Department of the Treasul
Internal Revenue Service(/7}

Forn: 990

OMB No 1545 0047

Return of Organization Exempt From Income Tax 2007
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code

(except black lung benefit trust or private foundation) B Open to Publl FEa

REATs Inspectlon“ 2y

» The organization may have to use a copy of this return to satisfy state reporting requirements il HIPREEUON

A For the 2007 calendar year, or tax year beginning

, 2007, and ending ,

B Check if applicable C Name of organization

Please use

D Employer Identification Number

Address change IRS label |[ADULT CONGENITAL HEART ASSOCIATION 04-3447959

or print
Name change or type.
See

Initiat return specific [6757 GREENE ST

Number and street (or P O box if mait 1s not delivered to street addr)

Room/suite E Telephone number

SUITE 335 (215) 849-1260

Termination ":,‘:,';‘;c City, town or country State

Amended return PHILADELPHIA PA

ZIP code + 4 F Accpunting D Cash E Accrual
19119 I_I Other (specity) ™

D Applicatron pending @ Section 501(c)(3) organizations and 4947(a)(1) nonexempt
charitable trusts must attach a completed Schedule A
(Form 990 or 990-EZ).

Web site: ™ www.achaheart.org

H and| are not applicable to section 527 orgarizations

H (@) 1s this a group return for athliates? Yes la No
H (b) 1t 'Yes. enter number of affiliates ™

H (c) Are all affiiates inctuded? D Yes E] No

Organization type
(check only one) > E 501(c)

(If 'No," attach a list See instructions )

3 < (nsertno) l:] 4347(a)(1) or D 527 | H (d) Is this a separate return filed by an

Check here®™ D if the organization 1s not a 509(a)(3) supporting organization and its
gross receipts are normally not more than $25,000. A return is not required, but if the
organization chooses to file a return, be sure to file a complete return.

organization covered by a group ruling? I—] Yes Iﬂ No

Group Exemption Number >
M Check » L] if the orgamization 1s not required

Gross receipts’ Add lines 6b, 8b, 9b, and 10b to line 12 ™ 436, 224.

to attach Schedule B (Form 990, 990-EZ, or 990-PF).

IPart

%4 Revenue, Expenses, and Changes in Net Assets or Fund Balances (See the /nstruct/ons )

SCANNED DEC 2 9 2008

mczm<m3

1 Contributions, gifts, grants, and similar amounts received:
a Contributions to donor advised funds

1a :JL?'?.J

b Direct public support (not included on line 1a)
¢ Indirect public support (not included on line 1a)

1b 401,297. (';J‘;rﬁ?
1c i

d Government contributions (grants) (not included on line 1a)

1d ey

i PN

€ {gtt.r!n(ﬁ%% 15 cash $ 401,297. noncash $ 0.

y. . .. le 401,297.

Membership dues and assessments

Interest on savings and temporary cash investments
Dividends and interest from securities

6a Gross rents

u bd whN

6a

Program service revenue including government fees and contracts (from Part VII, line 93) 2 715.

3 31,274.
1,561.

b Less' rental expenses

6b

c Net rental income or (loss) Subtract line 6b from line 6a
7 Other investment income (describe >

(A) Secunties

(B) Other

8a Gross amount from sales of assets other
than inventory

8a

b Less. cost or other basis and sales expenses

8b

¢ Gain or (loss) (attach schedule)

8c

d Net gain or (loss). Combine line 8c, columns (A) and (B)

a Gross revenue (not inctuding  $ of contributions
reported on hine 1b)

9 Special events and activities (attach schedule). If any amount ts from gamlng, check here ’D

9a

b Less: direct expenses other than fundraising expenses .

9b

¢ Net income or (loss) from special events Subtract ine 9b from line 9a
10a Gross sales of inventory, less returns and allowances

10a

b Less: cost of goods sold

10b

c Gross profit or (loss) from sales of inventory (attach schedule) Subtract line 10b from line 10a

1,377.

11 Other revenue (from Part VII, line 103)

12 Total revenue. Add lines 1e, 2, 3, 4, 5, 6¢, 7, 8d, 9¢, 10c, and 11 RECElVED

436,224.

manazmoxm

13 Program services (from line 44, column (B))

15 Fundraising (from fine 44, column (D))

14 M t and I (from line 44, col Cc 8
anagement and general (from line column (C)) 8 NOV 25 2008

225,266.
28,370.
26,757,

16 Payments to affilates (attach schedule)

17 _Total expenses. Add lines 16 and 44, column (A) . OGDEN.UT

IRS-0OSC

280,393.

-“mz
N-MAOnd>

18 Excess or (deficit) for the year. Subtract line 17 from line 12
19 Net assets or fund balances at beginning of year (from line 73, column (A))
20 Other changes In net assets or fund balances (attach explanation)

21 Net assets or fund balances at end of year Combine hnes 18, 19, and 20

155,831.
33,305.

