIS GRANT
WAS HISTORICALLY RECEI

AND RECORDED IN DECEMBER, BUT MOST RECENTLY
N7
WAS RECEIVED AFTER THE YEA D OF 2018. THIS GRANT, IN THE AMOUNT OF

$500,000, WAS RECEIVED IN FEB 2019 AND WILL BE REFLECTED IN ACHA'S

v J
DECEMBER 31, 2019 AUDITED FINANC%;[‘ATEMENTS AND IRS FORM 990. THE

-
CONTRIBUTION TIMING DELAY RESULTED gﬁm ORGANIZATION RECORDING A
A4

DEFICIT FOR YEAR ENDED DECEMBER 31, 2018J/ .
A

FORM 990 ADDITIONAL INFORMATION FOR THE READERY o~

\.
IN 2018, ACHA LAUNCHED THE EARLY STAGES OF A REGIO%EVELOPMENT

PROGRAM WHERE WE ARE PLACING ACHA STAFF IN KEY MARKETS J-QBOSS THE

v 0 4

COUNTRY TO DRIVE MISSION AND FUNDRAISING. THIS KICKOFF RESULTED IN SIX

NEW POSITIONS WHICH INCREASED OVERALL COMPENSATION, BUT WILL ENHANCE

OUR IMPACT AND INCREASE ENGAGEMENT WITH CHD PATIENTS IN THESE MARKETS

IN THE YEARS AHEAD.

832212 10-10-18 Schedule O (Form 990 or 990-EZ) (2018)
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