990 Return of Organization Exempt From Income Tax g
Form Under section 501(e), 527, or 4847{a}{ 1) of the Internal Revenue Code (except private foundations} 6
Department af Ihe Treasuey ¥ Do not enter sacia) securiy numbers on this form as it may be made public. T Qpén£o Publi
Internal Revents Service §-_Information shout Form 990 and its instructions is at www.irs.gov/form990. - % Inspection -
A For the 2016 calendar vear, or tax year beginning and ending
B gp:-.:ﬁ cszlg C Name of organization D Employer ideniification number
[ 1% | ADULT CONGENITAL HEART ASSOCIATION
:Igh?n%s Doing business as 04-3447959
E]'rggﬂ Nurnber and street {or P.0. box if maft is not delivered to street address) RoomAite [ E Telephone number
%’g‘;‘%{_ 3300 HENRY AVENUE 112 (215) 849-1260
ated Ciy or town, stata or provinee, country, and ZIP or foreign postal code G _Gross recaipts 3 2,345,310,
E’ﬁf‘tﬂ"%_ﬁdad PHILADELPHIA, PA 19129 H(a) s this a group return
[ Jaeree e vame and address of principal officer: BARRY METL forsubordinates? | lves [ N0
"™ |SAME AS C_ABOVE H{b) re st suboreinates incnuses?__|¥es [_No
t Tax-axempt status; 50t{e}3} D 50ic) { ) (insert ne.) E:j 494701} or l:l 527 If "No,” attach a list, (see instructions)
J Website: pr WWW . ACHAHEART . ORG H{c} Group exsmption numper I
K _Form of prganization: | X | Corparation Trust ] Association [ ] Ctherd> L ear of formation: 199 8] s State of egal doricik: PA,
[Bart 1] Summary
g| 1 Brisflydescribe the organization’s mission or most significant activites: THE ADULT CONGENITAL HEART
g ASSOCTIATION (ACHA) IS A NONPROFIT ORGANTZATION THAT SEEKS TO IMPROVE
§ 2 Checkihisbox B |__|ifthe organization discontinued s operaticns or disposed of more than £5% of fis net assets,
38| 8 Number of voiing members of the govering body (PartVl, line ) . ... a 17
:: 4 Nurnber of independent voting membars of the govermning body (Part Vi, (ne 10) YO I - 17
& | & Total number of individuals smployed in calendar year 2018 (Part V, lina 25) ] G
S| © Totalmumber of vontoers festimate fnecessary) 8 800
§ 7 a Total unrstated business revenue from Part VIl columin (G), line 12 7a 500.
b Net unrelated business texable income from Form 990-T, line 34 . S i 0.
Prior Year Current Year
g | 8 Contributions and grants Part Vil tne 1ty 2,105,393.] 2,187,839.
% 8 Program service revenue Part Vill, line 2g) N 26,832, 115,467,
é% 10 Inveatment income (Part Vill, caluran {A), lines 3, 4, and 7) 9,717, 3,532,
11 Other revenue (Part VIll, column (A), lines 5, 6d, 8¢, 9¢, 10c, and 118} | 213, 158,
12_Total revenus - add lines 8 through 11 fmust equal Part VB, columa (A), line 12) 2,142,155, 2,306,996,
13 Grants and similar amounts pald (Part X, column (8), ines 1-3) 160,000, 166,171.
14 Benefits paid to or for memiers (Part 1X, column R, med 0.
| 15 Salaries, other compensation, employee benefits (Part IX, column (A}, lines 5-10) ____ 1,123,824,
% 16a Professional fundraising fess (Part 1X, colurn (4], line 11e) - Q
§| b Total fundralsing expenses (Part IX, column {D), Fne 25) I 287,773, E
Y117 Other sxpenses {Part IX, column {A), lines Tl 110, T124€) o 852,604. 920,388,
18 Total expenses. Add lines 1217 (must equal Part X, column (&), fine25) 1,932,849, 2,210,383,
19 Rovenue less expenses. Subtract line 18 fromline12 . " 209,315. 56,613,
=8 Baginning of Curtent Year End of Year
52|20 TomlassetsPartxinete) sy 072 1 759 839,
T2l ®1 Towlabiliies (PartX,lne2e) " 268,107, 481,143,
=2 22 _Net assets or fund balances. Sublrmct ine 21 from e 20 1,168,865, 1,278,696,
‘Part li;| Signature Block

Under penalties of perfury, | dectare that | have axamined this return, including accompanying schedules and siatements, and 1o the best of my knowledge and halief, it is

true, correct, and complete. Declaration of pragarer {othejthen officer) is based on all information of which prepaser has any knowledg /

= N [ 5775777
Sign give Date
Here BARE L., BOARDY CHATIR

Tvpe o print name and tile

PrintfType preparer's name Preparer's signaturg Dgﬁct\\/\ ek I PN
Paid BRUCE BRAUNEWELL ,CPA RUCE BRAUNEWELL , CPA| srempyet [POQ075336
Preparer |Firm'sname__m CLIFTONLARSONALLEN LLP Frm's Bl 41-0746749
Use Only |Frm'saddressy, 610 W, GERMANTOWN PIKE, STE. 400

PLYMOUTH MEETING, PA 19462 Phonene.215-643-3900

May the IRS discuss this return with the preparer shown abova? {see insteuefions} oo L Xlves [ ] No
832001 11-11-i¢  LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 980 (201 6}

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION




Form 990 (2016) AuJLT CONGENITAL HEART ASSOCIATION vd-3447959 Page2
Part lll | Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part Il
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

PO FOrm 800 Or 00027 [ Tves [XINo
If "Yes," describe these new services on Schedule Q,
3  Did the organization cease conducting, or make significant changes in how it conducts, any program services? l:]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: ) (ExpensesSi 1 I 332 I 879 ® including grants of $ 166 ’ 171 . ) {Revenue $ 114 [ 967 . )
EDUCATION PROGRAMS: INCLUDES HEART TQO HEART INITIATIVES, CONGENITAL
HEART WALKS AND PROFESSIONAL MEMBER SERVICES (SEE CONTINUATION ON
SCHEDULE 0).

4b (Code: ) (Expenses $ 3 5 0 I 1 5 4 s including grants of § ) (F!evenue $ )
ADVOCACY/OUTREACH: (SEE DESCRIPTION ON SCHEDULE O).

4c  (code: ) (Expenses $ including grants of § ) (Revenue & )

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

(Expenses § including granis of § } (Revenue § }
4e__Total program service expenses p» 1,683,033,
Form 990 (2016}
6azo02 11-11-18 SEE SCHEDULE O FOR CONTINUATION(S)
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Form 990 {2016 Au(JLT CONGENITAL HEART ASSOCIATION vd-3447959 Page3

| Part IV | CheckKilist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1} {other than a private foundation)?
I *Yes," complete SCHETUIR A . . e 11X
2  Isthe organization required to complete Schedule B, Schedule of Contributor? | 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 Schedule C, Part | 3 X
4 Section 501(c}(3) organizations. Did the organization engage in lobbying activities, or have a section 501 (h) edection in effect
during the tax year? If "Yes," complete Schedule G, Partif . 4 | X
5 Is the organization a section 501(c){4), 501(c)(5), or 501(c){6) organization that receives membership dues, assessments, ot
sirmilar amounts as defined in Revenue Procedure 98-19? Jf "Yes, " complete Schedule C, Partiif 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," compiete Schedule D, Part .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes," complete
SCNEALIE D, PAI I ...\ o\ttt e 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
I Yes, " complete SoRedule D, Part IV 9 X
10  Did the organization, directly or through a related organization, hold assets in temporarnily restricted endowments, permanent
endowments, or quasiendowments? If "Yes,” complete Schedule D, Part V' .
11 If the organization’s answer to any of the following questions is "Yes," then complete Schedule D, Parts Vi, VII, VIII, 1X, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 107 If "Yes, " complete Schedule D,
PaIT YL e ettt Ha| X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VIl 11b X
¢ Did the organization report an amount for investments - program related 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, Part VIl 11¢ X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 167 If "Yes," complete Schedule D, Part IX . . e 11d X
e Did the organization report an amount for other kiabilities in Part X, line 257 If "Yes," complete Schedule D, Part X 11e X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X 11 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? if "Yes," complete
Schedule D, Parts XEand XIf | e 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts Xi and X! is optional ... 12b X
13 Isthe organization a school described in section 170(b){1}(A)(ii}? # "Yes," complete Schedule £ 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 mare? If "Yes," complete Schedule F, Parts 1and IV e 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? /f "Yes, " complete Schedule F, Parts ffand IV 15 X
16  Did the organization report on Part 1X, column (A}, line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f "Yes, " complete Schedule F, Parts Il and IV 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part 1X,
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 VI, lines
1cand 8a? If "Yes," complate Schedule G, Parkll e 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? f "Yes,"
complete Schedule G, Part I ..o 19 X
Form 990 (2016)
632003 11-11-18
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Form 990 (2016) ADULT CONGENITAL HEART ASSQCIATION U4a-3447959 Paged

|Eart lV;e| Checklist of Required Schedules ontinued)

Yes [ No
20a Did the organization operate one or more hospital facilities? If "Yes, " complete Schedule H 20a X
b If "Yes" to line 204, 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 X, column (A), line 17 If "Yes," complete Schedule |, Partsfand it .. . . 21 | X
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part X, column (&), line 27 if "Yes," complete Schedule |, Parts fand Il 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
SCRBAUIE U ..o e 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 1f "NO", GO0 IINE 258 ..o 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 tax-exempt bonds? 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 Schedule L, Part! o 25a X
b s the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prier year, and
that the transaction has not been reported an any of the organization's prior Ferms 990 or 990-E77? If "Yes," complete
SChEUIB L, PAItT ettt 25b X
26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? If "Yes,"
complete SChedule L, Partll e, 26 X
27 Did the organization provide a grant or other assistance to an officer, director, frustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If "Yes," complete Schedule L, Part I e,
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part [V
instructions for applicable filing thresholds, conditions, and exceptions): B AR
a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part v 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustes, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV 28¢ X
2g Did the organization receive more than $25,000 in nen-cash contributions? if “Yes, " complete Schedule M 29 X
3¢ Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? ff "Yes, " complete Schedule M e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complate SChedtilo N, PArtl ettt 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
Schedule N, Part Il e e e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity? if "Yes," complete Schedule R, Part I, Ill, or IV, and
PartViline T ... RNt e e oo 34 X
35a Did the organization have a controlled entity within the meaning of section S12(0)13Y? 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," complefe Schedule R, Part V, line 2 35b
38 Section 501{c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related arganization?
If "Yes," complete Schedule R, Part Ve 2 s 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, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part V1, lines 11b and 197
Note. All Form 990 filers are required 1o complete Schedule O L ettt 38 | X
Form 990 (2016)

632004 11-11-18
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Form 990 {2016) AuULT CONGENITAL HEART ASSOCIATION ud-3447959 Page5

PartV| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any fine in this Part V