189,136.

BAA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. TEEAD101  12/27/07 Form 990 (2007)
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|Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2

ll?é”rt’lli?.-’:ﬁil 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 chartable trusts but optional for others. (See instruct)

Do not include amounts reported on line ;q(ff?} (A) Total (B) Program (C) Management (D) Fundraising
6b, 8b, 9b, 10b, or 16 of Part | oy services and general
" Y g s A
22 a Grants paid from donor advised 4 '}'\k"‘;‘f:‘j ST
funds (attach sch)
(cash $
non-cash § )
If this amount includes
foreign grants, check here . ™ D 22a
22b Other grants and allocations (att sch)
(cash $
mon-cash § = )
If this amount includes
foreign grants, check here ™ |:| 22b
23 Specific assistance to individuals
(attach schedule) . 23
24 Benefits paid to or for members
(attach schedule) 24
25a Compensation of current officers,
directors, key employees, etc listed
in Part V-A See L-25a Stmf 25a 55,000. 38,500. 8,250. 8,250.
b Compensation of former officers,
directors, key employees, etc. hsted
inPartV-B .. L 25b
¢ Compensation and other distnibutions, not
included above, to disqualified persons (as
defined under section 4958(f)(1)) and persons
described In section
4958(¢)(3)(B) . 25¢
26 Salanes and wages of employees not
included on lines 25a, b, and ¢ 26 89,104. 67,300. 10,902. 10,902,
27 Pension plan contributions not
included on lines 25a, b, and ¢ 27
28 Employee benefits not included on
lines 25a - 27 28 17,647. 15,853. 897. 897.
29 Payroll taxes . 29 11,807. 10,497. 655. 655.
30 Professional fundraising fees . ..} 30
31 Accounting fees . 31 1,600. 0. 1,600. 0.
32 Legalfees. . . . 32
33 Supplies . .133 7,010. 4,185. 2,068. 757.
34 Telephone 34 6,798. 6,078. 551. 169.
35 Postage and shipping 35 9,059. 7.169. 1,461. 429.
36 Occupancy . . . .| 36 11,227. 10,104. 842, 281.
37 Equipment rental and maintenance 37 6,053, 5,448. 454, 151.
38 Printing and publications 38 34,047. 30,527. 425. 3,095.
39 Travel . 39 8,328. 8,328, 0. 0.
40 Conferences, conventions, and meetings 40
41 Interest 41
42 Depreciation, depletion, etc (attach schedule) 42
43  Other expenses not covered above (itemize):
a Consultants = 43a 8,234. 7.259. 121. 854.
b Ingurance __ __ 43b 1,915. 1,723. 144. 48.
¢ Other program costs | 43c 12,095. 12,095. 0. 0.
d Board & staff development| 43d 469. 200. 0. 269.
e 43e
f L ____ 43
9 43g
44 Total functional expenses. Add lines 22a
through 43g (Or%amzatlons completing columns
(B)-%D),carrytesetotalstolmesl - 15) 44 280,393. 225,266. 28,370. 26,757.
Joint Costs. Check ’D if you are following SOP 98-2
Are any joint costs from a combined educational campaign and fundraising solicitation reported in (B) Program services? >[:] Yes E] No
If ‘Yes," enter (i) the aggregate amount of these joint costs s , (ii) the amount allocated to Program services
$ ; (iii) the amount allocated to Management and general ~ $ , and (iv) the amount allocated

to Fundraising $ .
BAA TEEA0102  08/02/07 Form 990 (2007)




Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3
[Partilll ) Statement of Program Service Accomplishments (See the instructions.)

Form 990 1s available for public inspection and, for some people, serves as the pnmary or sole source of information about a particular
organization. How the public perceives an organization 1n such cases may be determined by the information presented on its return. Therefore,
please make sure the return is complete and accurate and fully describes, in Part lll, 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 | (Regured for 50O and

chents served, publications issued, etc. Discuss achievements that are not measurable. (Section 501(c)(3) and (4) organ- 4947(3)(12 trusts, but
1izations and 4947(a)(1) nonexempt charitable trusts must also enter the amount of grants and allocations to others ) optional for others )

a Educational Resources - See Attached

(Grants and allocations $ 0. ) If thus amount includes foreign grants, check here ’ﬁ 94,211,
b Outreach & Advocacy - See Attached

(Grants and allocations § 0. ) If this amount includes foreign grants, check here ’T‘[ 131,055.
€ -
(Grants and allocatons__$________ ) If this amount includes foreign grants, check here ™ | |
U
(Grants and allocatons_ § ) If this amount includes foreign grants, check here ™ | |
e Other program services . .
(Grants and allocations $ ) If this amount includes foreign grants, check here ™ I_I
f Total of Program Service Expenses (should equal line 44, column (B), Program services) > 225,266.
BAA Form 990 (2007)

TEEAQ103 12/27/07



Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION

04-3447959

Page 4

[Part:IV£| Balance Sheets (See the instructions.)

