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OMB'No 1545-0047

2005

Open to Public

Form 990 Return of Organization Exempt From Income Tax

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

Department of the T}asury

Internal Revenue Service * The organization may have to use a copy of this return to satisfy state reporting requirements Inspection
A For the 2005 calendar year, or tax year beginning , 2005, and ending ,
B  Check if applicable C Name of organization D Employer Identification Numb
Pi
Address change | IRS label |ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Name change o: ':,’;‘ Number and street (or P O box if mail 1s not delivered to street addr) Room/suite E Telephone number
S

Initial return specific 6757 GREENE ST SUITE 335 (215) 849-1260

Final return Mone. City, town or country State  ZIP code + 4 F asiagine D Cash El Accruat

Amended return PHILADELPHIA PA 19119 [ other specityy™

D Application pending @ Section 501(c)X3) organizations and 4947(a)(1) nonexempt H and| are not applicable to section 527 organizations

charitable trusts must attach a completed Schedule A

(Form 990 or 990-EZ). H (3) Is this a group return for affilates? [:l Yes [E_l No

H (b) 1f'Yes, enter number of affiliates ™
H (c) Are all affiiates included? . D Yes D No

(If "No,” attach a st See instructions )

G Web site: ™ N/A

J Organization type
(check only one) > @ 501(c) 3 < (nsertno) D 4947(a)(1) or D 527

K Check here ™ D If the organization's gross receipts are normally not more than
$25,000 The organization need not file a return with the IRS; but if the organization

H (d) 1s this a separate return filed by an
organization covered by a group ruling? r_l Yes m No

chooses to file a return, be sure to file a complete return. Some states require a | Group Exemption Number >
complete return. M Check » D if the orgamization 15 not required
L Gross receipts Add hnes 6b, 8b, 9b, and 10b to line 12 ™ 128, 675, to attach Schedule B (Form 990, 990-EZ, or 990-PF).
|Part:l; ;3| Revenue, Expenses, and Changes in Net Assets or Fund Balances (See Instructions)
1 Contributions, gifts, grants, and similar amounts received- :r:;:;—_
a Direct public support R 1a 105, 023 . [HFse
b Indirect public support 1b ‘lkj,}
e ¢ Government contributions (grants) . . .. 1c LR
S | TG S casn $ roncash  § y . . 1d 105,023.
— 2 Program service revenue including government fees and contracts (from Part VII, line 93) . . 2 6,953.
oy 3 Membership dues and assessments 14,155.
s} 4 Interest on savings and temporary cash |nvestments 943,
% 5 Dividends and interest from secunties
6a Gross rents . 6a
Q b Less rental expenses 6b
¢ Net rental income or (foss) (subtract line 6b from line 6a)
? r| 7 Otherinvestment income (describe >
:t ‘Z 8a Gross amount from sales of assets other (A) Securities (B) Other
AN than inventory 8a
) ‘E’ b Less cost or other basis and sales expenses . 8b
- ¢ Gain or (loss) (attach schedule) .. . . 8c
d Net gain or (loss) (combjpe-hm®8c, columns (A) and (B))
9 Special eventa~ s (ﬁ ch schedule) If any amount is from gaming, check here ’D
a @105s regdae 00t Incluerg™ \ (5 of contributions
£ ed on-trie . . 9a
b Lss direct e pecség, aﬂ&S\ha \draising expenses . . 9b
¢ Nd ol onk\}: (loss) from specalBvents (subtract line 9b from line 9a)
10a Grdss' jales of iaverIq I@Teand allowances . 10a
b Les s 10b
c Gross rofil gcldessyTrom sales of inventory (attach schedule) (subtract tine 10b from line 10a)
11 Other revenue (from Part VII, hne 103) 1l,601.
12 Total revenue (add hnes 1d, 2, 3, 4, 5, 6¢, 7, 8d, 9¢, 10¢, and 11) 128,675.
E 13 Program services (from line 44, column (B)) 92,205,
; 14 Management and general (from hine 44, column (C)) 8,922.
5 15 Fundraising (from line 44, column (D)) 5,244.
g 16 Payments lo affiiates (attach schedule)
S | 17 Total expenses (add lines 16 and 44, column (A)) 106,371.
a| 18 Excess or (deficit) for the year (subtract ine 17 from line 12) 22,304.
rEa g 19 Net assets or fund balances at beginning of year (from line 73, column (A)) 30,515.
T $ 20 Other changes in net assets or fund balances (attach explanation)
S| 21 Net assets or fund balances at end of year (combine lines 18, 19, and 20) 52,819.

BAA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. TEEADI01  02/03/06 Form 990 (2005)
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Form 990 (2005) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2

|Pdnt Il _|Statement of Functional Expenses Al organizations must complete column (A) Columns B), (C), and (D) are
required for section 501(c)(3) and (4) organizations and section 4947(a)(1) nonexempt chantable trusts but optional for others

. EY
Do "g{,,’%ﬂ%ﬂa%ﬂ"gf {g%c;’;f:nof fine ‘ 1 (A) Total (Bg:r:l?gégm (c)a,ﬁ"daggﬂzg‘f“t (D) Fundraising
22 GraMs and allocations (att sch) ‘.'*—f .. (f » P L
(cash $ L S EUR i ‘
non-cash $ ) R L | : Aun ol
If this amount includes v ‘l, ;
foreign grants, check here ™ D 22 I B
23 Specific assistance to individuals (att sch) . 23 PR
24 Benefits paid to or for members (att sch) 24 Pt ; T
25 Compensation of officers, directors, etc 25 0. 0. 0.
26 Other salaries and wages 26 3,584. 3,387. 198.
27 Pension plan contnbutions . 27
28 Other employee benefits 28 5,157. 4,384. 271. 502.
29 Payroll taxes 29 454. 387. 45. 22.
30 Professional fundraising fees 30
31 Accounting fees 31 9,592. 3,187. 6,405. 0.
32 Legal fees .. 32
33 Supplies . L 33 5,868. 4,938, 639. 291.
34 Telephone . . 34 1,600. 1,360. 160. 80.
35 Postage and shipping L. 35 687. 584. 69. 34.
36 Occupancy . . 36 2,100. 1,785. 210. 105.
37 Equipment rental and maintenance . .| 37 3,172, 2,696. 317. 159.
38 Pnnting and publications .. 38 1,176. 999. 118. 59.
39 Travel . . . 39 5,868. 5,868. 0. 0.
40 Conferences, conventions, and meetings . . 40 21,309. 21,309. 0. 0.
41 Interest )|
42 Depreniation, depletion, etc (attach schedule) . 42
43 Other expenses not covered above (itemize)
aConsultants ___ = 43a 3,563. 3,563. 0. 0.
b Insurance _ __ __ ___ 43b 2,901. 2,466. 290. 145.
c Pagsport project __ 43c 9,984. 9,984. 0. 0.
d Web upgrade project | 43d 8,616. 8,616. 0. 0.
e Newsletter expenses | 43e 8,358, 8,358. 0. 0.
f Other program costs _ _ | 43f 2,249. 2,249. 0. 0.
g See Other Expenses Stmt 43g 9,733. 6,085. 0. 3,648.
44 Total functional expenses. Add hines 22 through
43 (Organizations completing columns (B) - (D),
carry these totals to lines 13 - 15) .. 44 106,371. 92,205. 8,922. 5,244.
Joint Costs. Check ’E] if you are following SOP 98-2.
Are any joint costs from a combined educational campaign and fundraising solicitation reported in (B) Program services? >[:I Yes EI No
If 'Yes,' enter (i) the aggregate amount of these joint costs $ , (ii) the amount allocated to Program services
$ ; (iii) the amount allocated to Management and general $ , and (iv) the amount allocated
to Fundraising  $ .
BAA Form 990 (2005)