1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a
b Enter the number of Forms W-2G included in line fa. Enter -0- if not applicable 1b
¢ Did the organization comply with backup withhalding rules for reportable payments to vendors and reportable gaming
([gambling) winnings 10 prize WINNerS Y
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 thisretum .
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns?
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) L
3a Did the organization have unrelated business gross income of $1,000 or more during theyear? 3a
b if "Yes," has it filed a Form 990-T for this year? If "No," to line 3b, provide an explanation in Schedule © 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 & foreign country {such as a bank account, securities account, or other financial account}?
b If "Yes," enter the name of the foreign country:
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR].
5a Was the organization a party to a prohibited tax sheilter transaction at any time during the tax year?
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction?
c If "Yes," toline 5a or Sb, did the organization file Form BBBB-T?
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible as charitable contributions? 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were not tax dedUCiDIE? e
7  Organizations that may receive deductible contributions under section 170{(c). i B
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If “Yes," did the organization notify the donor of the value of the goods or services provided? 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
IO Mile FOMM B2B27 e ettt et een et et ee et
d If "Yes," indicate the number of Forms 8282 filed during the year . | 7d | 2 g
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? . | 7g
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year?
8 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoting organization make any taxable distributions under section 49667
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part Vill, line 12
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facilities 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.y 11b ; ,
12a Section 4947{a)(1) nan-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 123
b if “Yes," enter the amount of tax-exempt interest received or accrued during the year ... | 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 crganization 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
¢ Enter the amount of reserves on hand 13c T VT I N
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
Form 980 (2016)
632005 11-14-18
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Form 990 (2016} AuULT CONGENITAL HEART ASSQCIATION vd-3447959 Page
Part Vl.| Governance, Management, and Disclosure For each "Yes" response to lines 2 through 76 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 in this Part Vi
Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the tax year 1a
If there are material differences in voting rights among members of the governing body, or if the governing
hody delegated broad autharity to an executive committee or similar cormmittes, explain in Schedule 0.
b Enter the number of voting members included in ling 1a, above, who are independent . 1b

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

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 otherperson? 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 mermbers or stockholders? .. e e et e 6 X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or

more members of the governing DOGYT . .ot 7a X

b Are any governance decisions of the organization reserved to {or subject to approval by) members, stockholders, or
persons other than the governing body? X i

8 Did the organization contemperanecusly document the meetings held or written actions undertaken during the year by the following:
8 THE GOVEIMING BOTY? | ettt et s et et e e e eer et ees s eeeene
b Each committee with authority to act on behalf of the governing body?
9 Is there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannot be reached at the
organization's mailing address? if "Yes," provide the names and addressesin Schedule © ..o 9 X
Section B. Policies (his Section B requests information about policies not required by the Internal Revenue Code.)

Yes | No

10a Did the organization have local chapters, branches, or affiliates? 10a X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates,

and branches to ensure their operations are consistent with the organization’s exempt purposes? 10b

11a Has the organization provided a complete copy of this Form 980 to all members of its governing body before filing the form? | 11a

b Describe in Schedule O the process, if any, used by the organization to review this Form 990.

122

12a Did the organization have a written conflict of interest policy? if "No," go to line 13 ..o X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? . 12| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? Jf "Yes," describe

in Schedule G how this Was dONE | e 12¢ | X

13 Did the arganization have a written whistleblower poliCy? 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 approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? R

a The organization's CEQ, Executive Director, or top management official ... .. 15a | X

b Other officers or key employees of the organization A5b | X

If "Yes" toline 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year?
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exernpt status with respact 1o such arrangements? . 16b
Section C. Disclosure
17 List the states with which a copy of this Form 980 is required to be filed PA,
18 Section 6104 requires an organization to make its Forms 1023 {or 1024 if applicable), 990, and 990-T {Saction 501{c){3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
|:| Own website D Another's website IJ_LI 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:
THE ORGANIZATION - (215) 849-1260
3300 HENRY AVENUE, NO. 112, PHILADELPHIA, PA 19129
632006 11-11-16 Form 990 (2016)
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Form 990 (2018) AuULT CONGENITAL HEART ASSOCIATION wd-3447959 Page?
IP.art Vii| 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 ail persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax year.
® List all of the organization’s current officers, directors, trustees {whether individuals or organizations), regardiess of amount of compensation.
Enter -0- in columns (D}, (E), and {F) if no compensation was paid.
® List all of the organization’s current key employees, if any. See instructions for definition of "key employee."
® L 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 1089-MISC) of more than $100,000 from the organization and any related organizations.
* List all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations,
® List all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.

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

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

A) (B) © (D) (E) (F)
Name and Title Average | CE; ‘;fmgrg than one Reportable Reportable Estimated
hours per | oox, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any -g the organizations compensation
hours for 'g" . E organization (W-2/1099-MISC) from the
related B "§ |E (W-2/1099-MISC) organization
organizations g = =5, and related
below £|E 5 £ Eé s organizations
line) HEEE R
{1) JOHN C. FERNIE 2.00 -
IMMEDIATE PAST CHAIR X X 0. 0. 0.
{2) XKEVIN GORDON 2.00
TREASURER X X 0. 0. 0.
{3) DENISE GARVY 2.00
SECRETARY X X 0. 0. 0.
{4) JERRY BOEGLER 2.00
VICE CHAIR X X 0. 0. 0.
{5) CURT DANIELS 2.00
BOARD MEMBER X 0. 0. 0.
(6) CINDY HUIE 2.00
BOARD MEMBER X 0. 0. 0.
{(7) ARWA SATDI 2.00
BOARD MEMEER X 0. 0. 0.
(8) BARRY MEIL 2.00
BOARD CHAIR X X 0. 0. 0.
(9) CHRISTY UHER FERGUSCN 2.00
BOARD MEMBER X 0. 0. 0.
(10) NICHOLAS POTTEBAUM 2.00
BOARD MEMBER X 0. 0. 0.
(11) CARRIE RYDIN 2.00
BOARD MEMBER X 0. 0. 0.
(12) HEATHER ABBOTT 2.00
BOARD MEMBER X 0. 0. 0.
(13} CHRISTOPHER CANNON 2.00
BOARD MEMBER X 0. g. 0.
(14} MICHAEL PERNICK 2.00
BOARD MEMBER X 0. 0. 0.
(15) TAMAR ADJOIAN 2.00
BOARD MEMBER X 0. 0. 0.
{16) CAMILLE RICHARDS 2.00
BOARD MEMBER X 0. 0. 0.
{17) JARED SHAPIRO 2.00
BOARD MEMBER X 0. 0. 0.
632007 11-11-18 Form 990 (2016}
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Form 990 (2016) ADULT CONGENITAIL, HEART ASSQOCIATION 04-3447959 Page8
|'F_'art~;V_tI_ | Section A. Officers, Directors, Trusiees, Key Employees, and Highest Compensated Employees {continued)
» (B) €} (D) (E) )
Name and title Average | Position . Reportable Reportable Estimated
hours per (do not check more than ane ) .
box, unless person is both an compensation compensation amount of
weelk officer and a director/trustes) from from related other
(istany | & the organizations compensation
hoursfor | 5| s organization (W-2/1099-MISC) from the
related | 2 | & Z (W-2/1098-MISC) organization
organizations g = g2 and related
below 2|2 =| B % i’; ] organizations
- = = pr] @ =5 E
line) |2|E|E|5 |88
{18) GLENN R, TRINGALI 40.00
NTL, EXECUTIVE DIRECTCR X 135,8717. 0. 10,296.
{19) GECRGIA KRIEHEEL 40.00
DIRECTOR OF DEVELOPMENT X 111,635, 0. 11,569.
b Sub-total . e > 247,512. 0.l 21,865.
¢ Total from continuation sheets to Part VI, SectionA > 0. 0. 0.
d Total {addlines 10and 1) ...t > 247,512, 0. 21,865,
2 Total number of individuals {including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P 2
Yes

3  Did the organization list any former officer, director, or trustee, key smployee, or highest compensated employes on
line 1a? if "Yes," complete Schedule J for such individual
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization

and related organizations greater than $150,0007? if "Yes, " complete Schedule J for such individual

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services

rendered to the organization? /f "Yes," compiete Schedule J for such person

Section B. Independent Contractors

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

{A) (B} (C)
Name and business address Description of services Compensation
CAVARQOCCHI RUSCIO DENIS ASSOCIATES, 600
MARYL.AND AVENUE, SW SUITE 835 W, ADVOCACY LAWYER 104,000.

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

1

632008 11-11-18
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Form 990 (2016} A00LT CONGENITAL HEART ASSOCIATION ud-3447959 Page9
Part Vlll:| Statement of Revenue

Check if Schedule O contains aresponse ornotetoany lineinthis Part VIl ... D
B P @) ) © (D)
Total revenue Related or Unrelated R?rvc?r;l]ut% Eﬁﬂgg?d
exempt function husiness sections
ERTE T revenue revenue 519 -514
.g.g 1 a Federated campaigns . L SF e e
g 3 b Membershipdues . . 1b 15,680.) .
,,,"E ¢ Fundraisingevents _ . ... ... 1c
-g E d Related organizations 1d
g‘ £ e Government grants (contributions) ie
.gg £ All other contributions, gifts, grants, and o
3E similar amounts nat included ahove | 1#|2,172,159.
‘Eg g Noncash confributions included in lines 1a-1f: § L
85| h Total Addlnestatf oo > 2,187,839.
Business Code! " T [P ain
@ | 2a PROGRAM AND EVENTS 200099 115,467.] 114,967.
E2
e o
o e
A f All other program service revenue
q Total. Addlines2a-2f . ... ... ... ... > 115,467 .0 5 0
3 Investment income (including dividends, interest, and )
other similar amountsy » 6,353. 6,353,
4 Income from investment of tax-exempt bond proceeds P
5  Royaies ... e |
(i} Real {ii) Personal
6 a Grossrents ...
b Less: rental expenses
¢ Rental income or (loss) :
d Netrentalincome or (0S8) oo >
7 a Gross amount from sales of | (i) Securities {i) Other -
assets other thaninventory | 35,493,
b Less: cost or other basis
and sales expenses 38,314.
¢ Ganorfoss) -2,821.
d Netgainor{loss) ..., s >
© 8 a Gross income from fundraising events (not
g including $ of
B contributions reported on line 1¢). See
5 PartlV,fne 18 a
g b Less: direct expenses b
¢ Netincome or {loss) from fundraising events ... >
9 a Gross income from gaming activities. See
Parttlv,line 19 a
b Less: direct expenses b
¢ Netincome or (loss) from gaming activities ... |
10 a Gross sales of inventory, less returns
andallowances ... a
b less:costofgoodssold ... . .. b
¢ _Netincome or (loss) from sales of inventory .. ... |
Miscellaneous Revenue Business Code| - o e e T S
11 a MISCELLANEQUS REVENUE 624100 158. 158.
4]
c
d Allotherrevenue ...
e Total. Addlnes 1laitd > VT RS R R T L
12 Totalrevenue, Seeinstuctions, ... » 2,306,996, 114,967. 500. 3,690.
632009 11-11-18 Form 990 (2016}
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Form 990 (2016)

AuOLT CONGENITAL HEART ASSOCTIATION

y4-3447959 Pagel0

| Part IX | Statement of Functional Expenses

Section 501{c)(3} and 501{cj(4} organizations must complete all columns. Alf other organizations must complete columnn (A).