Note: Where required, attached schedules and amounts within the description

column should be for end-of-year amounts only.

(A)
Beginning of year

®)
End of year

45 Cash — non-interest-bearing
46 Savings and temporary cash investments

47a Accounts receivable 47a

32,620.

121,166.

b Less: allowance for doubtful accounts 47h

N BT ST ey ﬂﬂ
RO B AL A Y

48a Pledges receivable 48a

P
e
s

b Less: allowance for doubtful accounts 48h

49 Grants receivable

50 a Recelivables from current and former officers, directors, trustees, and key
employees (attach schedule) .
and persons described in section 4958(c)(3)(B) (attach schedule)

51a Other notes and loans receivable

(attach schedule) 51a

b Receivables from other disqualified persons (as defined under section 4958(0(1))

60,000.

N=munundp

b Less: allowance for doubtful accounts 51b

52 Inventories for sale or use

53 Prepaid expenses and deferred charges

54a Investments — publicly-traded secunties . > HCost HFMV
b Investments — other secunties (attach sch) Cost FMV

55a Investments — land, bulldings, & equipment basis 55a

1,766.

14,153.

b Less: accumulated depreciation

(attach schedule) 55b

56 Investments — other (attach schedule)

57a Land, bulldings, and equipment: basis 57a

b Less: accumulated depreciation
(attach schedule)

57b

58 Other assets, including program-related lnvestments
(describe » )

59 Total assets (must equal ine 74) Add lines 45 through 58

34,386.

195,319,

60 Accounts payable and accrued expenses
61 Grants payable
62 Deferred revenue
63 Loans from officers, directors, trustees, and key
employees (attach schedule)

64a Tax-exempt bond liabilities (attach schedule)

b Mortgages and other notes payable (attach schedule)
65 Other liabilittes (describe * )

66 Total liabilities. Add lines 60 through 65

M=t @D —r

1,081.

6,183.

5
s

1,081.

6,183.

Organizations that follow SFAS 117, check here > @ and complete lines 67
through 69 and lines 73 and 74.

67 Unrestricted

68 Temporarily restricted .

69 Permanently restricted

Organizations that do not follow SFAS 117, check here >
70 through 74.

70 Capital stock, trust principal, or current funds

71 Paid-in or capital surplus, or land, building, and equipment fund

72 Retained earnings, endowment, accumulated income, or other funds

I:] and complete lines

73 Total net assets or fund balances. Add lines 67 through 69 or lines 70 through
72 (Column (A) must equal hne 19 and column (B) must equal line 21)

74 Total liabilities and net assets/fund balances. Add lines 66 and 73

GMOZPrPE OZCM V0 V=-MUNP> —-iMmZ

31,865.

AR

39,311.

1,440.

149,825.

33,305,

189,136.

34,386.

195,318.

BAA

TEEAO104 08/02/07

Form 990 (2007)



Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 5
PartIV-A"| Reconciliation of Revenue per Audited Financial Statements with Revenue per Return (See the
instructions.)
a Total revenue, gains, and other support per audited financial statements a 438,696.
b  Amounts included on line a but not on Part [, ine 12: _C'-:
1Net unrealized gains on investments b1 ‘_::{2;
2Donated services and use of faciliies b2 2,472, [4
3Recoveries of prior year grants b3 {j‘f;
40ther (specify) _ e‘@
_______________________________________ ba %
Add hnes b1 through b4 b 2,472.
c Subtract line b from line a . . c 436,224,
d  Amounts included on Part [, ine 12, but not on line a: :»‘1
1Investment expenses not included on Part |, line 6b d1 :f;,
20ther (specify). _ _ e _____ ':’ﬂ
_______________________________________ d2 N
Add lines d1 and d2 . d
e Total revenue (Part |, line 12). Add hnescandd . . . .. > e 436,224.
[Part:IV-B.| Reconciliation of Expenses per Audited Financial Statements with Expenses per Return
a Total expenses and losses per audited financial statements a 282,865.
b  Amounts included on line a but not on Part |, ine 17: @5{1
1Donated services and use of faciities b1 e
2Prior year adyustments reported on Part |, line 20 b2
3Losses reported on Part |, line 20 b3
40ther (specify): _
_______________________________________ b4
Add hines bt through b4 2,472.
¢ Subtract ine b from line a . 280,393.
d  Amounts included on Part |, ine 17, but not on line a:
1 Investment expenses not included on Part |, line 6b di .
20ther (specify) _ e
_______________________________________ d2
Add lines d1 and d2 . d
e Total expenses (Part |, ine 17). Add lines ¢ and d L. > e 280,393.