TEEAD102 11/01/05
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Form 990 (2005) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
[Part Iii- TStatement of Program Service Accomplishments

Form 990 1s axailable for public inspection and, for some people, serves as the primary or sole source of information about a particular
organization. How the public perceives an organization in such cases may be determined by the information presented on its return Therefore,
please make sure the return 1s complete and accurate and fully describes, in Part ll, the organization's programs and accomplishments

What i1s the organization’s primary exempt purpose? » Advocacy of Adult Congenital Heart Issues |Program Service Expenses

All organizations must describe their exempt purpose achievements 1n a clear and concise manner State the number of | Reggi=d for S01(€)(3) and

clients served, publications 1ssued, etc. Discuss achievements that are not measurable (Section 501(c)(3) and (4) organ- 4947¢2)(1) trusts, but
1zations and 4947(a)(1) nonexempt charitable trusts must also enter the amount of grants and allocations to others ) optional ?or others )

a Educational Resources - See Attached

(Grants and allocations  $ 0. ) If this amount includes foreign grants, check here ’ﬂ 37,180.
bPatient-Family Conferences - See Attached __ _________ _________

(Grants and allocations__ § 0. ) If this amount includes foreign grants, check here > | | 30,196.
¢ Outreach & Advocacy - See Attached _ _____ ___ _________________

(Grants and allocations_ $ 0. ) If this amount includes foreign grants, check here ™ | | 15,524.

zGTa;t; a—na ;Il;c;tBrTs_ _$ ——————————— 0 .—)—If‘;hls amount includes foreign grants, check here ™ T.[ 9,305.
e Other program services .
(Grants and allocations $ ) If this amount includes foreign grants, check here » [_|
f Total of Program Service Expenses (should equal line 44, column (B), Program services) . > 92,205.
BAA Form 990 (2005)

TEEA0103 1014/05




Form 990 (2005)

ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 4
Balance Sheets (See Instructions)
Note: Where requ:red aftached schedules and amounts within the description A) B)
column should be for end-of-year amounts only Beginning of year End of year
45 Cash — non-interest-bearing 45
46 Savings and temporary cash investments 28,737.|46 50,159.
47a Accounts recevable 47a 2,469. EENd
b Less allowance for doubtful accounts 47b 245.]| 47c 2,469.
e T e T S
48a Pledges receivable 48a :_LJ
b Less allowance for doubtful accounts 48b 48¢c
49 Grants receivable 49
A 50 Receivables from officers, directors, trustees, and key
g employees (attach schedule) 50 _
$ 51 a Other notes & loans receivable (attach sch) 51a e
s b Less: allowance for doubtful accounts 51b 51c
52 Inventories for sale or use 52
53 Prepaid expenses and deferred charges . 2,073.]53 1,285.
54 Investments — secunties (attach schedule) ’D Cost D FMV 54
55a Investments — land, buildings, & equipment basis | 55a r‘i;”""\,;
b Less accumulated depreciation '35‘:
(attach schedule) . 55b 55¢
56 Investments — other (attach schedule) 56
57a Land, buildings, and equipment. basis 57a -‘W‘ﬁ
b Less accumulated depreciation &:
(attach schedule) 57b 57c¢
58 Other assets (describe » ) 58
59 Total assets (must equal line 74). Add hines 45 through 58 31,055.159 53,913.
60 Accounts payable and accrued expenses 540.| 60 1,094.
% 61 Grants payable 61
/Bl 62 Deferred revenue 62
i 63 Loans from officers, dectors, trustees, and key employees (attach schedule) 63
} 64a Tax-exempt bond habilhties (attach schedule) 64a
é b Mortgages and other notes payable (attach schedule) . 64b
S 65 Other liabilities (describe » ) 65
66 Total liabilities. Add hnes 60 through 65 .. 540.] 66 1,094.
N Organizations that foliow SFAS 117, check here > E’ and complete lines 67 ’77;'3
3 through 69 and lines 73 and 74. )
A 67 Unrestricted 30,515.[67 32,279.
é 68 Temporarly restricted 68 20,540.
{ 69 Permanently restricted 69
0 Organizations that do not follow SFAS 117, check here * D and complete lines .t .g
A 70 through 74 £
] 70 Capital stock, trust principal, or current funds 70
: 71 Paid-in or capital surplus, or land, bullding, and equipment fund Il
f 72 Retained earnings, endowment, accumulated income, or other funds 72
ﬁ 73 Total net assets or fund balances (add lines 67 through 69 or lines 70 through SR
g 72, column (A) must equal line 19; column (B) must equal line 21) 30,515.]|73 52,819.
74 Total liabilities and net assets/fund balances. Add lines 66 and 73 31,055.] 74 53,913.

o]
>
>

TEEAD104

10/17/05

Form 990 (2005)



Form 990 (2005) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 5

[Part IV:A IRef[:oncﬂlatlon of Revenue per Audited Financial Statements with Revenue per Return (See
ipstructions.)

N/a

a Total revenue, gains, and other support per audited financial statements . a
b  Amounts included on hne a but not on Part |, line 12. ' ﬂ
1Net unrealized gains on investments b1 ™
2Donated services and use of facihities b2 ;;:’
3Recoveries of prior year grants b3 ;
40ther (specfy) _ _ _ _ _ _ Ly
_______________________________________ b4 A
Add lines b1 through b4 . ) b
c Subtract hne b from line a c
d Amounts included on Part I, hne 12, but not on hne a: 4
1Investment expenses not included on Part |, hne 6b d1l 3"
20ther (specify)’ _ _ _ _ _ _ 3
_______________________________________ d2 Rl
Add lines d1 and d2 . . .. . L . d
e Total revenue (Part |, ine 12). Add lines ¢ and d > e

[Part-1ViBiE Reconciliation of Expenses per Audited Financial Statements with Expenses per Return

N/A

a Total expenses and losses per audited financial statements . . . a
b Amounts included on hne a but not on Part I, ine 17: y
1Donated services and use of faciliies ... . . . bl 4
2Prior year adjustments reported on Part |, line 20 . . .o . b2 }}j
3losses reported on Part |, line 20 . . .. b3 *:
40ther (specty): _ _ _ _ _ _ _ _ _ __ _ _ _ zg:‘j’;
_______________________________________ b4 &4
Add lines b1 through b4 b
c Subtract hne b from line a c
d Amounts included on Part |, ine 17, but not on line a: w’n
1Investment expenses not included on Part |, line 6b .. . . di ‘:“‘,
20ther (specify): _ 5‘;
_______________________________________ d2 b¥,
Add lines d1 and d2 . d
e Total expenses (Part |, ine 17) Add lines ¢ and d . P e

-{Current Officers, Directors, Trustees, and Key Employees (List each person who was an officer, director, trustee,
or key employee at any time dunng the year even If they were not compensated ) (See the instructions )

(B) Title and f\éeragedhours (C) (C‘ompensgtlon (D) C<I>ntnbut:|onsf to ((3) Expednset:h
per week devote if not paid, employee benefit account and other
(A) Name and address to position enter -0-) plans and deferred allowances

compensation plans

. Exec.Director 20 0. 0. 0.