Check if Schedule O contains a response or note to any ling in this Part 1X

Do not include amounts reportad on lines 6b, A B) {C) D)
7b, 85, Sb, an 10b of Part VL. Total expenses oo | cono sxpensse Fé‘,?ééﬁ?é”sg
1 Grants and other assistance to domestic organizations G e [ D
and domestic governments. See Part IV, line 21 166,171. 166 ,171.)°
2 Grants and other assistance to domestic i
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 orformembers
5 Compensation of current officers, directors,
trustees, and key employees . 146,172. 101,590. 24,849, 19,733.
6 Compensation rot included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persens described in saction 4958(c){3yBY ...
7 Othersalaiesandwages ... 779,371, 529,619. 88,322. 161,430.
8 Pension plan aceruals and confributions (include
section 401(k) and 403(b) employer contributions) 10,335. 7,320. 1,698, 1,317.
9 Otheremployee benefits . 102,864. 76,632. 13,273. 12,959.
10 Payrolitaxes 85,082. 58,052, 10,326. 16,704,
11 Fess for services {(non-employees):
a Management .
b Legal ............................................................ 91575' 61161' 31414'
c Accounting 65,317. 35,670. 20,081, 9,566,
d LobbYiNg .. 98 ,333. 98,333,
e Professional fundraising services. See Part Iv, ling 17 e G
f Investment managementfees .
g Other. (Ifline 119 ameunt exceeds 10% of ling 25,
column (A)amount, list line 11g expenses on Sch 0.) 174,416. 130,709. 36,122. 7,585,
12 Advertising and promotion 14,066. 14,066.
13 Officeexpenses 23,901. 16,446. 2,906. 4,549.
14  Informaticn technology ... ... . 11,699. 1,817. 892. 8,990,
15 Royalties |
16 OCCUPaNCY o 37,080. 26,931. 3,189. 6,960.
17 Travel 74,380. 56,463, 1,134. 16,783.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 7,536, 2,262. 3,989. 1,285.
20 Interest .
21 Paymentstoaffiliates .. ...
22 Depreciation, depletion, and amortization 12 : 727, 12 ; 727,
23 lnsurange 5,027. 3,258. 855, _ 914.
24  Other expenses. ltamize expenses not covered R I LR T N T L B
above. (List miscellaneous expenses in line 24e. I ling| .
24e amount exceeds 10% of line 25, column (A) ST B s L L R .
amount, listline 24e expenses on Schedule 0.) : SR Conh e el e SRR RIS
a PROGRAM SUPPLIES 173,903. 172,106, 174. 1,623,
b BANKING & OTHER FEES 107,193. 96,583. 3,622, 6,988.
¢ PRINTING 53,527, 42,572, 3,297. 7,658.
d MEAT,S 25,488, 23,472, 2,016, Q.
e All other expenses 26,220. 16,800. 6,591. 2,729.
25 Total functional expenses. Add fines 1 through 24e 2,210,383, 1,683,033. 239,577. 287,773,
26 Joint costs. Complate this line only if the organization
reported in column (B) joint costs from a combinad
educational campaign and fundraising solicitation.
Check here [:l if following SOP 98-2 (ASC 958-720)
632010 11-11-16 Form 990 (2018}
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Form 990 (2016) AUULT CONGENITAIL, HEART ASSOCIATION U4-3447959 page i1
| Part X .| Balance Sheet

Check if Schedule O contains a response or note to any ine in this Part X . [:]
(A) (B}
Beginning of year End of year

1 Cash-nondinterest-bearing ... 474 ,676.] 1 481,076,
2  Savings and temporary cash investments 227,462, 2 372,765,
3 Pledges and grants receivable, net e 449,737. s 554,347.
4 Accountsreceivable,net e 4
5 Loans and other receivables from current and former officers, directors, v

trustees, key employees, and highest compensated employees. Complete

PartllofSchedule L e
& 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 sponscring organizations of section 501(c)(9) voluntary

] employees' beneficiary organizations (see instr). Complete Part ll of Sch L 6 -
ﬁ 7 Notes and loans receivable, net | 7
< | 8 Inventoriesforsaleoruse 8
9 Prepaid expenses and deferred charges ] 62 ; 448.
10a Land, buildings, and equipment: cost or other B ‘:
basis. Complete Part VI of Schedule D 10a e S T e
b Less: accumulated depreciation 10b 23 L 853.|10¢c 49 . 278.
11 Investrents - publicly traded securities 206,890.] 11 233,925.
12  Investments - other securities. See Part IV, line 11 . 12
13 Investments - program-related. See Part IV, line 11 13

14 Intangible assets 14

15 Otherassets.SeePartIV,line 11 | ... 6,000.| 15 6,000.
|18 Total assets. Add tines 1 through 15 {must equal line 34y ... 1,437,072, 18 1,759,839,

17 Accounts payable and accrued expenses 220,787, 17 205,741.

18 Grantspayable | 18

19 Defermred reVeNnUE ... 47,320.; 19 275,402,

20 Taxexempt bond habilities
21  Escrow or custodial account liability. Complete Part IV of Schedule D
22 Loans and other payables to current and former officers, directors, trustees,
key employees, highest compensated employees, and disqualified persons.
Complete Part Il of Schedulet ... .
23 Secured mortgages and notes payable to unrelated third parties
24  Unsecured notes and loans payable to unrelated third parties ...
25  Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
SChedUIE D e
26 Total liabilities. Add lines 17 through 25 .._.............._ e 268,107,
Organizations that follow SFAS 117 {ASC 958), check here and S FLTEE A

Liabilities

481,143,

complete lines 27 through 29, and lines 33 and 34. RS P G :
27  Unrestricted net assets . 581,857, 27 567,099.
28 587,108.; 28 711,597,

29  Permanently restricted net assets

Organizations that do not follow SFAS 117 {ASC 958), check here B[]

and complete lines 30 through 34.
30 Capital stock or trust principal, or current funds
31 Paid-in or capital surplus, or land, building, or equipment fund

Net Assets or Fund Balances

32 Retained eamings, endowment, accumulated income, or other funds 32

33 Total netassets orfund batances 1,168,965.| 33 1,278,696.

34  Total liabilities and net assets/fund balances ... 1,437,072, 34 1,759,839.
Form 990 (2016)
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Form 990 (2018) ALJLT CONGENITAL HEART ASSOCIATION ud—-3447959 Paget2

_Part X1.| Reconciliation of Net Assets

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

1 Total revenue (must equal Part VIII, column (A}, line 12y 1 2,306,996.
2 Total expenses (must equal Part IX, column {A}, line 25) 2 2,210,383,
3 Revenue less expenses. Subtract line 2 fromiine1 3 96,613.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (&) 4 1,168,965,
5 Netunrealized gains (losses) oninvestments 5 13,118.
6 Donated services and use of facilities 6
T INVESIMENTEXDENSES | oo 7
8  Priorperiod @diUSIMENTS | e 8
9 Other changes in net assets or fund balances (explainin Schedule O) 8 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
COMIMA (B oo e e e 10 1,278,696,

‘Part XIi| Financial Statements and Reporting
Check if Schedule O contains a response or note to any line inthis Part XI1 ..o

2a

3a

Accounting method used to prepare the Form 990: |:| Cash Accrual D Other

If the erganization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
Were the organization’s financial statements compiled or reviewed by an independent accountant?
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:

[:] Separate basis |:| Consolidated basis |:| Both consolidated and separate basis
Were the organization's financial statements audited by an independent accountant?
If “Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis
consolidated basis, or both:

Separate basis l:' Consolidated basis |:] Both consolidated and separate basis

If “Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant?

If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Circular A-1337

If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule C and describe any steps taken to underge such audits

3a X

3b

632012 11-11-18
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SCHEDULE A
{Form 990 or 930-EZ)

OMB No. 1545-0047

Public Charity Status and Public Support

Complete if the organization is a section 501(c)(3) organization or a section
4947(a)( 1) nonexempt charitable trust.

Departiment of the Treasury P Attach to Form 990 or Form 990-EZ, ;

Internal Revenue Service P Information about Schedule A {Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. pe W

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

| Partl | BReason for Public Charity Status (all 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 bax )

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-E7).)

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}{AXiv). (Complete Part 1.}

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

An organization that normaily receives a substantial part of its support from a govemnmental unit or from the general public described in

section 170(b){ 1}{A)(vi). (Complete Part 11.)

A community trust described in section 170{b){1){A){(vi}. (Compiete Part I1.)

An agricultural research organization described in section 170{b}(1}{A){ix) operated in conjunction with a land-grant coilege

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

university:

An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from

activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment

income and unrelated business taxable income {less section 511 tax) from businesses acquired by the organization after June 30, 1975.

See section 509(a)(2). (Complete Part 111.)

11 l:l An organization organized and operated exclusively to test for public safety. See section 508(a)(4).

12 l:l An organization organized and operated exclusively for the benefit of, to perform the functions of, or to camry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a){2). See section 508(a){3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a [:l Type L. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving
the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.

b I:l Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same perscons that control or manage the supported
organization{(s). You must complete Part IV, Sections A and C.

c |:_—| Type lll functionally integrated, A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.

d |::| Type lll non-functionally integrated. A supporting organization operated in connection with its supported organization(s}
that is not functionally integrated. The organization generally must satisfy a distribution requirement and 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 1
functicnally integrated, or Type Il non-functicnally integrated supporting organization.

f Enter the number of supported organizations

BWw N -

L]

000 =0 000D

10

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

(i} Name of supported {ii} EIN {iii} Type of organization "(I”’)D ﬁrmg\ﬂ!’%ﬂ'Z%["J%T":]Se[:ﬂt, {v} Amount of monetary {vi} Amounit of other
- ’ your g 0 7
rganization (described on lines 1-10 support {see instructions) | support (see instructi
on9 above [see instructions)) Yes No pport{ ) | support ( stions)
L.HA Feor Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. sa2021 co21-16  Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) -u16 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 erganization failed to qualify under Part lIl. If the organization
fails to qualify under the tests listed below, please complete Part 111,)
Section A. Public Support
Calendar year (or fiscal year beginning in) (a) 2012 {b) 2013 {c} 2014 {d) 2015 (e} 2016 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not

include any "unusual grants."} 1,621,862,] 1,507,130, 1,925,124, 2,105 393 2 187 839.] 9 347 348,
2 Tax revenuss 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

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

1,621,862, 1,507,130, 1,925 124.] 2,105 393, 2,187,839, _ 9,347 348,

coumnd . 1,962,543,
6 Public support. subtract line 5 from line 4. | 7,384,805,
Section B. Total Support
Galendar year (or fiscal year beginning in) (a) 2012 {b) 2013 {c) 2014 (d) 2015 (e} 2016 {f) Total
7 Amounts fromline4 . 1,621 B62. 1,507,130, 1,925 124, 2,105 393, 2,187 839. 9,347 348,

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources 328. 3,809. 4,656. 5,080. 6,353. 20,226.