Part.V-A"

Current Officers, Directors, Trustees, and Key

or key employee at any time during the year even if they were not compensated.) (See the instructions )

Employees (List each person who was an officer, director, trustee,

(B) Title and average hours | (C) Compensation (D) Contributions to (E) Expense
(A Name and acdress (fntpald, ™ | employoe benefl | account and tver
compensation plans
Amy Verstappen _ _ _ __ ___ _ |
</o Organization _______ |
Philadelphia PA19119 |President/CEO 40.00 55,000. 0. 0.
List Attached __________
</o Organization ___ __ __ |
Philadelphia PA 19119 [Board Members 3.00 0. 0. 0.
BAA TEEA0105 08/02/07 Form 990 (2007)



Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959
| Part V-A|[Current Officers, Directors, Trustees, and Key Employees (continued)
75 a Enter the total number of officers, directors, and trustees permitted to vote on organization business at 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
A, Part II-A or 11-B, related to each other through family or business relationships? If 'Yes,' attach a statement that
identifies the individuals and explains the relationship(s)

¢ Do any officers, directors, trustees, or key employees hsted in form 990, Part V-A, or highest compensated employees AP "
listed in Schedule A, Part |, or ughest compensated professional and other independent contractors listed in Schedule , L I
A, Part lI-A or 1I-B, receive compensation from any other organizations, whether tax exempt or taxable, that are related

to the organization? See the instructions for the definition of ‘related organization' > 75¢ X |
If 'Yes,' attach a statement that includes the information descnibed in the instructions .
d Does the orgamization have a wnitten conflict of interest policy? . 75d] X |

] Former Officers, Directors, Trustees, and Key Employees That Received Compensation or Other

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

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

®L (C) Compensation (D) Cclmtnbutlons to (E) Expense
B) Loans and (if not paid, employee benefit account and other
(R) Name and address Advances enter -0-) plans and deferred allowances

compensation plans

[ Part:VL.| Other Information (See the instructions.)

Yes | No
76 Did the organization make a change in its activities or methods of conducting activities? Arifes
If 'Yes,' attach a detailed statement of each change 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 N S
78a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this return? 78a
b If 'Yes,' has it filed a tax return on Form 990-T for this year? 78b

79 Was there a liquidation, dissolution, termination, or substantial contraction during the ’
year? If 'Yes,' attach a statement 79

80a Is the organization related (other than by association with a statewide or nattonwide orgamization) through common i
membership, governing bodies, trustees, officers, etc, to any other exempt or nonexempt organization? 80a

b If 'Yes,' enter the name of the organization >

_____________________________ and check whether 1t 1s —D;);zr;p—t- ;r_ —D_nc;-ngx;r;pt— ’

81a Enter direct and indirect political expenditures (See line 81 instructions ) I 81 a| “'""

b Did the organization file Form 1120-POL for this year? 81b
BAA

Form 990 (2007)

TEEAQ106 12/27/07




Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7
|:Patt VI Other Information (continued) Yes | No

82 a Did the organization receive donated services or the use of materials, equipment, or facilities at no charge or at
substantially less than fair rental value?

bIf "Yes,' you may indicate the value of these items here Do not include this amount as

revenue In Part | or as an expense in Part Il (See instructions tn Part lil ) l 82b| 2,472.)

83a Did the organization comply with the public inspection requirements for returns and exemption applications?

b Did the organization comply with the disclosure requirements relating to quid pro quo contributions?

84a Did the orgamization solicit any contributions or gifts that were not tax deductible?

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

85a 501(c)(4), (5). or (6). Were substantially all dues nondeductible by members?

b Did the organization make only in-house lobbying expendttures of $2,000 or less?

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

¢ Dues, assessments, and similar amounts from members . 85¢ 1A
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 i
f Taxable amount of lobbying and political expenditures (line 85d less 85¢) 85f N/A

g Does the organization elect to pay the section 6033(e) tax on the amount on line 85f?

h If section 6033(e)(1)(A) dues notices were sent, does the organization agree to add the amount on line 85f to its reasonable estimate of
dues allocable to nondeductible lobbying and political expenditures for the following tax year?

86 501(c)(7) orgamzations Enter a Inbation fees and capital contributions included on

line 12 86a N/A[w=f
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 paid to other sources

against amounts due or received from them ) 87b N/A u“
i

88 a At any time during the year, did the organization own a 50% or greater interest in a taxable corporation or partnership,
or an enlity disregarded as separate from the organization under Regulations sections 301 7701-2 and 301 7701-3?
If 'Yes," complete Part IX .

b At any time during the year, did the organization, directly or indirectly, own a controlled entity within the meaning of
section 512(b)(13)? If 'Yes,' complete Part XI .

89a 501(c)(3) organizations Enter Amount of tax imposed on the organization during the year under:
section 4911 » N/A ; section 4912» N/A , section 4955 »

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 .