. Board Members 3 0. 0. 0.

BAA TEEA0I05  10/17/05 Form 990 (2005)




Form 990 (2005) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 6

|Part V-A | Current Officers, Directors, Trustees, and Key Employees (continued) Yes | No
75 a Enter the tefal number of officers, directors, and trustees permitted to vote on organization busmess as board meetings »13____ ,
b Are any officers, directors, trustees, or key employees listed in Form 990, Part V-A, or highest compensated employees :‘
listed in Schedule A, Part |, or highest compensated professional and other independent contractors listed in Schedule F
A, Part lI-A or II-B, related to each other through family or business relationships? If 'Yes, attach a statement that S S
identifies the individuals and explains the relationship(s) . 75b X
c Do any officers, directors, trustees, or key employees hsted in form 990, Part V-A, or highest compensated employees S
listed in Schedule A, Part |, or highest compensated professional and other independent contractors listed in Schedule !
A, Part II-A or 1l-B, receive compensation from any other organizations, whether tax exempt or taxable, that are related 3
to this organization through common supervision or common control? . 75¢c X
Note. Related orgamizations include section 509(a)(3) supporting organizations. o ’ l
e
If 'Yes,' attach a statement that identifies the individuals, explains the relationship between this organization and the
other organization(s), and describes the compensation arrangements, including amounts paid to each individual by each RS
related organization R
d Does the organization have a written conflict of interest policy? 75d] X
Part:V:B | Former Officers, Directors, Trustees, and Key Employees That Received Compensation or Other

Benefits (If any former officer, director, trustee, or key employee received compensation or other benefits (described below)

during the year, hist that person below and enter the amount of compensation or other benefits in the appropriate
the instructions )

N
column. See /A

(B;xgoans and (C) Compensation (D) Contributions to (E) Expense
vances employee benefit account and other
(A) Name and address plans and deferred allowances
compensation plans
________________________ 4
________________________ .
['Part:VI>| Other Information (See the mstructions ) Yes | No
L RS
76 Dud the organization engage in any activity not previously reported to the IRS? If "Yes,' et L
attach a detailed descniption of each activity . 76 X
77 Were any changes made in the organizing or governing documents but not reported to the IRS? 77 | X
If 'Yes," attach a conformed copy of the changes 555 E PA CERTIFICATE OF AUTHOR ITY) R TS
78a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this return? 78a X
b If 'Yes,' has it filed a tax return on Form 990-T for this year? 78b] NAA
LN [P
79 Was there a hquidation, dissolution, termination, or substantial contraction during the |
year? If 'Yes,' attach a statement 79 X |
80a Is the orgamzation related (other than by association with a statewide or nationwide orgamization) through common z w4
membership, governing bodies, trustees, officers, etc, to any other exempt or nonexempt organization? 80a X I
b If 'Yes, enter the name of the organizaton » _ ']
_____________________________ and check whether it1s -D exempt or nonexempt. oo
81a Enter direct and indirect political expenditures. (See line 81 instructions ) .. .| 81a 0. - ¢
b Did the organization file Form 1120-POL for this year? 81bj N/j

BAA

TEEA0106 11/03/05

Form 990 (2005)



Form 990 (2005) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7

| Part VI.| Other Information (continued) Yes | No
82 a Did the organization receive donated services or the use of matenials, equipment, or facilities at no charge or at
substantlally less than fair rental value? 82al X
bIf 'Yes,' you may indicate the value of these items here Do not include this amount as o
revenue in Part | or as an expense in Part Il. (See instructions in Part 11 L82b| KIS VTR
83a Did the organmization comply with the public inspection requirements for returns and exemption applications? 83al X
b Did the organization comply with the disclosure requirements relating to quid pro quo contributions? .183b] X
84a Dud the organization solicit any contributions or gifts that were not tax deductible? 84a X
b If 'Yes," did the organlzahon include with every solicitation an express statement that such contributions or gifts were K /“ 2]
not tax deductible? 84b| N A A
85 501(c)4), (5), or (6) orgamizations. a Were substantially all dues nondeductible by members7 85a] N/A
b Did the organization make only in-house lobbying expenditures of $2,000 or less? 85b] N/A

If 'Yes' was answered to either 85a or 85b, do not complete 85c through 85h below unless the organization received a
watver for proxy tax owed for the prior year. U P

¢ Dues, assessments, and simitar amounts from members 85¢ N/A ' p ]
d Section 162(e) lobbying and political expenditures .. 85d N/A ’
e Aggregate nondeductible amount of section 6033(e)(1)(A) dues notices . . . 85e N/A
f Taxable amount of lobbying and political expenditures (Iine 85d less 85e) .. 85f N/A .
g Does the organization elect to pay the section 6033(e) tax on the amount on line 85f? 85g| N/A
h If sectron 6033(e)(1)(A) dues notices were sent, does the orgamization agree to add the amount on hine 851 to its reasonable estimate of
dues allocable to nondeductible lobbying and political expenditures for the following tax year? . 85h| N/A
86 501(c)(7) orgamizations Enter: a Imtiation fees and capital contnibuttons included on 3
line 12 . 86a N/A
b Gross receipts, included on line 12, for public use of club facilities 86b N/A
87 501(c)(12) organizations Enter. a Gross income from members or shareholders 87a N/A

b Gross income from other sources (Do not net amounts due or pald to other sources
against amounts due or received from them ) . 87b N/A

88 At any time during the year, did the organization own a 50% or greater interest in a taxable corporation or partnership,
or an entny disregarded as separate from the organization under Regulations sections 301 7701-2 and 301 7701-3?