9 Net income from unrelated business
activities, whether or not the
business is regularly carried on 500. 500.

10 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part V1)

11 Total support. Add lines 7 through 10 |7+ S

213, 158, 371.

R B T : 9,368 445,
12 Gross receipts from related activities, etc. (see instructions) 12 | 278 . 626.
13 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, checkthisboxand stop here ... > |:|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2016 (line 6, column (f) divided by fine 11, colurmn {8y 14 78.83 %
15 Public support percentage from 2015 Schedule A, Part Il, ling14 15 79.27 %
16a 33 1/3% support test - 2016. If the organization did not check the box on line 13, and fine 14 is 33 1/3% or more, check this box and
stop here. The organization qualifies as a publicly supported organization » m
b 33 1/3% support test - 2015. If the organization did not check a box on line 13 or 163, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization e i » :1
172 10% -facts-and-circumstances test - 2016. 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 haw the organization
meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization ... > |:|
b 10% -facts-and-circumstances test - 2015. If the organization did not check a box on line 13, 18a, 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 supperted crganization » |:|
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 . | - D

Schedule A (Form 990 or 990-EZ) 2016

832022 08-21-16
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Schedule A (Form 990 or 990-E7) .v16 ADULT CONGENITAL HEART ASSOCTATION 04-3447859 Pages
'Part lll | Support Schedule for Organizations Described in Section 500(@)(2)
(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part I1. If the organization fails to
qualify under the tests listed below, please complete Part 11}
Section A. Public Support
Calendar year (or fiscal year beginning in) (a) 2012 {b} 2013 {c] 2014 {d) 2015 {e) 2016 {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 paid to
or expended on its behalf

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

6 Total. Add lines 1 through5 ...

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

b Amounts included on lines 2 and 3 recsived
from other than disqualified persens that
exceed the greater of $5,000 or 1% of the

amount on line 13 for the year

cAddlines7aand 7b

8 Public support. {Subtract line 7c from line 6.
Section B. Total Support

Calendar year (or fiscal year beginning in) - {a) 2012 {b) 2013 {c) 2014 {d) 2015 (e} 2016 {f) Total
9 Amounts from line 6

10a Gross income from interest,
dividends, payments received on
securities loans, rents, royaities
_and income from similar sources

b Unrelated business taxable income
{less section 511 taxes) from businesses
acquired after June 30, 1975
¢ Add fines 10a and 10b

11 Net income from unrelaié;:i-l.:ﬁé-iﬁé.s‘s
activities not included in line 10b,
whether or not the business is

regularly carriedon

12 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1) ............

13 Total support. (add lines 9, 10¢, 11, and 12,)

14 First five years. If the Form 890 is for the organization's first, second, third, fourth, or fifth tax year as a section 501 (c}(3) organization,

check thisbox and stophere __.............. ekl iiiitiiiesieieseeeieiesiiiiiieisiieneesseeseees R [ |
Section C. Computation of Public Support Percentage
15 Public support percentage for 2016 (line 8, column () divided by line 13, column(®) . 15 %
16 Public support percentage from 2015 Schedule A, Part 1 ine 15 . 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2016 (line 10c, column (f) divided by line 13, column®) 17 %
18 Investment income percentage from 2015 Schedule A, Part It lne 17 . 18 %

19a 33 1/3% support tests - 2016. 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 and stop here. The organization qualifies as a publicly supported organization
b 33 1/3% support tests - 2015. 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 and stop here. The organization qualifies as a publicly supported organization

20__Private foundation. If the organization did not check a box on line 14, 18a, or 19b, check this box and see instructions ... > I:'
632023 08-21-16 Schedule A (Form 990 or 890-EZ) 2016
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Schedule A (Form 990 or 990-E7) 2016 ADULT CONGENITAIL HEART ASSOCIATION 04-3447959 Pagea
PartlV| Supporting Organizations

(Complete only if you checked a box in line 12 on Part |. 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 12¢ of Part I, 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 supporied organizations are designated. If designated by

class or putpose, describe the designation. If historic and continuing relationship, explain.

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 supporied
organization was described in section 509(a)(1) or (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.

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 50%(a){2)? ¥ "Yes," describe in Part VI when and how the
organization made the determination.

¢ Did the arganization ensure that all support to such organizations was used exclusively for section 170{c){2)(B) i
purposes? If "Yes, " explain in Part VI what controls the organization put in place fo ensure such use. 3¢

4a Was any supported organization not organized in the United States ("foreign supported organization")? if
"Yes," and if you checked 12a or 12b in Part I, answer (b} and {c) below.

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? /f "Yes," describe in Part VI how the organization had such controf and discretion
despite being controlfed or supervised by or in connection with its supported organizations.

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c}(3) and 509(a)(1) or (2)? If "Yes," explain in Part VI what controls the organization used
to ensure that all support fo the foreign supported organization was used exclusively for section 170{c)(2)(8)
purposes.

Sa Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part Vi, including (i) the names and EiN
numbers of the supported organizations added, substituted, or removed; (i) the reasons for each such action;
(i} the authority under the organization's organizing document authorizing such action; and {iv) how the action
was accomplished (such as by amendment to the organizing document}.

b Type | or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document?

¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control?

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anycne other than {j) its supported organizations, (ii) individuals that are part of the charitable class
benefited by one or more of its supported organizaticons, or (jii} other supporting organizations that also
support or benefit one or more of the filing organization's supported organizations? If "Yes, " provide detail in
Part VI

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(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 890 or 990-£2).

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 72
If "Yes," compiete Part | of Schedule L (Form 990 or §80-EZ).

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 4846 (other than foundation managers and organizations described
in section 509(a)(1) or {2))? If "Yes, " provide detail in Part VI.

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? /f "Yes," provide detail in Part V1.

¢ 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.

10a Was the organization subject to the excess business holdings rules of secticn 4943 because of section
4943(f) {regarding certain Type Il supporting organizations, and all Type Iif 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
632024 09-21-16 Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E2, . u16 ADULT CONGENITAL HEART ASSOCTATION 04-3447959 Pages
| Part IV | supporting Organizations (continued)

Yes | No
11 Has the organization accepted a gift or contribution from any of the following persons? : o
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 crganization? 11a

b Afamily member of a person described in (2) above? 11b
c _A35% controlled entity of a person described in {a) or {b) above?/f "Yes" to a, b, or ¢, provide detail in Part VI. 11¢

Section B. Type | Supporting Organizations

Yes [ No
1 Did the directors, trustees, or membership of one or more supported crganizations have the power to s :
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 alfocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or contrelled the supporting crganization? If "Yes," explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization.

Section C. Type ll Supporting Organizations

Yes | No
1 Were a majority of the organization’s directors or trustees during the tax year alsc a majority of the directors i
or trustees of each of the organization’s supported organization(s)? If "No," describe in Part VI how control

or management of the supporting organization was vested in the same persons that controlled or managed :
the supported organization(s). 1
Section D. All Type Ill Supporting Organizations

Yes | No
1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the ¢ :
organization’s tax year, (i) a written notice describing the type and amount of support provided during the prior tax
year, {ii} a copy of the Form 990 that was most recently filed as of the date of notification, and (i) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?
2 Were any of the organization’s officers, directors, or trustees either {f) appointed or elected by the supported
organization(s) or (i} serving on the governing body of a supported organization? /f "No," explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s).
3 By reason of the relationship described in (2}, did the organization’s supported organizations have a
significant voice in the organization’s investment policies and in directing the use of the organization’s
income or assets at all times during the tax year? If "Yes," describe in Part VI the role the organization's
supported organizations played in this regard.
Section E. Type Ill Functionally integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Infegral Part Test during the yeafsee Instructions).
a |:| The organization satisfied the Activities Test. Complete line 2 bealow.
b |:| The organization is the parent of each of its supported organizations. Complete ine 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 T ey

the supported organization(s} to which the organization was responsive? if "Yes," then in Part W 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 defermined
that these activities constituted substantially all of its activities.

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

aciivities but for the organization's involvement.
3 Parent of Supported Qrganizations, Answer (a) and (b) befow.
a Did the organization have the power to regularly appoint or efect a majority of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part V1.
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each :
of its supported organizations? If "Yes, " describe in Part VI _the role played by the organization in this regard. 3b
632025 09-21-16 Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 890-E7) -016 ADULT CONGENITAL HEART ASSOCIATION J4-3447959 Pages
| Part V.| Type Ill 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 V|) See instructions. All
other Type !l non-functionally integrated supporting organizations must complete Sections A through E.

(B) Current Year

Section A - Adjusted Net Income {A) Prior Year (opticnal)

MNet shortterm capital gain

Recoveries of prior-year distributions

Other gross income {see instructions)

Add lines 1 through 3

Depreciation and depletion

Portion of operating expenses paid or ingurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for preduction of income (see instructions)
Other expenses (see instructions)

8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8

| (@ =

D | e =

[=]

-
-~

(B) Current Year

Section B - Minimum Asset Amount {A) Prior Year (optional)

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year): ]
Average monthly value of securities 1a
Average monthly cash balances 1b
Fair market value of other non-exempt-use assets 1c
Total {add lines 1a, 1b, and 1c} 1d
Discount claimed for blockage or other o
factors {explain in detail in Part VI): ;
Acqguisition indebtedness applicable to non-exempt-use asseis 2
Subtract line 2 from fine 1d

Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,
see instructions}

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

Multiply line 5 by .035

Recoveries of prior-year distributions

Minimum Asset Amount (add line 7 to line 6}

[ I =S Lo B L= | -

4]

[+]
w

IS

@0 [~ (® |in
0 i~ [ |tk

Section C - Distributable Amount Current Year

Adjusted net income for prior year (from Section A, line 8, Column A)
Enter 85% of line 1

Minimum asset amount for prior year (from Section B, line 8, Column A)
Enter greater of line 2 or line 3

Income tax imposed in prior year

g [h W (N

[= 1S I E L B

Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction (see instructions) 6 |« S
7 l:' Check here if the current year is the organization’s first as a non-functionally integrated Type 11l supporting organization (see
instructions).

Schedule A (Form 990 or 980-EZ) 2016
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Schedule A (Form 990 or 890-E7) xu16 ADULT CONGENITAL HEART ASSQOCIATION U4-3447859 Page7?