¢ Enter Amount of tax imposed on the organization managers or disqualified persons during the
year under sections 4912, 4955, and 4958

d Enter. Amount of tax on line 89c, above, reimbursed by the organization > o [ ]:
e All organizations At any time durning the tax year, was the organization a party 1o a prohibited tax shelter transaction? 89e X
f All organizations Did the organization acquire a direct or indirect interest in any apphcable insurance contract? 891 X
g For supporting organizations and sponsoring organizations maintaining donor advised funds Did the supporting ,' - ¢
organization, or a fund maintained by a sponsoring organization, have excess business holdings at any time during o N
the year? . 89g X
90a List the states with which a copy of this return 1s filed » Pennsylvania _ __ ______ =
b Number of employees employed in the pay penod that includes March 12, 2007
(See instructions ) .. . . , | 90b| 4
91a The books are in care of » Management Telephone number * (215) 849-1260
Locatedat » 6757 Greene 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 authority over a Yes | No
financial account in a foreign country (such as a bank account, securities account, or other financial account)? 91b X

If 'Yes,' enter the name of the foreign country »™

See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank and
Financial Accounts

BAA

TEEA0107 09/10/07




Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 8

{: Part.Vl{ Other Information (continued) Yes | No
¢ At any time during the calendar year, did the organization maintain an office outside of the Urited States? . | 9c X
If 'Yes,' enter the name of the foreign country »__N/a
92 Section 4947(a)(1) nonexempt charitable trusts fillng Form 990 in lieu of Form 1047 — Check here NJA >
and enter the amount of tax-exempt interest received or accrued during the tax year >| 92 I >/ A
[Part VIl | Analysis of Income-Producing Activities (See the instructions.)
Unrelated business income Excluded by section 512, 513, or 514
Note: Enter gross amounts unless *) (8) (©) ®) Related(gr) exempl
otherwise indicated Business code Amount Exclusion code Amount function income
93 Program service revenue-
a Conferences 715.
b
c
d
e

f Medicare/Medicaid payments

g Fees & contracts from government agencies
94 Membership dues and assessments 31,274.
95 Interest on savings & temporary cash invmnts 14 1,561.
96 Dividends & interest from securities
97  Net rental income or (loss) from real estate , R . A A N T N

a debt-financed property

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

)
e
T
-

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

1071 Net ncome or (loss) from special events

102 Gross profit or (loss) from sales of inventory

103 Other revenue' a . R E R ' ' v B T ) L5
b Merchandise 12 1,377.
c
d
e
104  Subtotal (add columns (B), (D), and (E)) . \ X N 2,938, 31,989,
105 Total (add line 104, columns (B), (D), and (E)) . . > 34,927.

Note: Line 105 plus hine le, Part I, should equal the amount on line 12, Part |
| Part:VIll | 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 VIl contributed importantly to the accomplishment
v of the organization's exempt purposes (other than by providing funds for such purposes).

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) ® ©) ) ®
Name, address, and EIN of corporation, Percentage of Nature of activiies Total End-of-year
partnership, or disregarded entity ownership interest income assets
%
%
%
%
[. Part X! | Information Regarding Transfers Associated with Personal Benefit Contracts (See the instructions.)
a Did the orgamization, during the year, receive any funds, directly or indirectly, to pay premiums on a persenal benefit contract? Yes No
b Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? Yes No

Note: If 'Yes' to (b), file Form 8870 and Form 4720 (see instructions)
BAA TEEAQ108 12/27/07 Form 990 (2007)




Form 990 (2007) ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 9
[ Part XI | iInformation Regarding Transfers To and From Controlled Entities. Complete only if the
organization i1s a controlling organization as defined in section 512(b)(13). N/A
Yes | No
106 Did the reporting organization make any transfers to a controlled entity as defined in section 512(b)(13) of the Code? If
'Yes,' complete the schedule below for each controlled entity
(A) ® .
Name, address, of each Employer Identification Description of ]
controlled entity Number transfer Amount of transfer
a |l ]
b | ]
¢ | ]
Totals T P .
Yes | No
107 Dud the reporting organization receive any transfers from a controlled entity as defined in section 512(b)(13) of the Code? If
'Yes,' complete the schedule below for each controlled entity
(A) ® ©
Name, address, of each Employer Identification Description of (D}
controlled entity Number transfer Amount of transfer
__________________________ 4
- I ]
S
N
Totals
Yes [ No
108 Did the organization have a binding written contract in effect on August 17, 2006, covering the interest, rents, royalties, and
annuities described in question 107 above?
Under penalties of perju r¥ 1 declare that | have examined this relurn, including accompanying schedules and statements, and to the best of my knowledge and belef, it 1s
true, correct, and completé Declaration of preparer (other than officer) 1s based on all infarmation of which preparer has any knowledge
Please |™ A \/0’{ AoV er<d o~ | \ \ }7'/ O 8
Slgn Signatug@ bt officer N LI Dale
Here > P / cCeCo
Type or print name and mle [4
Paid  |peers W/A._._/ coq | Creck ST RaRa ™ O
Pre- 9 Josegh F. Leonard 08/22/08 employed ™ [X]
arer's | Fums name (o SNFDER, DAITZ & COMPANY
r -
se é‘ﬁpfo'ye%e).d > 1617 JOHN F. KENNEDY BLVD., SUITE 1035 EN_ >
adadrt . an
Only  |5eey? PHILADELPHIA PA 19103 Proneno > (215) 563-6141
BAA Form 990 (2007)