If 'Yes,' complete Part iX 88 x
89a 501(c)(3) organizations Enter: Amount of tax imposed on the organization during the year under \’,ig 12_-'*, .’:§-
section 4911 » N/A , section 4912» N/A ; section 4955 » N/A oo

b 501(c)(3) and 501(c)(4) organizations. Did the organization engage in any section 4958 excess benefit transaction
during the year or did it become aware of an excess benefit transaction from a prior year’ If 'Yes,' attach a statement

explaining each transaction . 89b X
¢ Enter. Amount of tax imposed on the organization managers or dlsquahfled persons during the
year under sections 4912, 4955, and 4958 > 0.
d Enter Amount of tax on line 89c, above, retmbursed by the organlzatlon . . > 0.
90a List the states with which a copy of this return is filed »  Pennsylvania __ _ .
b Number of employees employed in the pay period that includes March 12, 2005 (See instructions.) . I_SOEI 0
91a The books are in care of » Management Telephone number »  (215) 849-1260
Locatedat > 6757 Greeme St., Suite 335, Phila,PA ZIP+4 > 19119 _
b At any time during the calendar year, did the organization have an interest in or a signature or other authonty over a Yes | No
financial account in a foreign country (such as a bank account, securittes account, or other financial account)? 91b X
If 'Yes,' enter the name of the foreign country *N/A ] &: 7_'1
See the instructions for exceptions and filing requirements for Form TD F 90-22 1, Report of Foreign Bank and ;-‘;:_;:1 ; i
Financial Statements IR I
¢ At any time during the calendar year, did the organization maintain an office outside of the United States? 91c¢ X
If 'Yes, enter the name of the foreign country » N/A _ _ __ _ _____________ .~~~
92 Section 4947(a)(1) nonexempt charitable trusts filing Form 990 1n lieu of Form 1047 — Check here . N/A > I:]
and enter the amount of tax-exempt interest received or accrued during the tax year . . ’I 92 I N/A
BAA Form 990 (2005)

TEEAQ107  02/03/06




Form 990 (2005) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 8
{.Part VIl | Analysis of Income-Producing Activities (See the instructions )

Note: Enter gro‘s s amounts unless Unrelated business income Excluded by section 512, 513, or 514 ®

otherwisg indicated Busun(els\s) code An(gzmt Exclus(gz code Arr(g?mt Rfeulr?tt:?l%r? rmeczer:"nept

93 Program service revenue

a Conferences 6,953.

o Q060

f Medicare/Medicaid payments

g Fees & contracts from government agenctes
94 Membership dues and assessments 14,155,
95 Interest on savings & temporary cash invmnts 14 943.
96 Dividends & interest from securities
97  Net rental income or (loss) from real estate I S PN T N e T o AT

a debt-financed property

b not debt-financed property
98 Net rental income or (loss) from pers prop
99 Other investment income

100 Gamn or (loss) from sales of assets
other than inventory

101 Net income or (loss) from special events
102  Gross profit or (loss) from sales of inventory
103 Other revenue: a b TR SRR MR SR BN S Brs e e R e R
b Merchandise 12 1,601.
c
d
e
104  Subtotal (add columns (B), (D), and (E)) ATTAT S HTAEL e 2,544. 21,108.
105 Total (add line 104, columns (B), (D), and (E)) . > 23,652,
Note: Line 105 plus line 1d, Part |, should equal the amount on line 12, Part |
i:Part’VlIl{ Relationship of Activities to the Accomplishment of Exempt Purposes (See the instructions )

Line No. | Explain how each activity for which income 1s reported in column (E) of Part VI contributed importantly to the accomplishment
v of the organization's exempt purposes (other than by providing funds for such purposes).

‘1“1

.,

:
£
b,
2
<
i
K¥
{.:‘

2
Py
-

L W
R S IR

i

Lot
25
1,

W

|
i

93a,94|To provide education, outreach, advocacy and promotion of
adult congenital heart issues.

[ Part IX:{Information Regarding Taxable Subsidiaries and Disregarded Entities (See the instructions ) N/A
(A) (B) ©) (D) B
Name, address, and EIN of corporation, Percentage of Nature of activities Total End-of-year
partnership, or disregarded entity ownership interest income assets
%
%
%
%
it Part-X#| Information Regarding Transfers Associated with Personal Benefit Contracts (See the instructions )
a Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? .. Yes % No
b Did the organmization, duning the year, pay premiums, directly or indirectly, on a personal benefit contract? e Yes No

Note: If 'Yes' to (b), file Form 8870 and Form 4720 (see instructions)

B e S B L B SR = P N

Please | | Avq \‘\' y w
Sign - & O Date =
Here > Ve../b\'l@ek E [TAY M

Type or print @ and litle , | IR 7

P *s SSN or PTIN (S

Paid  |Preparers W e cPh | Creck. RS
Pre- Signature Jose . Leonard 07/29/06 employes > [X |
parer's [Frmsname o SNYPER, DAITZ & COMPANY

s 1 -
Use g%::ploye:,d » 1617 JOHN F. KENNEDY BLVD., SUITE 1035 EnN >

ress, an
Only Spea’ PHILADELPHIA PA 19103 Phoneno * (215) 563-6141

BAA TEEAD108 10/18/05 Form 990 (2005)




OMB No 1545 0047

Organization Exempt Under

SCHEDULE A
(Form 990 or 990-E2) orivate £ S‘ZCt'O" 501(cX3) s
(Except Private Foundation) and Section 501(e), 501(f), 501(k),
. 501(n), or 4347(a)1) Nonexempt Charitable Trust 20 0 5
o ot the T Supplementary Iinformation — (See separate instructions.)
e lreas
In?granr;rrsevgnue Service » MUST be completed by the above organizations and attached to their Form 990 or 990-EZ.
Employer identification number

Name of the orgaruzation
04-3447959

ADULT CONGENITAL HEART ASSOCIATION
Compensation of the Five Highest Paid Employees Other Than Officers, Directors, and Trustees

) (See instructions  List each one. If there are none, enter ‘None *)

(a) Name and address of each (b) Title and average (c) Compensation| (d) Contributions (e) Expense
employee paid more hours per week tgl;rgpg%egggpfgg account and other
than $50,000 devoted to position compensation allowances
NONE _ _ _ _ _ _______________]
Total number of other employees pard Seat
over $50,000 . > NONE|{F24 ;'
PartilliE:A Compensatlon of the Five Highest Paid Independent Contractors for Professwnal Servuces
{See instructions. List each one {(whether individuals or firms) if there are none, enter ‘None ")
(a) Name and address of each independent contractor paid more than $50,000 (b) Type of service (c) Compensation
NONE
Total number of others receiving over Ealchy
$50,000 for professional services > NONE}:: iu .. .

‘B Compensation of the Five Highest Paid Independent Contractors for Other Serwces
(List each contractor who performed services other than professional services, whether individuals or firms. if there are none

Rart.Ilss

enter 'None ' See instructions )
(a) Name and address of each independent contractor paid more than $50,000 (b) Type of service (c) Compensation
NONE e
Total number of other contractors receving : -k r;‘,‘ ; e e e '4
over $50,000 for other services > NONE| - .- L T A SR
Schedule A (Form 990 or 990-EZ) 2005

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 and Form 990 EZ.
TEEAD4D1  08/09/05




Schedule A (Form 990 or 990-E2Z) 2005 ADULT CONGENITAL HEART ASSQOCIATION 04-3447959 Page 2