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

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
3 Administrative expenses paid to accomplish exempt purposes of supported organizations
4  Amounts paid to acquire exempt-use assets
5 _Qualified set-aside amounts (prior IRS approval required)
6 __ Other distributions {describe in Part VI). See instructions
7 Total annual distributions. Add lines 1 through 6
8 Distributions to attentive supported organizations te which the organization is responsive
(provide details in Part V). See instructions
2 Distributable amount for 2016 from Section C, line 6
10 Line 8 amount divided by Line 8 amount
0] (ii) {iii)
Excess Distributions Underdistributions Distributable
Section E - Distribution Allocations (see instructions) Pre-2016 Amount for 2016

1 Distributable amount for 2016 from Section C, line 6
2 Underdistributions, if any, for years prior to 2016 (reason-
able cause required- explain in Part V). See instructions
. 3 Excess distributions carryover, if any, to 2016; _
A . o i1
b EE
¢ From 2013
d From 2014
e From 2015
f _Total of lines 3a through e
g Applied to underdistributions of prior years
h_Applied to 2016 distributable amount
i Carryover from 2011 not applied (see instructions)
i Remainder. Subtract lines 3g, 3h, and 3i from 3f.
4 Distributions for 2016 from Section D,
line 7: $
a Applied to underdistributions of prior years
b_Applied to 2016 distributable amount
¢ Remainder. Subtract lines 4a and 4b from 4
5 Remaining underdistributions for years prior to 20186, if
any. Subtract lines 3g and 4a from line 2. For resutt greater
than zero, explain in Part V1. See instructions
6 Remaining underdistributions for 2016. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in
Part VI. See instructions
7 Excess distributions carryover to 2017. Add lines 3]
and 4¢
8 Breakdown of line 7:
a o L
b Excess from 2013
¢ Excess from 2014
d Excess from 2015
e Excess from 2016

632027 09-21-16
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Schedule A (Form 990 or 990-E7) »016 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Pages

Part VI, Supplemental Information. Provide the explanations required by Part II, line 10; Part I, line 17a or 17b; Part lll, line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 9b, 9¢, 11a, 11b, and 11¢; 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 1¢, 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. Alsc complete this part for any additional information.
{See instructions.)

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

MISCELLANEQUS REVENUE

832028 08-21-16 Schedule A (Form 990 or 990-EZ) 2016
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ADULT CONGENITAL IART ASSOCIATION 04-3447959

Identification of Excess Contributions
Schedule A Included on Part II, Line 5 2016

** Do Not File **
*** Not Open to Public Inspection ***

: , Total Excess
Contributor’s Name Contributions Contributions
ACTELION PHARMACEUTICALS US, INC 2,149,912. _1,962,543.

Total Excess Contributions to Schedule A, Part 1, Ling 5
623171 04-01-16

................................................................................................ 1,962,543,




Schedule B Schedule of Contributors

OMB No. 1545-0047
(Form 990, 990-EZ, P Attach to Form 990, Form $90-EZ, or Form 980-PF.

or 990-PF) » Int i

Department of the Treasury n ormatlc-m e?bout Schedule B {(Form 990, 980-EZ, or 990-PF) and 201 6

Internal Revenus Service its instructions is at www.irs.gov/form890 .

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

Organization type (check one):

Filers of: Section:

Form 990 or 990-EZ 501} 3 ) (enter number) organization

4947 (a)(1) nonexemnpt charitable frust not treated as a private foundation
527 political organization
Form 990-PF

501(c)(3) exempt private foundation

4847(a)(1) nonexempt charitable trust treated as a private foundation

0oy

501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.
Note: Only a section 501(c})(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

[:] For an organization filing Form 990, 980-EZ, or 990-PF that received, during the year, contributicons totaling $5,000 or more {in money or
property) from any one contributor. Complete Parts | and il. See instructions for determining a contributor's total contributions.

Special Rules

For an organization described in section 501(c){3) filing Form 990 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509(@)(1) and 170(b}(1){(A){vi), that checked Schedule A (Form 990 or 990-EZ), Part I, line 13, 16a, or 168b, and that received from
any one contributor, during the year, total contributions of the greater of (1) $5,000 or (2) 2% of the amount on {i) Form 990, Part VI, line 1h
or {ii) Form 990-EZ, line 1. Complete Parts | and H.

El For an organization described in section 501(c)(7), (8), or (10} filing Form 990 or 990-EZ that received from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for
the prevention of cruelty to children or animals. Complete Parts |, 11, and il

I:l For an organization described in section 501(c)(7}, (8), or (10) filing Form 980 or 990-EZ that received from any one contributor, during the
year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Don't complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
refigious, charitable, stc., contributions totaling $5,000 or more during the year > 3

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesnt file Schedule B {Form 990, 980-EZ, or 990-PF),
but it must answer "No" on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Part |, line 2, to
certify that it doesn’t meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF.  Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

623451 10-18-18



Schedule B (Form 980, 990-EZ, or +J0-PF) (2016}

Page 2

Name of organization

ADULT CONGENITAL HEART ASSOCTATION

Employer identification number

04-3447959

Partl

Contributors (See instructions). Use duplicate copies of Part | if additional space is needed.

(a)
No.

(b)
Name, address, and ZIP + 4

(c)

Total contributions

{d)

Type of contribution

1

ACTELION PHARMACEUTICALS US,

INC

5000 SHORELINE CQURT, SUITE 200

500,000.

SOUTH SAN FRANCISCO, CA 94080

Person
Payroll D
Noncash |_—_|

(Complete Part |l for
noncash contributions.)

{a)
No.

(b)
Name, address, and ZIP + 4

{c}

Total confributions

C)

Type of contribution

JAMES POSTLE

PO BOX 1024

50,000.

NIWOT, CO 80544-1024

Person Dﬂ
Payroll (]
Noncash |:|

{Complete Part Il for
noncash contributions )

C)]
No.

(b)
Name, address, and ZIP + 4

(c)

Total contributions

(d)
Type of contribution

MEDTRONTIC INC

710 MEDTRONIC PEKWY

45,500.

MINNEAPQLIS

 MN 55432-5604

Person
Payroli E]
Noncash [ |

{Complete Part Il for
nencash contributions.)

(a)
No.

(b)
Name, address, and ZIP + 4

(c}

Total contributions

()

Type of contribution

Person [j
Payroll |:l
Moncash [ _|

(Complete Part I for
nencash contributions.)

(a)
No.

{b)
Narne, address, and 21P + 4

(c)

Total contributions

{d)

Type of contribution

Person |:|
Payroll |:|
Noncash [ |

{Complete Part Il for
noncash contributions.)

(a)
No.

(b}
Name, address, and ZIP + 4

{c)

Total contributions

(4
Type of contribution

Person I:I
Payroll |:|
Noncash |::|

(Complete Part |l for
noncash contributions.)

823452 10-18-16

16020503 131844 097-10210800

22

Scheduie B (Form 990, 990-EZ, ar 990-PF) (2018)

2016.03040 ADULT CONGENITAL HEART ASSO 097-45L1



_ Schedule B (Form 990, 990-EZ, o1 L20-PF) (2016)

Page 3

Name of organization

Employer identification number

ADULT CONGENITAT, HEART ASSQCIATION 04-3447859
Partll Noncash Property (See instructions). Use duplicate copies of Part Il if additional space is needed.

(a)

No. (c}

- ) . FMV (or estimate) ) .
from Description of noncash property given . . Date received
Part{ (See instructions)

{a)
(c)
No.
from Descripti f . h pro v FMV or estimate) Dat o ived
oy escription of noncash property given (See instructions) ate receive
(a)
(c)
No.

o - ) ) FMV (or estimate) o
from Pescription of noncash property given . . Date received
Part | (See instructions)

(a)
{
No. .

o - L) _ FMV (or estimate} () .
from Description of noncash property given X B Date received
Part | {See instructions}

(a)
(c)
No.

o o {b} _ FMV (or estimate) td) .
from Description of noncash property given h i Date received
Part| (See instructions)

(a)
{c)
No.

o o (b) _ EMV (or estimate) @ .
from Description of noncash property given . . Date received
Part| {See instructions)

623453 10-18-16
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Schedule B {(Form 990, 980-EZ, o1 .<0-PF) (2016)

Page 4

Name of organization

ADULT CONGENITAL HEART ASSOCTATICN

Employer identification number

04-3447959

Partill:: Exclusively religious, charitable, etc., contributions to organizations described in section 501{c){7), (8), or (10) that total more than $1,000 for
sl the year from any one conteibutor. Complete coiumns (a) through {e) and the following line entry. For organizations

completing Part Ill, enter the total of exclusively religious, charitable, etc., centributions of $1,000 or less for the year. {Enter this info. oace.) > B

Use duplicate copies of Part |l if additional space is needed.

{a) No.
I‘;F;_TI (b} Purpose of gift {c) Use of gift (d) Description of how gift is held
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relatienship of transferor to transferee
{a) No.
gal'ﬂ"l {b) Purpose of gift {c) Use of gift {d) Description of how gift is held
{e) Transfer of gift
Transferce's name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
I?’r:rtnl (b) Purpose of gift {c) Use of gift (d) Description of how gift is held
r
(e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
Ifﬂrort“l {b) Purpose of gift (c} Use of gift (d) Description of how gift is held
ar
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Reiationship of transferor to transferee
- 623454 10-18-16 Schedule B {Form 990, 990-EZ, or 990-PF) (2016)
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SCHEDULE C Political Campaign and Lobbying Activities

(Form 990 or 990-EZ) . : :
For Organizations Exempt From Income Tax Under section 501{c) and section 527
> Complete if the organization is described below. P Attach to Form 990 or Form 980-EZ, | - .1 ~ T
Department of the Treasury X . ) B . .. Opento Publi
Internal Revenue Service P Information about Schedule C (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form950. 7 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 |-A and B. Do not complete Part |-C,
® Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts I-A and C below. Do not completa Part |-B.
® Section 527 organizations; Complete Part |-A only.
If the organization answered "Yes," on Form 9390, 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 {Il-A. Do not complete Part I1-B.
® Section 501(c)(3) organizations that have NOT filed Form 5768 (glection under section 501 (h)): Complete Part |I-8. 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¢ (Proxy
Tax) (see separate instructions), then
® Section 501(c){4), (5}, or (6} organizations: Complete Part ll.
Name of organization Employer identification number

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

1 Provide a description of the organization’s diract and indirect political campaign activities in Part IV.
2 Political campaign activity expenditures >3

B’a'rt..l_:-jB"i Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section49ss [
2 Enter the amount of any excise tax incurred by organization managers under section4955 >3
3 [f the organization incurred a section 4955 tax, did it file Form 4720 for thisyear? .. D Yes I:] No
4a Was @ GOMBCHION MBGET ||| ||| | oo [ Ives [INeo

b lf "Yes," describe in Part IV.
[ PartI-C] Complete if the organization is exempt under section 501(c}, except section 501{c)(3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities [ g
2 Enter the amount of the filing organization’s funds contributed to other organizations for section 527

exempt function activities >3
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-POL,
V8 AT ettt et ee s s et eeee e >3
4 Did the filing organization file Form 1120-POL for this Year? |:| Yes D No

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

(a) Name {b) Address {c) EIN {d) Amount paid from {e} Amount of political
filing organization’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 980 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2016
LHA

532041 11-10-18
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Schedule C (Form 990 or 990-E7) vu16 ADULT CONGENITAIL HEART ASSOCIATION 04-3447959 Page2
Part ll-A/| Complete if the organization is exempt under section 501{c){3) and filed Form 5768 (election under
section 501(h})).
A Check b D if the filing organization belongs to an affiliated group {and list in Part IV each affiliated group member's name, address, EIN,
expenses, and share of excess lobbying expenditures),
B Check P |:] if the filing organization checked box A and "limited control® provisions apply.