TEEAQ110 08/03/07



SCHEDULE A

(Form 990 or 990-EZ) Section 501(cX3)

Department of the Treasury
Internal Revenue Service

Organization Exempt Under

(Except Private Foundation) and Section 501(e),
501(n), or 4947(a)(1) Nonexempt Charita

Supplementary Information — (See separate instructions.)
» MUST be completed by the above organizations and attached to their Form 990 or 990-EZ.

OMB No 1545 0047

501(f), 501(k),
e Trust

b 2007

Name of the organization

ADULT CONGENITAL HEART ASSOCIATION

Employer identification number

04-3447959

(See instructions. List each one. If there are none, enter '

‘| Compensation of the Five Highest Paid Employees Other Than Officers, Directors, and Trustees

None.")

(a) Name and address of each (b) Title and average
employee paid more hours per week
than $50,000 devoted to position

(d) Contributions

to employee benefit

plans and deferred
compensation

(e) Expense
account and other
allowances

(¢) Compensation

Total number of other employees paid
over $50,000

NONE|.

Partil.=A"

Compensation of the Five Highest Paid Independent Co
(See instructions. List each one (whether individuals or fi

ntractors for Professuonal Semces
rms). 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

Total number of others receiving over

$50,000 for professional services

NONE|

VT eyt s e L

Part il =B

(List each contractor who performed services other than
firms. If there are none, enter 'None.' See instructions.)

| Compensation of the Five Highest Paid Independent Contractors for Other Servnces

professional services, whether individuals or

(a) Name and address of each independent contractor paid more than $50,000

(b) Type of service (c) Compensation

Total number of other contractors receiving
over $50,000 for other services >

NONE|

% ’ ‘:‘.
ait

o b

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 and Form 990 EZ.

TEEA0401 12/27/07

Schedule A (Form 990 or 990 EZ) 2007



Schedule A (Form 990 or 990-EZ) 2007 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 2

Part:IIli%| Statements About Activities (See instructions.) Yes | No
1 During the 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 2,527.
(Must equal amounts on hne 38, Part VI-A, or line i of Part VI-B.)
Organizations that made an election under section 501(h) by fiing Form 5768 must complete Part VI-A Other
organizations checking 'Yes' must complete Part VI-B AND attach a statement giving a detailed description of the
lobbying activities.
2 During the year, has the organization, either directly or indirectly, engaged in any of the following acts with any
substantial contributors, trustees, directors, officers, creators, key employees, or members of their families, or with any
taxable orgamization with which any such person is affiliated as an officer, director, trustee, majonty owner, or principal
beneficiary? (If the answer to any question i1s 'Yes,' attach a detailed statement explaining the transactions )
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? . 2¢ X
See Attached
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 Did the organization make grants for scholarships, fellowships, student loans, etc? (If ‘Yes," attach an
explanation of how the organization determines that recipients qualify to receve payments ) 3a X
b Did the organization have a section 403(b) annuity plan for its employees? 3b X
¢ Did the organization receive or hold an easement for conservation purposes, including easements
to preserve open space, the environment, historic land areas or historic structures? If
'Yes,' attach a detailed statement 3c X
d Did the organization provide credit counseling, debt management, credit repair, or debt negotiation services? 3d X
4a Did the organization maintain any donor advised funds? If 'Yes,' complete lines 4b through 4g. If 'No,' complete lines
4f and 4g . . 4a X
b Did the organization make any taxable distnbutions under section 4966? 4b
c
Did the organization make a distribution to a donor, donor advisor, or related person? 4c
d Enter the total number of donor advised funds owned at the end of the tax year >
e Enter the aggregate value of assets held in all donor advised funds owned at the end of the tax year >
f Enter the total number of separate funds or accounts owned at the end of the tax year (excluding donor advised
funds included on line 4d) where donors have the night to provide advice on the distnibution or investment of
amounts In such funds or accounts 0
g Enter the aggregate value of assets held in all funds or accounts included on line 4f at the end of the tax year > 0.

BAA TEEA0402 12/27/07 Schedule A (Form 990 or Form 990-EZ) 2007




Schedule A (Form 990 or 990-EZ) 2007 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 3

g

Part-IV#e

Reason for Non-Private Foundation Status (See instructions.)