Partlll - - Statements About Activities (See instructions ) Yes | No
1 Durning thé year, has the organization attempted to influence national, state, or local legislation, including any attempt
to influence public opinion on a legislative matter or referendum? If 'Yes,' enter the total expenses paid
or incurred In connection with the lobbying activities >3 491. 0.
(Must equal amounts on hne 38, Part Vi-A, or line i of Part VI-B.) 1 X
Organizations that made an election under section 501(h) by filing Form 5768 must complete Part VI-A. Other . & !
organizations checking 'Yes' must complete Part VI-B AND atlach a stalement giving a detalled description of the . - -
lobbying activities SEE ATTACHED M
2 During the year, has the organization, either directly or indirectly, engaged in any of the following acts with any S
substantial contributors, trustees, direclors, officers, creators, key employees, or members of their families, or with any o BTN AR
taxable organization with which any such person s affihated as an officer, director, trustee, majonty owner, or pnincipal A T 5
beneficiary? (If the answer to any question 1s 'Yes,' attach a detailed statement explaining the transactions ) ! - 4
a Sale, exchange, or leasing of property? . 2a X
b Lending of money or other extension of credit? 2b X
¢ Furnishing of goods, services, or facilities? 2c¢ X
d Payment of compensation (or payment or reimbursement of expenses If more than $1,000)? 2d X
e Transfer of any part of its income or assets? 2e X
3a Do you make grants for scholarships, fellowships, student loans, etc? (If "Yes,' attach an
explanation of how you determine that recipients qualify to receive payments.) 3a X
b Do you have a section 403(b) annuity pian for your employees? . . . 3b X
¢ Duning the year, did the orgamization receive a contribution of qualified real property interest under section 170(h)? 3c X
4a Did you maintain any separate account for participating donors where donors have the rnight to provide advice
on the use or distribution of funds? . . 4a X
b Do you provide credit counseling, debt management, credit repair, or debt negotiation services? 4b X

Reason for Non-Private Foundation Status (See instructions )

The organization 1s not a private foundation because 1t 1s* (Please check only ONE applicable box )

[3)]

A church, convention of churches, or assoctation of churches. Section 170(b)(1)(A)(1).
A school Section 170(b)(1)(A)(n). (Also complete Part V)

A hospHal or a cooperative hospital service organization Section 170(b)(1)(A)(im).

A Federal, state, or local government or governmental umit Section 170(b)(1)(A)(v)

A medical research organization operated in conjunction with a hospital Section 170(b)(1)(A)(m1). Enter the hospital's name, city,

and state >

D An organization operated for the benefit of a college or university owned or operated by a governmental urit. Section 170(b)(1)(A)(iv)

(Also complete the Support Schedule in Part IV-A)

11a E] An organization that normally receives a substantial part of its support from a governmental unit or from the general public.

Section 170(b)(1)(A)(v1). (Also complete the Support Schedule in Part IV-A)

11b D A community trust. Section 170(b)(1)(A)(v1). (Also complete the Support Schedule in Part IV-A)

12

D An organization that normally receives (1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts
from activities related to its chantable, eic, 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) (Also complete the Support Schedule in Part IV-A)

13 D An organization that 1s_not controlled by any disqualified persons (other than foundation managers) and supports organizations
described in (1) hnes 5 through 12 above; or (2) section 501(c)(4), (5), or (6), if they meet the test of section 509(a)(2). Check the

14

box that describes the type of supporting organization. » Type 1 l_lTlPe 2 ’_IT)'EG 3

Provide the following information about the supported organizations (See nstructions )

(a) Name(s) of supported orgamzation(s)

(b) Line number
from above

I—I An orgaruzation organized and operated to test for public safety Section 509(a)(4) (See instructions )

BAA

TEEAQ402  08/09/05 Schedule A (Form 990 or Form 990-E7) 2005




Schedule A (Form 990 or 990-EZ) 2005 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
[Part IV-A [Support Schedule (Complete only if you checked a box on line 10, 11, or 12.) Use cash method of accounting.
Note: You may use the worksheet in the instructions for converting from the accrual to the cash method of accounting

Calendar year (or fiscal year (a) (b) (c) e
beginninyg in) > 2004 2003 2002 2%%)1 T(otZ‘;\l

15 Gifts, grants, and contributions
received (Do nol include
unusual grants See line 28 ) 17,223. 24,398. 4,478. 9,955. 56,054.

16 Membership fees received 8,703. 4,675. 3,620. 785. 17,783.

17 Gross receipts from admissions,
merchandise sold or services performed,
or furmishing of facilities 1n any activity
that 1s related to the organization's
chanitable, etc, purpose 41,632. 1,500. 6,068. 4,315. 53,515.

18 Gross income from interest, dividends,
amounts received from payments on
securihies loans (section 512(a)(5)),
rents, royalties, and unrelated business
taxable income (less section 511 taxes)
from businesses acquired by the organ-
1zation after June 30, 1975

19 Net income from unrelated business
activities not included in line 18

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

21 The value of services or
faciliies furnished to the
organization by a governmental
unit without charge Do not
include the value of services or
facilihes generally furnished to
the public without charge

22 Other income Attach a
schedule. Do not include
gatn or (loss) from sale of

capital assets 851. 851.

23 Tota!l of ines 15 through 22 68,4009. 30,573. 14,166. 15,055. 128,203.
24 Line 23 minus line 17 26,777. 29,073. 8,098. 10,740. 74,688.
25 Enter 1% of hine 23 . 684. 306. 142. 151 [ e -
26 Organizations described on lines 10 or 11: a Enter 2% of amount in column (e), ine 24 . . > 26a 1,494.
b Prepare a hst for your records to show the name of and amount contributed by each person (other than a governmental unit or publicly y,:' Y b ',‘ ”** v :]
supported organtzation) whose total gifts for 2001 through 2004 exceeded the amount shown in ine 26a Do not file this list with your o At
return Enter the total of all these excess amounts > 26b 3,506.

¢ Total support for section 509(a)(1) test: Enter line 24, column (e) > 26¢ 74,688.
d Add Amounts from column (e) for lines 18 19 Y R TR
22 851. 26b 3,506. >t 26d 4,357.

e Public support (line 26c minus line 26d total) . > 26e 70,331.

f Public support percentage (line 26e (numerator) divided by line 26c (denominator)) . »>| 26f 94.17 %

27 Organizations described on line 12:
N/ a For amounts included in Iines 15, 16, and 17 that were received from a ‘disqualified person,’ prepare a list for your records to show the
A name of, and lotal amounts received in each year from, each 'disqualified person.’ Do not file this list with your return. Enter the sum of
such amounts for each year

(2004) (2003) (2002) (2001)

bFor any amount included m line 17 that was received from each person (other than ‘disqualified persons'), prepare a list for your records
to show the name of, and amount received for each year, that was more than the larger of (1) the amount on line 25 for the year or (2)
$5,000 (Include in the list organizations described in lines 5 through 11b, as well as individuals ) Do not file this list with your return.
After computing the difference between the amount receved and the larger amount descnibed n (1) or (2), enter the sum of these
differences (the excess amounts) for each year:

(o004 003 ____________ (002 __ _________ (00vy__
¢ Add Amounts from column (e) for lines- 15 16
17 20 21 . > 27c
d Add Line 27a total and line 27b total > 27d
e Public support (line 27c total minus line 27d total) . . .. . > 27e
f Total support for section 509(a)(2) test. Enter amount from line 23, column (e) > 27¢ | R
g Public support percentage (line 27e (numerator) divided by line 27f (denominator)) . >l 27¢g %
h Investment income percentage (line 18, column (e) (numerator) divided by line 27f (denominator)) . "l 27h %

28 Unusual Grants: For an organization described in line 10, 11, or 12 that received any unusual grants dunng 2001 through 2004, prepare a
N/A list for your records to show, for each year, the name of the contributor, the date and amount of the grant, and a brief description of the
nature of the grant Do not file this list with your return. Do not include these grants in line 15