(a) Filing (b) Affiliated group
organization's totals
totals

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

Total lobbying expenditures to influence public opinion {grass roots lobbying}
Total lobbying expenditures to influence a legisiative body {direct lobbying)
Total lobbying expenditures (add lines 1a and 1b)
Other exempt purpose expenditures

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

It 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 $1,000,000 $100,000 plus 15% of the excess over $500,000.
Qver $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000] | _ o
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000.
Qver $17,000,000 $1,000,000.

- 0 0 O T o

g Grassroots nontaxable amount (enter 25% of line 11)
h Subtract line 1g from line 1a. If zero or less, enter -0-
i Subtractline 1ffrom line 1c. If zero or less, enter -0-

j Ifthere is an amount other than zero on either line 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax for this year? ... e e eeieeea s iaens |:| Yes I__—_J No
4-Year Averaging Period Under section 501(h)

(Some organizations that made a section 501(h) election do not have to complete all of the five columns below.
See the separate instructions for lines 2a through 21.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year

2014 2015 Total
{or fiscal year beginning in) (a) 2013 (&) 20 ) {d) 2016 (e} Total

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 890 or 990-EZ) 2016
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Schedule C (Form 990 or 990-E7) .16 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Pages
Part lI-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: :
VOIUNEBOIS? e X

Paid staff or management (include compensation in expenses reported on lines 1c through 147 X
Media advertisements?

104,000.

S w000 TN
=
o
5
@
w
-
5]
3
]
3

1 or
@
[/
3
Q
@
B
2]
[z
o
g
=
=
@
B
£
=2
3]
)

O
=
o
3
—
i
o
o
o
=4
T
@
=z
2
)
o
=
N
8
<}
3
@
g
=
a
fox
o
=
S
@
o
c
=
9
@}
n
@D
w
)
LA o - A A R

104,000.
2a Did the activities in line 1 cause the organization to be not described in section 501{c)(3}? LT
b If "Yes," enter the amount of any tax incurred under section 4912

¢ If "Yes," enter the amount of any tax incurred by organization managers under section 4912
d _If the filing organization incurred a section 4912 tax, did it file Form 4720 forthis year? ... ... R AR
Part llI-A| Complete if the organization is exempt under section 501(c){4}, section 501(c)(5), or sectlon

501 (c){6).
Yes No
1 Were substantially ali (90% or more) dues received nondeductible by members? 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? . o 2
3 Did the organization agree to carry over lobbying and political campaign activity expenditures from the prior year? 3

Partlll-B| Complete if the organization is exempt under section 501(c){4), section 501(c)(5), or section
501(c)(6) and if either {a) BOTH Part llI-A, lines 1 and 2, are answered "No," OR (b} Part lll-A, line 3, is
answered "Yes."

1 Dues, assessments and similar amounts from members 1

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

2a

@ CUITBNE YBAN | e e

b Carryover from last year 2b

© TOMEL e ettt et ee s et e e ee et et enr e e ettt 2¢
3 Aggregate amount reported in section 8033(e){1){A) notices of nondeductible section 162(g}dues 3

4  If notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess
does the organization agree to canyover to the reasonable estimate of nondeductible lobbying and political i
eXPENAItUNE MEXE YOA? e 4
Taxable amount of lobbying and political expenditures (see instructions)

|Part IV.| Supplemental Information
Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part -G, line 5; Part I1-A (affiliated group list); Part II-A, lines 1 and 2 (see
instructions); and Part I1-B, fine 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 TQ 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 PROVISTIONS OUTLINED IN THIS NEW LAW ARE ADEQUATELY

Schedule C (Form 990 or 920-EZ) 2016
632043 11-10-16
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Schedule C (Form 990 or 990-E2) 2016 ADULT CONGENTITAL HEART ASSOCIATION 04-3447959 Pages
‘Part IV:| Supplemental Information (continued)

FUNDED AND APPROPRIATELY IMPLEMENTED.

Schedule G {(Form 990 or 990-EZ) 2016
632044 11-10-16
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- - OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements =

{Form 990) P Complete if the organization answered "Yes" on Form 890, 20 1 6
PartlV, line 6,7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12h. s Publ

Depertment of the Treasury P Attach to Form 990. o 0pent° u i

internal Revenue Service ¥ Information about Schedule D {Form 990] and its instructions is at www.irs.gov/form990. .- Inspection: 2.0

Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-3447559

Partl | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.Complete if the

organization answered "Yes" on Form 990, Part IV, line 6.

{a) Donor advised funds (b) Funds and other accounts
1 Totalnumberatendofyear . .. ... . .
2 Aggregate value of contributions to (during year}
3 Aggregate value of grants from (during year)
4 Aggregatevalue atendofyear ...
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization’s property, subject to the erganization’s exclusive legatcontrol? . I:I Yes |:] No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used anly
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
I IS S e DIV A I O I L it oo et e et ee ootk ee e e e eme e e e e [:l Yes |:] No
| Part | | Conservation Easements. Complete if the organization answered "Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization {check all that apply).
Preservation of land for public use (e.g., recreation or education) D Preservation of a historically important land area
[:] Protection of natural habitat . I:l Preservation of a certified historic structure
I:i Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last
day of the tax year. | Held atthe End of the Tax Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure includedin(® . 2c
d Number of conservation easements included in (c) acquired after 8/17/08, and not on a historic structure
listed in the National Register | .. e S 2d
3  Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
vear p-
4  Number of states where property subject to conservation easement is located p
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? i:| Yes El No
6 Staff and volunteer hours devoted to monitoring, inspacting, handling of violations, and enforcing conservation easements during the year
> .
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
> 5
8 Does each conservation easement reported on line 2(d} above satisfy the requirements of section 170{h){4}(B)(i)
and s80tion 170MANBNN? e e e [Ives [Ino
9 In Part Xlll, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and

include, if applicable, the text of the footnote to the organization’s financial statements that describes the organization's accounting for
conservation easements.

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 XIII,
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 ar, 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 980, Part VI, line 1
(i) 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 Assetsincluded in Form 980, Part X ... . . i e
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 980. Schedule D (Form 990) 2016
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Schedule D (Form 990} 2016 ADULT CONGENITAIL, HEART ASSOCIATION U4-3447959 Page?2
|Part )| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)
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 E Loan or exchange programs
b |:| Scholarly research e [:l Other
[ |:] 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 XII1.
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? ... ... ... E‘ Yes D No

Part IV ] Escrow and Custodial Arrangements. Complete if the organization answered "Yes" on Form 990, Part IV, line 9, of
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 890, Part X?

Amount
c Beginning balance e 1c
d Additions during the Year e 1d
e Distributions during the year e e
T OENdING DalAnCe e e e 1f

2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? D Yes l:] No

b if "Yes," explain the arrangement in Part XIIl. Check here if the explanation has been provided onPart XUl ...
[Part V. | Endowment Funds. Complete if the organization answered "Yes" on Form 990, Part IV, line 10.

{a) Current vear {b) Prior year {c} Twa vears back | {d) Three years back | {e) Four years back

1a Beginning of year balance
Contributions

Net investment eamings, gains, and losses
Grants or scholarships ...
Other expenditures for facilities
and programs .
Administrative expenses

g Endofyearbalance . ...
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)} held as:

a Board designated or quasi-endowment %

b Pemmanent endowment %

¢ Temporarily restricted endowment - %

The percentages on lines 2a, 2b, and 2¢ should egual 100%.

3a Are there endowment funds not in the possession of the organization that are held and administered for the organization

[0 =T » S =

-

by: Yes | No
() unrelated OrganiZations || e ettt ettt 3a(i)
(i) related organizations e 3afii)

b If "Yes" on line 3a(i}), are the related organizations listed as required on Schedule R? . ... 3b

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

c 2,180. 506. 1,674.
d 56,648. 34,548. 22,100,
e 32,798. 71,294, 25,504.

Total. Add lines 1a through 1e. {Column (d) must equal Form 990, Part X column (B}, fine 10¢.) . > 49,278.

Schedule D (Form 990} 2016
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Schedule D {Form 990) 2016 ADULT CONGENITAL HEART ASSQCIATION 04-3447959 Page3
Part VI ] 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 gneluding 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) Cther

(A
(B)
(%]
(D)
e
(3]
Q)
{H)
Total. (Col. (b) must equal Form 890, Part X, col. (B) line 12.}
Part Vlll| investments - Program Related.

Complete if the organization answered "Yes" on Form 890, Part IV, line 11c. See Form 990, Part X, line 13.
{a) Description of investment {b} Book value {c) Method of valuation: Cost or end-of-year market value

(1)

)

3

(4)

{5)

{6)

(7)

(&)

(9) N _ R
Total. {Col (b} must equal Form 990, Part X, col. (B) line 13.) - S T e AR e T
‘Part IX} QOther Assets.

Complete if the organization answered “Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
{a} Description {b) Book value

{1

2)

(3)

{4)

{5)

(6)
0

(8}

{9}
Total. (Column (b) must equal Form 990, Part X, col. (B)ne 15} . oo oo oo >
Part X-/| Other Liabilities.

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

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

(1} Federal income taxes

(2)

(3)

@

{5)

{6)

04

8

9
Total. (Column {b) must equal Form 990, Part X, col. (B)line 25) .............. | . . : Gt
2. Liability for uncertain tax positions. In Part Xlll, 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 hers if the text of the footnote has been provided in Part X

Schedute D {Form 990) 2016
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Schedule D (Form 990) 2016 ADULT CONGENITAIL, HEART ASSOCIATION 04-3447959 Page4d
Part Xl | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered "Yes" on Form 990, Part I, line 12a.

1 Total revenue, gains, and other support per audited financial statements

1] 2,320,114,

2 Amounts included on line 1 but not on Form 990, Part VIII, line 12;

a Netunrealized gains (losses) on investmerts 2a 13,118.

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

¢ Recoveries of prioryeargrants ... 2c

d Other DescribeinPart XTI} 2d

e Addlines2athrough 2d ... 2e 13,118.
8 Subtractline Refromiline 1 3 2,306,996,
4  Amounts included on Form 990, Part VIli, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part VIll, line7b 4a

b Other (Describe inPart XIL) e 4b e

C Addinesdaand 4b . e 4c 0.

Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part [ line 12.) oo 5 2,306,996.

[ Part XII-| Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.

Complete if the organization answered "Yes" on Form 990, Part IV, ling 12a.