I certify that the organization 1s not a private foundation because it 1s (Please check only ONE applicable box )
5 D A church, convention of churches, or association of churches Section 170(b)(1)(A)().
6 |:| A school Section 170(b)(1)(A)(n). (Also complete Part V)
7 D A hospital or a cooperative hospital service organization. Section 170(b)(1)(A)(1n).
8 E] A federal, state, or local government or governmental unit Section 170(b)(1)(A)(v)

9 D A medical research organization operated in conjunction with a hospital. Section 170(b)(1)(A)(m). Enter the hospital's name, city,
and state >

10 |:| An organization operated for the benefit of a college or university owned or operated by a governmental unit Section 170(b)(1)(A)(v).
(Also complete the Support Schedule in Part IV-A))

1Ma 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 )

1b D A community trust Section 170(b)(1)(A)(vi) (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 charitable, etc, 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 [V-A )

13
An organization that 1s not controlled by any disqualified persons (other than foundation managers) and otherwise meets the
requirements of section 509(a)(3) Check the box that describes the type of supporting organization® >
[—]Type | |—| Type |l I—] Type Ill-Functionally Integrated |—|Type Il1-Other
Provide the following information about the supported organizations. (See instructions )
(a) ® (c) (d) (e)
Name(s) of supported Employer identification Type of Is the supported Amount of
organization(s) number (EIN) organization (described | organization listed in support
in lines 5 through 12 the supporting
above or IRC section) organization's
governing
documents?
Yes No
Total >

14 |—| An organization organized and operated to test for public safety Section 509(a)(4). (See instructions )
BAA Schedule A (Form 990 or 990-EZ) 2007

TEEA0407 12727107




Schedule A (Form 990 or 990-EZ) 2007 ADULT CONGENITAL HEART ASSOCIATION 04-3447959
[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

2005 2003

Page 4

Calendar year (or fiscal year (a)
beginning in) > 2006

15 Gifts, grants, and contributions

(c (e)
2004 Total

receiwved. (Do not include
unusual grants See line 28 )

199,890.

105,023.

17,223.

24,398,

346,534.

16

Membership fees received

20,493.

14,155.

8,703.

4,675.

48,026.

17

Gross recetpts from admissions,
merchandise sold or services performed,
or furnishing of faciliies 1n any activity
that 1s related to the orgamzation’s
charitable, etc, purpose

2,651.

6,953.

41,632.

1,500.

52,736.

18

Gross income from interest, dividends,
amts rec'd from payments on securities
loans (sec 512(a)(9)), rents, royalties,
income from similar sources, and
unrelated business taxable income (less
sec. 511 taxes) from businesses acquired
by the organzation after June 30, 1975

3,849.

943.

4,792.

19

Net income from unrelated business
activities not included in hine 18

20

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

21

The value of services or
faciities furmished to the
orgamization by a governmental
unit without charge Do not
include the value of services or
facilities generally furnished to
the public without charge

22

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

4,602.

1,601.

851.

7,054.

23

Total of nes 15 through 22

231,485.

128,675.

68,409,

30,573.

459,142,

24

Line 23 minus line 17

228,834.

121,722,

26,7717.

29,073.

25

Enter 1% of line 23

2,315,

1,287.

684.

306.]..

406,406.

a Enter 2% of amount in column (e), line 24 > 26a 8,128.

1, - 4 , w1y

26 Organizations described onlines 10 or 11:

b Prepare a list for your records to show the name of and amount contributed by each person (other than a governmental umit or publicly
supported organization) whose total gifts for 2003 through 2006 exceeded the amount shown 1n line 26a Do not file this list with your '
return. Enter the total of all these excess amounts > 26b

¢ Total support for section 509(a)(1) test Enter line 24, column (e) > 26¢
d Add Amounts from column (e) for lines. 18 4,792, 19 T
22 7,054. 26b 159,744. > 26d
e Public support (line 26¢ minus line 26d total) >l 26e
f Public support percentage (line 26e (numerator) divided by line 26c (denominator)) >| 26f
27 Organizations described on line 12:

N/p @ For amounts included in lines 15, 16, and 17 that were received from a 'disqualified person,’ prepare a hist for your records to show the
A name of, and total 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-

(2006) (2005)

bFor any amount included in ine 17 that was received from each person (other than 'disqualified persons’), prepare a hist 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 hne 25 for the year or (2)
$5,000 (Include in the hst 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 received and the larger amount described in (1) or (2), enter the sum of these
differences (the excess amounts) for each year:

159,744.
406,406.

i

171,590.
234,816,
57.78 %

(2004)

(2003)

(000) _ _ _ _ ________ (o0%) _ __ _________ (009 _ (2003
¢ Add Amounts from column (e) for lines 15 16
17 20 21 > 27¢
d Add Line 27a total and hne 27b total »| 27d
e Public support (line 27¢ total minus line 27d total) . > 27e
f Total support for section 509(a)(2) test: Enter amount from line 23, column (e ’l 27f | P R AT
g Public support percentage (line 27e (numerator) divided by line 27f (denominator)) . >l 27¢g %
h Investment income percentage (line 18, column (e) (humerator) 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 during 2003 through 2006, 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 TEEA0403  12/27/07