BAA TEEAD403  02/03/06 Schedule A (Form 990 or 990-EZ) 2005




Schedule A (Form 990 or 990-E7) 2005 ADULT CONGENITAL HEART ASSOCIATION 04-344795

9 Page 4
{Part V: “ 3| Private School Questionnaire (See instructions )
(To be completed ONLY by schools that checked the box on line 6 in Part IV) N/A
Yes | No
29 Does the organization have a racially nondiscniminatory policy toward students by statement in its charter, bylaws,
other governing instrument, or In a resolution of its governing body? . 29
L I
30 Does the organization include a statement of its racially nondiscriminatory policy toward students in all its brochures, ot T "
calalogues, and other wntten communications with the public deahng with student admissions, programs, L+ TW
and scholarships? 30
[ ')‘ -
31 Has the orgamzation publicized its racially nondiscriminatory policy through newspaper or broadcast media during a 1 -
the pertod of solicitation for students, or during the registration period if it has no solicitation program in a way that ~ aes
makes the policy known to all parts of the general community it serves?

if 'Yes,' please describe, if 'No,' please explan. (If you need more space, attach a separate statement.)

32 Does the orgamzation maintain the following.

a Records indicating the racial composition of the student body, faculty, and administrative staff? .

b Records documenting that scholarships and other financial assistance are awarded on a racually
nondiscriminatory basis? )

4
! ) &
= . » by

] 4'4‘("}:{
32a
32b

c Copies of all catalogues, brochures, announcements, and other wrnitten communications to the publlc dealmg
with student admissions, programs, and scholarshnps"

d Copies of all matenal used by the organization or on its behalf to sohcit contrlbutlons"

If you answered 'No’ to any of the above, please explain. (If you need more space, attach a separate statement.)

33 Does the organization discriminate by race in any way with respect to:

a Students’ nights or privileges?

b Admusstons policies?

¢ Employment of faculty or administrative staff?

33c¢

d Scholarships or other financial assistance?

33d

e Educational policies?

33e

f Use of facilities?

33f

g Athletic programs?

339

h Other extracurricular activities?

33h

If you answered 'Yes' to any of the above, please explain (If you need more space, attach a separate statement )

34a Does the organization receive any financial aid or assistance from a governmental agency?

PRS- IO

b Has the organization's right to such aid ever been revoked or suspended?

If you answered 'Yes' to either 34a or b, please explain using an attached statement

35 Does the organization cerhify that it has complied with the applicable requirements of
sections 4 01 through 4 05 of Rev Proc 75-50, 1975-2C B 87 covering racial
nondiscnimination? f ‘No," attach an explanation

35

BAA TEEADSA  0B/08/05 Schedule A (Form 990 or 990-EZ) 2005
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1 Schedule A (Form 990 or 990-E7) 2005 ADULT CONGENITAL HEART ASSOCIATION 04-3447
|
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\

959 Page 5
{Part VI:A}1| Lobbying Expenditures by Electing Public Charities (See mstructions )
(To be completed ONLY by an efigible orgamization that filed Form 5768) N/A

Check » a l_ilf the organization belongs to an affilrated group Check ™ b |—| if you checked ‘a’ and 'limited control’ provisions apply

Limits on Lobbying Expenditures Aff|||at(ead) group

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

(b)
To be completed
for ALL electing
organizations

36 Total lobbying expenditures to influence public opinion (grassroots lobbying)

37 Total lobbying expendttures to influence a legislative body (direct lobbying)

38 Total lobbying expenditures (add lines 36 and 37)

39 Other exempt purpose expenditures

40 Total exempt purpose expenditures (add lines 38 and 39)

41 Lobbying nontaxable amount. Enter the amount from the following table —

! If the amount on fine 40 is — The lobbying nontaxable amount is —

| Not over $500,000 . 20% of the amount on line 40
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000
Over $17,000,000 $1,000,000 . R

42 Grassroots nontaxable amount (enter 25% of line 41)

43 Subtract hne 42 from line 36 Enter -0- if ine 42 1s more than line 36 .

44 Subtract fine 41 from line 38 Enter -0- if ine 41 1s more than line 38

S T e T P ) ?JEX_A.’,X\F’: VT
-

Caution: If there 1s an amount on either line 43 or line 44, you must file Form 4720 i b e 3w AT EY

PR S LT CRN, igy)

4 -Year Averaging Period Under Section 501 (h)

(Some organizations that made a section 501(h) election do not have to complete alt of the five columns below

See the instructions for lines 45 through 50 )

Lobbying Expenditures During 4 -Year Averaging Period

Calendar year (@) (b) (©) (d

(or fiscal year 2005 2004 2003 2002
beginning in) >

(e)
Total

| 45 Lobbying nontaxable
‘ amount

46 Lobbying ceiing amount
(150% of line 45(e))

47 Total lobbying
expenditures

48 Grassroots non-
taxable amount

49 Grassroots ceiling amount
(150% of line 48(e))

50 Grassroots lobbying
expendltures

Part VI:B | Lobbying Activity by Nonelecting Public Charities

(For reporting only by orgamizations that did not complete Part VI-A) (See instructions )

Duning the year, did the organization attempt to influence national, state or local legislation, including any
attempt to influence pubhc opinion on a legislative matter or referendum, through the use of: Yes | No

Amount

a Volunteers X
b Paid staff or management (Include compensation in expenses reported on lines ¢ through h.)
c Media advertisements

Cl

PR - ol
T .1*"' Y,
4,

Y
SR LLEU‘!

SNV T

S
Z‘A

et
-

d Mailings to members, legislators, or the public

e Publications, or published or broadcast statements

LA LA L

f Grants to other organizations for lobbying purposes

g Direct contact with legislators, their staffs, government officials, or a legislative body X

491.

h Rallies, demonstrations, seminars, conventions, speeches, leclures, or any other means

il

i Total lobbying expenditures (add lines ¢ through h.)

491.

If 'Yes' to any of the above, also attach a statement giving a detailed description of the lobbying activites SEE ATTACHED

BAA Schedule A (Form 990 or 990-EZ) 2005

TEEAQ405 08/08/05



Schedule A (Form 990 or 990-EZ) 2005 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 6

[Part V.. Information Regarding Transfers To and Transactions and Relationships With Noncharitable
Exempt Organizations (See instructions)

51 Dud the reporting organization directly or indirectly engage n any of the following with any other organization described in section 501(c)
of the Code (other than section 501(c)(3) organizations) or in seclion 527, relating to political orgamizations?