1 Total expenses and losses per audited financial statements 1 2,210,383,
2 Amounts included on line 1 but not on Form 990, Part IX, line 25: :

a Donated services and use of facilites ... 2a

b Prioryearadjustments e 2b

C OWErIOSSES | e 2c¢

d Other (Describe in Part XIEL) .o 2d :

@ Addlines 2 tIOUGN 2 ... 2e 0.
3 Subtractline 2e from NG 1 e 3 2,210,383,
4 Amounts included on Form 990, Part IX, line 25, but not on line 1: R

a Investment expenses not included on Form 990, Part VIll, line 7b . 4a

b Cther (Describein Part XIL) 4b S

© ADAENES 4B AN AD ... iotiiie oot 4c 0.

Total expenses. Add lines 3 and 4g. (This must equal Form 980, Part I line 18.) ... 5 2,210,383,

(1 Part Xl Supplemental Information.

Provide the descriptions required for Part I, lines 3, 5, and 9; Part 111, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X,
fines 2d and 4b; and Part Xll, lines 2d and 4b. Also complete this part to provide any additional information.

PART X, LINE 2:

ACHA FOLLOWS THE INCOME TAX STANDARD FOR UNCERTAIN TAX POSITIONS. THE

APPLICATION OF THIS STANDARD HAD NO IMPACT ON THE ASSOCIATION'S FINANCIAL

STATEMENTS FOR THE YEAR ENDED DECEMBER 31, 2016.

ACHA'S INFORMATIONAL TAX RETURNS ARE SUBJECT TO REVIEW AND EXAMINATION BY

FEDERAL, STATE, AND LOCAL AUTHORITIES. THE ORGANIZATION IS NOT AWARE OF

ANY ACTIVITIES THAT WOULD JEOPARDIZE ITS TAX-EXEMPT STATUS.

632054 08-20-18 Schedule D {(Form 920) 2016
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- OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-E« 2

{Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 6

Form 980 or 980-EZ or to provide any additional information. e

Dapartment of the Treasury P Attach to Form 990 or 990-EZ. . Opento Public

Internal Revenue Service P Information about Schedule O (Form 990 or 990-E2) and its instructions is at www.irs.gov/form990. = Inspection: . -5

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

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

THE QUALITY OF LIFE AND EXTEND THE LIVES OF ADULTS WITH CONGENITAL

HEART DEFECTS. THROUGH EDUCATION, OUTREACH, ADVOCACY AND PROMOTICN OF

RESEARCH, ACHA SERVES AND SUPPORTS THE MORE THAN ONE MILLICN ADULTS

WITH CONGENITAL HEART DEFECTS, THEIR FAMILIES AND MEDICAL, COMMUNITY.

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:

HEART TO HEART ACTIVITIES

HEART TO HEART AMBASSADORS: ACHA EXPANDED THE HEART TQ HEART AMBASSADOR

PROGRAM, AN INITIATIVE THAT PROVIDES ACHA PATIENT AND FAMILY MEMBERS

WITH PERSONALIZED INFORMATION AND SUPPORT. THERE WERE NO NEW

AMBASSADORS TRAINED IN 2016, THE CURRENT NUMBER QF ACTIVE AMBASSADORS

IS 72. THESE VOLUNTEERS OFFERED OVER 1,000 ACHA PATIENT AND FAMILY

MEMBERS PERSONALIZED INFORMATION AND SUPPORT. AS QUR AMBASSADOR NUMBERS

CONTINUE TO INCREASE, WE ARE SEEING AN INCREASE IN MATCHING REQUESTS.

HEART TO HEART WHERE YOU ARE: REGIONAIL EVENTS ACHA CONTINUED OFFERING A

REGIONAL PILOT PROGRAM WITH SELECTED ACHA AMBASSADORS AND ADULT

CONGENTTAT, HEART DISEASE CLINICS HOSTING INFORMAIL EDUCATION MEETINGS.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 980 or 990-EZ. Schedule O (Form 990 or 990-E2Z) (2016)
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Name of the organization Employer identification number

ADULT CONGENTITAT, HEART ASSQCIATION 04-3447959

TWO MEETINGS WERE HELD IN 2016: BOSTON, MA AND GRAND RAPIDS, MI. THE

GOALS OF EACH MEETING WERE 1.) TO QOFFER FACE-TO-FACE SUPPORT TO CHD

PATIENTS AND FAMILIES AND 2.} TQ ASSIST THE CLINICS IN OQUTREACH AND

EDUCATION FOR PATIENTS AND FAMILTIES. APPROXIMATELY 150 PATIENTS AND

FAMILY MEMBERS WERE SERVED.

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

PATIENTS AND FAMILIES BY PRESENTING WEBINARS ON VARTQUS INTERESTING AND

TIMELY TORPICS. MORE THAN 500 ACHA MEMBERS ATTENDED 14 DIFFERENT

WEBINARS IN 2016. IN ADDITION, ARCHIVED WEBINARS ARE AVATLABLE ON

DEMAND ON THE ACHA WEEBSITE AND HAVE HAD MORE THAN 4,700 VIEWS IN 2016.

NATIONAL EXPERTS SPOKE ON A WIDE RANGE OF TOPICS INCLUDING

NEUROCOGNITIVE ISSUES IN ADULTS WITH CHD; END OF LIFE - ADVANCE CARE

PLANNING TN CHD; KEEP ON MOVING: PHYSTICAL ACTIVITY AND CARDIAC REHAB IN

THE ADULT WITH CHD; AND WOMEN'S HEALTH IN THE PERI- AND POST-MENOPAUSAL

CHD PATIENT. WEBINARS ALSO COVERED TOPICS SUCH AS ACHA ADVOCACY AND

RESEARCH.

LIFELONG CARE CAMPAIGN: TN 2016 ACHA AMBASSADORS AND STAFF PRESENTED ON

THE IMPORTANCE OF LIFELONG CARDIAC CARE AT GQVER 22 DIFFERENT EVENTS.

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

HOSPITAL CARDTAC CARE MEETINGS, SUPPORT GROUP MEETINGS AND CCONGENITAL

HEART WALKS, A PARTNERSHIP WITH THE CHILDREN'S HEART FOUNDATION.

HUNDREDS OF CHD PATIENTS AND FAMILIES RECEIVED THIS CAREFULLY CRAFTED

MESSAGE.

ACHA DISCUSSION FORUM: A BENEFIT OF ACHA MEMBERSHIP IS THE ABILITY TO

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

632212 0B-25-16 Schedule O (Form 990 or 990-EZ} (2016)
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" Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSQCIATION 04-3447959

HAVE ACCESS TO THIS FORUM AS A MEANS TO DISCUSS ISSUES WITH OTHER

MEMBERS IN THE ACHA COMMUNITY AND TO PROVIDE AND RECEIVE SUPPORT IN A

MODERATED AND SAFE ENVIRONMENT. THERE ARE MORE THAN 900 TOPICS AND

90,000 POSTS.

ACHD PROGRAM DIRECTORY: IN COLLABORATION WITH THE INTERNATIONAL SOCIETY

OF ADULT CONGENITAL HEART DISEASE, ACHA EXPANDED ITS ONLINE LISTING TO

MORE THAN 110 ACHD CLINICS IN THE UNITED STATES AND CANADA; THE

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

THE UNITED STATES.

ACHA ONLINE AND PRINTED MATERIALS: ACHA PROVIDES ITS MEMBERS WITH

RESQURCES FOR SPECIFIC CONGENITAL HEART DEFECTS AS WELL AS ASSOCIATED

MEDICAL CONDITIONS AND COMMON PSYCHOSQCIAL ISSUES. PRINT MATERIALS WERE

UPDATED AS NEEDED IN 2016.

ACHA FACEBOOK PAGE: ACHA CONTINUED TO USE FACEBOOK AS A WAY TQ INFORM

AND TINTERACT WITH THE CONGENITAIL HEART DISEASE COMMUNITY. ACHA FACEBOOK

MEMBERSHIP INCREASED STEADILY THROUGH THE YEAR, FROM 5,735 PEOPLE TO

11,010 BY YEAR'S END - AN INCREASE OF 92%. VISIT THE ACHA FACEBOOK PAGE

AT WWW.FACEBOOK.COM/ADULTCONGENITALHEARTASSOCTIATION.

ACHA WEBSITE: THE ACHA WEBSITE, WWW.ACHAHEART.ORG, SERVES AS THE MAIN

PORTAL FOR INFORMATION, AND THERE WERE NEARLY 218,091 WEBSITE SESSIONS

IN 2016. THIS INCLUDED NEARLY 162,000 USERS, ACCOUNTING FOR MORE THAN

443,000 PAGE VIEWS.

ACHA BLOG: THE ACHA BLOG CONTINUES TO BE ONE OF THE MOST POPULAR PARTS

OF THE ACHA WEBSITE; IN 2016 WE PUBLISHED MORE THAN 50 POSTS FROM MORE

THAN 25 BT,.OGGERS, WHICH WERE VIEWED APPROXIMATELY 59,000TIMES.

632212 08-25-18 Schedule O ([Form 990 or 990-EZ) (2016)
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Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCIATION 04-34473959

CONGENITAL HEART WALKS

CONGENITAL HEART WALK PROGRAM: CONGENITAL HEART WALKS ARE A JOINT

EFFORT BETWEEN THE ADULT CONGENITAL HEART ASSOCIATION AND THE

CHILDREN'S HEART FOUNDATION TO UNITE THE CONGENITAL HEART DISEASE

COMMUNTITY TO FIGHT TO MAKE A DIFFERENCE. THE WALK IS A WAY FOR ALL OF

THOSE AFFECTED BY CHD TO HELP RATSE VITAL FUNDING AND AWARENESS. IN

2017, THE CONGENITAL HEART WALK'S SEVENTH YEAR, MORE THAN 16,000

WALKERS RAISED MORE THAN $1.8 MILLION IN 29 LOCATIONS ACROSS THE UNITED

STATES FROM CALIFORNIA TO FLORIDA AND TEXAS TO MINNESOTA. WALKERS COME

TOGETHER TO SUPPORT AND HONOR THE MILLIONS OF CHILDREN, ADULTS AND

FAMILIES AFFECTED BY CHD. TQ JOIN QUR EFFQORTS, VISIT

WWW. CONGENITALHEARTWALK . ORG.

PROFESSTIONAL PROGRAMS

CONGENITAL HEART DISEASE TRAINING FELLOWSHIPS: IN 2016 ACHA DEVELOPED

AN APPLTICATION AND REVIEW PROCESS TQ OFFER TRAINING AWARDS TO TWQ

INSTITUTIONS WITH A COMMITMENT TO HIGH-QUALITY ADULT CONGENITAL HEART

DISEASE (ACHD) CARE. THESE AWARDS WILL FUND ONE FELLOWSHIP AT EACH

INSTITUTION WITH A REQUIREMENT OF ACHD LEADERSHIP AND MENTORING

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

EMERGING ACHD TRAINING PROGRAMS. . TWO FELLOWSHIP AWARDS WERE PROCESSED

IN 2016. THE AWARDS WERE GIVEN TO TWO FELLOWS AT THE BOSTON CHILDREN'S

HOSPITAL.