a Transfers from the reporting organization to a noncharitable exempt organization of Yes | No
@)Cash 51a (i) X
(i) Other assets . a (i) X
b Other transactions®
(i)Sales or exchanges of assels with a noncharitable exempt orgamization . b () X
(i))Purchases of assets from a noncharitable exempt organization . b Gi) X
@iii)Rental of facilities, equipment, or other assets . b Gii) X
(iv)Reimbursement arrangements . b Gv) X
(v)Loans or loan guarantees b (v) X
(vi)Performance of services or membership or fundraising solicitations b (vi) X
¢ Shaning of facihties, equipment, mailing lists, other assets, or paid employees [+ X

d If the answer to any of the above is 'Yes,' complete the following schedule Column (b) should always show the fair market value of
the g{oods, other assets, or services given by the reportln%dgrﬂ‘anlzatlon. If the organization recewved less than fair market value in

any transaction or sharing arrangemeént, show in column e value of the goods, other assets, or services received
(a) (b) (c) (d
Line no Amount involved Name of noncharitable exempt organization Description of transfers, transactions, and sharing arrangements
N/A
52a Is the organization directly or indirectly affihated with, or related to, one or more tax-exempt organization
described in section 501(c) of the Code (other than section 501(c)(3)) or in section 5277 . > D Yes E No
b If 'Yes,' complete the following schedule:
(a) ) (©)
Name of organization Type of organization Description of relationship
N/A
BAA Schedule A (Form 9390 or 990-EZ) 2005
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ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Form 990, Page 2, Part li, Line 43

Otkgr Expenses Stmt

(A) ®) ©) (D)
Other expenses not Total Program Management Fundraising
covered above (itemize): services and general
Board & staff development 6,085. 6,085. 0. 0.
Fundraising expenses 3,648. 0. 0. 3,648.
Total 9,733. 6,085. 0. 3,648.




ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Forin 990
+ 12/31/2005

Page 3, Partlll - STATEMENT OF PROGRAM SERVICE ACCOMPLISHMENTS

Educational Resources
Quarterly newsletter with personal stories, articles by
medical professionals, event and resource information $ 37,180

Patient Family Conference
In aiternating years, a National Patient Education Conference
in conjunction with the Mayo Clinic, Rochester, MN., or several
Regional Conferences are held.
Conferences are used for patient and family education and
support, to recruit and train local volunteers, and to review emerging
issues in Adult Congenital Heart Disease. $ 30,196

Outreach & Advocacy
ACHA is a national media resource on adult congenital heart
disease, raising public awarenes about many issues including
the urgent needs for appropriate care, research and initiatives
and increased funding. $ 15,524

Organizational Development
ACHA is increasing its organizational capicity by increasing
staff, opening its first office and through its programs. $ 9,305

achaSTMT059907/29/2006




ACHA 2005 Activity Report

“\

Educational Resource Programs:
ACHA Website

ACHA'’s website continued to offer information, resources, and support to thousand of congenital
heart defect survivors and those who care for them. The ACHA on-line discussion board grew
doubled in size and continued to offer a lifeline of hope and support throughout the community.

Heart Matters Newsletter

Since 1998, ACHA’s newsletter has brought the congenital heart community cutting-edge medical
information, heart warming personal stories, and a variety of other resources to enhance the well-
being of the heart defect community. 2005 brought a new name, Heart Matters, and a new
expanded format. Over that calendar year, circulation more than doubled, and by year-end, in
addition top reaching all ACHA members, Heart Matters was distributed at over 200 cardiology
clinics.

Personal Health Passport

With generous support from the American College of Cardiology (ACC), ACHA produced our
first Personal Health Passport, designed to both educate patients as to their health care needs and
serve as a life-saving resource in a medical emergency. In 2005 over 10,000 ACHA Health
Passports were requested by pediatric and adult congenital heart clinics throughout the country.
ACHA also began developing an electronic ACHD health passport.

National ACHD Clinic Survey

In collaboration with the International Society of Adult Congenital Cardiac Disease (ISACCD)
and with funding from Hitachi Global Storage Technologies and the Hitachi Foundation, ACHA
initiated the first national survey of ACHD clinics. Surveys were completed by over 50 self-
identified adult congenital heart clinics in the United States, Canada, and the United Kingdom, and
ACHA began compiling a national database offering contacts and objective information to help
patients and families make more informed decisions about their care.

Internet Toolkit Initiative

Thanks to funding support from the Medtronic Patient Link Program, ACHA began a major
revision of its website to enhance patient access to the “tools” they need to maximize their health
and well-being. Specific new tools in development included a secure on-line version of the
Personal Health Passport, a searchable ACHD clinic database, and an improved on-line patient
resource room.



Outreach and Advocacy Initiatives:
Outreach and Advocacy for Public Awareness

ACHA continued to be a national media resource on adult congenital heart disease. In the fall of
2004, ACHA’s Board of Directors identified raising public awareness about the many CHD
survivors currently “lost” to appropriate care as a central goal. 2005 brought a number of major
media pieces targeting this issue featuring ACHA staff, board, and medical advisory board.

Outreach and Advocacy for Appropriate Care

Throughout the year, ACHA educated cardiologists and other health care professionals about the
unmet needs of congenital heart defect survivors in a variety of venues such as the Pediatric
Cardiac Intensive Care Society, the 15th Annual International Symposium on Congenital Heart
Disease in the Adult, and the ISACCD. For the first time, ACHA exhibited at the AHA Scientific
Sessions and provided over 10,000 attending cardiac professionals with resources and information
to help them meet the needs of their patients with CHD. In March, at the American College of
Cardiology Scientific Session 2005, ACHA addressed attending health professionals about the
slow rate of progress in providing appropriate care for this country’s adult congenital heart
survivors, and the severe endangerment of our community. This session grew into the ACC
Working Group on Adult Congenital Heart Disease, which worked together throughout the year to
move forward initiatives to support adults with congenital heart defects.

Outreach and Advocacy for ACHD Research

In the fall of 2004, ACHA was invited to participate in the first-ever National Heart, Lung, and
Blood Institute (NHLBI) Working Group on Research Needs in Adult Congenital Heart Disease.
The Working Group worked throughout the spring of 2005 to develop recommendations on
needed research and initiatives, identifying three areas of crucial need: outreach initiatives to reach
the many heart defect survivors currently “lost” to appropriate care, the initiation of multi-
institutional studies in ACHD, and the development of a national ACHD registry. Based on this
report, ACHA began organizing its first National ACHD Lobby Day to promote Congressional
awareness of ACHD in the hopes for more federal funding for research in ACHD and a national
ACHD registry. Through the venue of the ACC working group, ACHA also developed strategies
for initiating multi-center ACHD research focused on the investigating the provision of care to
heart defect survivors.

Regional Patient—Family Conferences

A major initiative in 2005 was the execution of regional patient—family conferences targeted to
providing congenital heart patients and their families with the best in ACHD health information.
Events were held in Teaneck, New Jersey; Kissimmee, Floridajand Manhattan Beach, California;
and were co-sponsored by Columbia University Medical Center; The University of Florida,
Gainesville; and the Ahmanson ACHD Clinic at UCLA. These events featured speakers from 22
different medical institutions in 11 different states, and brought together approximately 250
patients and family members for peer support and education by regional health experts. Attendee
feedback was excellent, and over 98% of participants stated that they would attend another ACHD
conference.