THE ADULT CONGENITAL: HEART ASSOCIATION ADULT CONGENITAL HEART DISEASE

ACCREDITATION PROGRAM: IN 2016 ACHA AND MEMBERS OF THE MEDICAL ADVISORY

BOARD DEVELOPED A PROCESS FOR ACCREDITATION WITH 99 DIFFERENT PIECES OF

CRITERIA BROKEN INTO ELEVEN 1]l DIFFERENT SECTIONS. THE ACCREDITATION

632212 08-25-18 Schedule O (Form 9980 or 990-EZ) (2016)
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Name of the organization Employer identification number

ADULT CONGENITAL, HEART ASSQOCIATION 04-3447359

PROGRAM WILL, RATISE THE BAR FOR ACHD CARE IN THE UNITED STATES,

ENCOURAGING ACHD PROGRAMS TO STRIVE TO MEET THE, CRITERIA, WHICH WILL

PROVIDE MORE AND MUCH NEEDED RESOURCES TO THE PROGRAMS AND WILL

ULTIMATELY BENEFIT THE PATIENT. THROUGH THE ACCREDITATION PROGRAM WE

ARE ALSO LOOKING FOR ADDITIONAL, DATA COLLECTION TO SHOW THE BENEFIT OF

ACCREDITATION CRITERIA MET IN A PROGRAM SETTING COMPARED TO AN ACHD

PROGRAM THAT DOESN'T MEET THE NECESSARY CRITERIA. FIFTEEN (15) MEDICAL

CENTERS HAVE APPLIED FOR THE 1ST CYCLE OF ACHD ACCREDITATION.

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

NATIONAL CONGENITAL HEART ADVOCACY DAY: MORE THAN 150 ADVOCATES FROM 19

STATES GATHERED IN WASHINGTON, D.C., ON FEBRUARY 26-27, 2016 TO TALX TO

THEIR LAWMAKERS ABOUT CHD. HOSTED BY THE ADULT CONGENITAL HEART

ASSOCIATION AND MENDED LITTLE HEARTS, THIS ANNUAL EVENT BROUGHT

TOGETHER PATIENTS, FAMILY MEMBERS, MEDICAL PROFESSIONALS, AND

SUPPORTERS FROM ACROSS THE COUNTRY TO CONNECT WITH MORE THAN 140

LEGISLATIVE QFFICES.

CONGRESSIONAL CONGENITAL HEART CAUCUS: THE FORMATION OF THE

CONGRESSIONAL CONGENITAL HEART CAUCUS IN 2012, INITIATED BY ACHA

ADVOCACY EFFORTS, IS AN INFORMAL GROUP_ OF MEMBERS OF CONGRESS DEDICATED

TO ISSUES RELATED TQO CONGENITAL HEART DEFECTS. WE ARE GRATEFUL TO

CONGRESSMAN GUS BILIRAKRIS, WHO SERVES AS THE FQUNDING CHAIRPERSON OF

THIS CAUCUS. WE ARE CONTINUALLY WORKING TO INCREASE THE NUMBER OF

MEMBERS WHO SERVE ON THIS CAUCUS.

IN 2016 ACHA ADDED TO THE WEBSITE A SIGNIFICANT EXPANSION OF

INFORMATION FOR PATIENTS AND FAMILIES EXPLAINING VARIOUS MEDICAL
632212 DB-25-16 Schedule O (Form 990 or 990-EZ) (2016}
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Name of the organization Employer identification number

ADULT CONGENITAL HEART ASSOCTATION 04-3447959

INSURANCE OPTIONS, HOW TO OBTAIN INSURANCE THORQUGH THE AFFORDABLE CARE

ACT, AND RESOURCES TO HELP THEM NAVIGATE THE HEALTHCARE INSURANCE

SYSTEM.

FORM 990, PART VI, SECTION A, LINE 3:

MATSON ZWES IS CONTRACTED FOR INTERNAL ACCQUNTING SERVICES.

FORM 990, PART VI, SECTION B, LINE 11B:

THE AUDIT COMMITTEE REVIEWS, IN DETAIL, THE FORM 930 WITH THE INTERNAL

ACCOUNTANT. AFTERWARD, A COPY OF THE FORM 590 IS DISTRIBUTED TO THE BOARD

FOR FINAL APPROVAL AT A BOARD MEETING.

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

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

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

JOINING THE BOARD. DISCLOSURES OF INTERST CONFLICTS, IF ANY, ARE REVIEWED

AND CONTINUE TQ BE MONITORED THROUGHOUT THE YEAR TO ENABLLE THE ORGANIZATICN

TO BE ABLE TO ADDRESS CONFLICTS THAT ARISE TN A TIMELY MANNER.

FORM 990, PART VI, SECTION B, LINE 15:

EXECUTIVE AND KEY EMPLOYEE PAY IS BASED ON THE FOLLOWING CRITERIA: 1)

PERFORMANCE OF THE INDIVIDUAL, 2) MARKET ANALYSIS (PAY COMPARABLES FOR

POSTITION & LOCATION), 3) COST OF LIVING. 15A- PAY RECOMMENDATION FOR THE

EXECUTIVE DIRECTOR IS PROPQOSED BY THE CHATR AND THEN IS REVIEWED AND

APPROVED (OR MODIFIED) BY THE CHAIR, VICE CHAIR AND GOVERANCE CHAIR AND

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

PROPOSED BY THE EXECUTIVE DIRECTOR AND THE CHATR. IT TS THEN REVIEWED AND

APPROVED (OR MODIFIED) BY THE BOARD DURING THE BUDGET APPROVAL PROCESS FOR
632212 08-25-18 Schedule Q {Form 990 or 980-EZ) (2018)
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Name of the organization Employer identification number

ADULT CONGENITAL, HEART ASSOCIATION 04-3447959

PERSONNEL EXPENSES.

FORM 950, PART VI, SECTION C, LINE 18:

THE FORM 990 AND 1023 ARE AVAILABLE UPON REQUEST.

FORM 990, PART VI, SECTION C, LINE 19:

COPIES QF THE REQUIRED GOVERNING DOCUMENTS, POLICIES AND FINANCIAL

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

AVAILABLE TO OTHERS UPON REQUEST.

FORM 990, PART XTI, LINE 2C:

THE BOARD OF DIRECTORS AND AUDIT COMMITTEE ASSUME RESPONSIBILITY FOR

OVERSIGHT OF THE AUDIT OF ITS FINANCIAL STATEMENTS AND SELECTION OF AN

INDEPENDANT ACCOUNTANT.

632212 0B-25-16 Schedule O {(Form 990 or 890-EZ) (2016)
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IRS e-file Signature Authorization OMB No. 1545-1878
rom S879-EO for an Exempt Organization

For calendar year 2016, or fiscal year beginning . 2016, and snding 220 20 1 6
Department of the Treasury P Do not send to the IRS. Keep for your records.
Internal Revenue Service P Information about Form 8879-EQ and its instructions is at www.irs.gov/form8879ao.
Name of exempt organization Employer identification number
ADULT CONGENITAL: HEART ASSOCIATION 04-3447959
Name and title of officer
BARY MEIL
BOARD CHAIR
[Part]| Type of Return and Return Information (whole Dollars Only)

Check the box for the return for which you are using this Form 8879-EQ and enter the applicable amount, if any, from the return. If you check the box
online 1a, 2a, 3a, 4a, or 5a, below, and the amount on that line for the return being filed with this form was blank, then leave line 1b, 2b, 3b, 4b, or 5b,
whichever is applicable, blank {do not enter -0-). But, if you entered -O- on the return, then enter -0- on the applicable line below. Do not complete more
than 1 line in Part I.

1a Form 990 checkhere B[X] b Total revenue, if any {Form 990, Part VIII, column (A}, line 12) 1b 2,306,996,

2a Form 990-EZ check here - I:l b Total revenue, if any {(Form 990-EZ, line 9)
3a Form 1120-POL check here P |:l b Total tax (Form 1120-POL, line22y .
4a Form 990-PF check here l:] b Tax based on investment income (Form 990-PF, Part VI, line 5)
5a Form B868 check here P D b Balance Due (Form 8868, line 3¢)

[Partll| Declaration and Signature Authorization of Officer

Under penalties of perjury, | declare that [ am an officer of the above organization and that | have examined a copy of the organization’s 2016
electronic return and accompanying schedules and statements and to the best of my knowledge and belief, they are true, correct, and complete. |
further declare that the amount in Part | above is the amount shown on the copy of the organization’s electronic return. | consent to allow my
intermediate service provider, transmitter, or electronic return originator (ERQ) to send the crganization’s return to the IRS and to receive from the IRS
(a) an acknowledgement of receipt or reason for rejection of the transmission, {b) the reason for any delay in processing the return or refund, and (g)
the date of any refund. If applicable, | authorize the U.S. Treasury and its designated Financial Agent to initiate an electronic funds withdrawal (direct
debit) entry to the financial institution account indicated in the tax preparation software for payment of the organization’s federal taxes owed on this
return, and the financial institution to debit the entry to this account. To revoke a payment, | must contact the U.S. Treasury Financial Agent at
1-888-353-4537 no later than 2 business days prior to the payment (seftlement) date. | also authorize the financial institutions involved in the
processing of the electronic payment of taxes to receive confidential information necessary to answer inquiries and resolve issues related to the
payment. | have selected a personal identification number (PIN) as my signature for the organization’s electronic retumn and, if applicable, the
organization’s consent to electronic funds withdrawal.

Officer’s PIN: check one box oniy

|:l | authorize to enter my PINl:l

ERO firm name Enter five numbers, but
to not enter all zeros

as my signature on the organizafion‘s tax year 2016 electronically filed return. If | have indicated within this return that a copy of the return
is being filed with a state agency(ies) regulating charities as part of the IRS Fed/State program, | also authorize the aforementioned ERC to
enter my PIN on the retumn’s disclosure consent screen.

As an officer of the organization, | will enter my PIN as my signature on the organization’s tax year 2016 electronically filed return. If | have
indicated within this return that a copy of the return is being filed with a state agency(ies) regulating charities as part of the IRS Fed/State
program, [ will enter my PIN on the return’s disclosure consent screen.

Officer's signature Date p-

[Part I} Certification and Authentication
ERO’'s EFIN/PIN. Enter your six-digit electronic filing identification

number (EFIN) followed by your five-digit seif-selected PIN. | 23591112345 |
do not enter all zeros

| certify that the above numaeric entry is my PIN, which is my signature on the 2016 electronically filed return for the organization indicated above. |
confirm that | am submitting this return in accordance with the requirements of Puh, 4163, Modemized e-File (MeF) Information for Authorized IRS
e-file Providers for Business Returns.

ERO's signature Date p

ERO Must Retain This Form - See Instructions
Do Not Submit This Form To the IRS Unless Requested To Do So

LHA For Paperwork Reduction Act Notice, see instructions. Form 8879-EO (2016)
623051 09-26-16
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