Organizational Development

Y

Recognizing that growing our impact would require higher organizational capacity, in 2004
ACHA identified expanding beyond its all-volunteer beginnings as a primary objective. A first
step, in spring of 2004, was hiring an association management company to oversee ACHA
functions. The next step, undertaken in spring of 2005, was hiring our first paid staff and opening
our first office. In June of 2005, ACHA opened our office at 6757 Greene Street in Philadelphia,
and created its first, part-time, staff position. In September of 2005, ACHA President Amy
Verstappen stepped off the Board to become ACHA’s first paid President/CEO ; this became a
salaried position in January of 2006.

With generous support from the Medtronic Foundation’s Patient Link Program, the ACHA board
and staff participated in a number of training programs targeted to help improve ACHA’s
professionalism and impact, and in October of 2005 the ACHA Board convened from throughout
the country for ACHA’s third strategic retreat.
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) PENNSYLVANIA DEPARTMENT OF STATE
CORPORATION BUREAU

Application for Certificate of Authority
Enuty Number (15PaCS)

%}'ZL&?)L)% ____ Foreign Business Corporation (§ 4124)

Foreign Nonprofit Corporation (§ 6124)

Document will be returned to the

Name
Adult Congenital Heart Association name and address you enter to
the left.
Address
6757 Greene Street <=
City State Zip Code
Philadelphia PA 19119

Fee: $250

Filed in the Department of State on Al Iﬁ ( ] 8 2‘ " |5

\?qu~ 5 Q O Py

Secretary of the Commonwealth N\

In compliance with the requirements of the applicable provisions of 15 Pa.C.S. (relating to corporations and unincorporated
associations), the undersigned, hereby states that:

1 The name of the corporation is:
Adult Congenital Heart Association, Inc.

2. Complete only when the corporation must adopt a corporate designator for use in Pennsylvania.
The name which the corporation adopts for use in this Commonwealth is:

3. If the name set forth in paragraph 1 or 2 is not available for use in this Commonwealth, complete the following.
The fictihous name which the corporation adopts for use in transacting business in this Commonwealth is.

The corporation shall do business in Pennsylvania only under such fictitious name pursuant to the attached resolution of the
board of directors under the applicable provisions of 15 Pa.C.S. (relating 1o corporations and unincorporated associations) and
the attached forin DSCB:54-311 (Application for Registration of Fictitious Name).

4 The name of the jurisdiction under the laws of which the corporation is incorporated is: MA

5. The address of its principal office under the laws of the junisdiction 1n which it is incorporated 1s

273 Perham Street, West Roxbury MA 02132

Nuimber and street Cy State Zip

VR T OF TR



200506)- 192

DSCB-15-4124/6124-2

-~

‘6 The (a) address of this corporation’s proposed registered office in this Commonwealth or (b) name of its
commercial registered office provider and the county of venue 1s-

(a) Number and street City State Zip County
6’1‘-5 7 Greene Street Philadelphia PA 19119
(b) Name of Commercial Registered Office Provider County
c/o.

r7. Check one of the following:

Business Corporation: The corporation is a corporation incorporated for a purpose or purposes involving
pecuniary profit, incidental or otherwise.

X __ Nonpraofit Corporation: The corporation is a corporation incorporated for a purpose or purposes not
involving pecuniary profit, incidental or otherwise.

IN TESTIMONY WHEREOF, the undersigned
carporation has caused this Application for Certificate of
Authority to be signed by a duly authorized officer thereof

thi —_
%‘l’l\ day of WV \,Y
2005

Adult Congenital Heart Association, Inc.
e %e of/Co:pe ion ~_
Signatute

-/fec..gurq_ ~
Title




SCHEDULE A, PAGE 2, PART Ill, LINE 1
SCHEDULE A, PAGE 5, PART Vi-B

DESCRIPTION OF LOBBYING ACTIVITIES

The Adult Congenital Heart Association participated in a National ACHD
Lobby Day in Washington, DC in 2006, where it delegation was able to
sit down in a face to face meeting with congressmen and discuss the
issues of concern.

The amount of expenses listed repreents the cost for its delgation
to travel to Washington, DC.

achaSTMT059907/17/2006
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F'om 8868 Application for Extension of Time to File an
(Rev December 2004) Exempt organlzatlon Return OMB No 15345 1709
f i T
ﬁﬁgf’,f;’."ﬁgl,gnf,? Servce | > File a separate application for each return !
® |t you are filing for an Automatic 3-Month Extension, complete only Part 1 and check this box - E[

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

PArIER Automatic 3-Month Extension of Time — Only submit original (no copies needed)

Form 990-T corporations requesling an automatic 6-month extension — check this box and complete Part | only . . > D

All other corporations (including Form 990-C filers) must use Form 7004 to request an extension of time to file income tax returns
Partnerships, REMICs and trusts must use Form 8736 to request an extension of time to file Form 1065, 1066, or 1041

Electronic Filing §e—hle) Form 8868 can be filed electronically if you want a 3-month automatic extension of time to file one of the returns noted
below (6-months for corporate Form 990-T filers). However, you cannot file 1t electronically if you want the additional (not automatic) 3-month

extension, instead you must submi the fully completed sngned page 2 (Part il) of Form 8868 For more details on the electronic filing of this
form, visit www.irs gov/efile.

Name of Exempt Organization Employer identification number
Type or
Ploby the |ADULT CONGENITAL HEART ASSOCIATION 04-3447959
due date for | Number, streel, and room or suite aumber. f a P O box, see wstructions
fihng your
return. See 16757 GREENE ST, #3RD FLOOR
instructions | City. town or post office For a foreign address, see instructions state ZIP code
PHILADELPHIA PA 19119
Check type of retumn to be filed (file a separate application for each return):
Form 990 Form 990-T (corporation) Form 4720
Form 990-BL Form 990-T (section 401(a) or 408(a) trust) Form 5227
Form 990-EZ Form 990-T (trust other than above) Form 6069
Form 990-PF Form 1041-A { | Form 8870

Telephone No ™ (215) 849-1260__ FAXNo »
® if the organization does not have an office or place of business in the United States, check this box . . L L D
® |f this 1s for a Group Return, enter the organization's four digit Group Exemption Number (GEN) . If thus s for the whole group,

check this box ™ D . If it s for part of the group, check this box . » D and attach a list with the names and EINs of all members
the extension will cover.

1 lrequest an automatic 3-month (6-months for a Form 990-T corporation) extension of ime unt)  Aug 15 ,20 06

to file the exempt orgamzation return for the organization named above. The extension is for the organization’s return for-
> calendar year 20 05 _ or
> tax year beginning .20 _ __,andending

2 If this tax year 1s for less than 12 months, check reason- Inttial re-t-u?n_ - _D—-F.mal re-t:u_n D Change 1n accounting period

3a If this apphcation is for Form 990-BL, 950-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits See instructions . . $ 0.

b If ttus apphication 1s for Form 990-PF or 990-T, enter any refundable credits and estimated tax payments made
Include any prior year overpayment allowed as a credit . .. § 0.

¢ Balance Due. Subtract line 3b from hne 3a Include your payment with this form, or, if required, deposit with FTD
coupon or, if required, by using EFTPS (Electronic Federal Tax Payment Syslem) See instructions $ 0.

Caution. If you are going 1o make an electronic fund withdrawal with this Form 8868, see Form 8453-EO and Form 8879-E0 for
payment instructions.

BAA For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev 12-2004)
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