Schedule A (Form 990 or 990-E2Z) 2007




Schedule A (Form 990 or 990-E7) 2007 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 5
[Part V.- . |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 nondiscriminatory policy toward students by statement inits charter, bylaws,
other governing instrument, or in a resolution of its governing body?
30 Does the organization include a statement of its racially nondiscniminatory policy toward students in all its brochures,
catalogues, and other written communications with the public dealing with student admissions, programs,
and scholarships? .
31 Has the organization publicized its racially nondiscriminatory policy through newspaper or broadcast media during
the period of solicitation for students, or during the registration period if it has no solicitation program, in a way that
makes the policy known to all parts of the general community it serves?
If 'Yes,' please describe, if 'No,’ please explain. (If you need more space, attach a separate statement ) oo T
32 Does the organization maintain the following- S
a Records Indicating the racial composition of the student body, faculty, and administrative staff? 32a
b Records documenting that scholarships and other financial assistance are awarded on a racially
nondiscriminatory basis? . . 32b
¢ Copies of all catalogues, brochures, announcements, and other wntten communications to the public dealing
with student admissions, programs, and scholarships? . . 32¢
d Copies of all material used by the organization or on its behalf to solicit contributions? 32d
If you answered 'No' to any of the above, please explain (If you need more space, attach a separale statement ) A '-_’ iy
L N N t
33 Does the organization discriminate by race in any way with respect to AR ':ff_":"
id . L
a Students' rights or privileges? 33a
b Admissions policies? . 33b
¢ Employment of faculty or administrative staff? 33¢
d Scholarships or other financial assistance? 33d
e Educational policies? . 33e
f Use of facilities? . 331
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 ) f ,,J..-‘
2RI K*
__________________________________________________________
—————————————————————————————————————————————————————————— RN e
_________________________________________________________ q -
34a Does the organization receive any financial aid or assistance from a governmental agency? 34a
b Has the organization's right to such aid ever been revoked or suspended? . 34b
If you answered 'Yes' to either 34a or b, please explain using an attached statement oy ]
35 Does the organization certify that it has complied with the agghcable requirements of
sections 4.01 through 4 05 of Rev Proc 75-50, 1975-2 C.B 587, covering racial
nondiscrimination? If 'No,' attach an explanation 35

BAA TEEA0A04  12/27/07 Schedule A (Form 990 or 990-E2Z) 2007



Schedule A (Form 990 or 990-EZ) 2007 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 6
Part VI:AY{ Lobbying Expenditures by Electing Public Charities (See instructions )
(To be completed ONLY by an eligible organization that filed Form 5768) N/A
Check » a |—| if the organization belongs to an affiliated group. Check » b |—L|f you checked 'a’ and 'limited control' provisions apply.
Limits on Lobbying Expenditures Afflluatfead) group To be c(gr)nmeted
, , totals for all electing
(The term 'expenditures’ means amounts paid or incurred ) organizalions
36 Total lobbying expenditures to influence public opinion (grassroots lobbying) 36
37 Tota! lobbying expenditures to influence a legislative body (direct lobbying) .o 37
38 Total lobbying expenditures (add lines 36 and 37) . . 38
39 Other exempt purpose expenditures R .. .o 39
40 Total exempt purpose expenditures (add lines 38 and 39) . 40
41 Lobbying nontaxable amount. Enter the amount from the following table — S ‘ i
If the amount on line 40 is — The lobbying nontaxable amount is — éﬁ“’#‘ 4
Not over $500,000 - 20% of the amount on lne 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 .. . —
42 Grassroots nontaxable amount (enter 25% of line 41) . 42
43 Subtract line 42 from line 36 Enter -0- if hne 42 1s more than line 36 43
44 Subtract ine 41 from hine 38. Enter -0- if ine 41 1s more than line 38 44
Caution: if there is an amount on either line 43 or line 44, you must file Form 4720 Erehla i PR B e e b LR R

4 -Year Averaging Period Under Section 501(h)
(Some organizations that made a section 501(h) election do not have to complete all of the five columns below.
See the instructions for lines 45 through 50 )

Lobbying Expenditures During 4 -Year Averaging Period

Calendar year (a) (b) () (d) (e)

(or fiscal year 2007 2006 2005 2004 Total
beginning in) >

45 Lobbying nontaxable
amount

46 Lobbying celling amount
(150% of hne 45(e))

47 Total lobbying
expenditures

48 Grassroots non-
taxable amount .

TRy Y P TTITR
49 Grassroots ceiing amount | > st ’E;fi’l £ § e
(150% of line 48(e)) i S AR N R ] it

AP
MEWar ¥ e Tyl
Mt s oafadir Bt G

50 Grassroots lobbying
expenditures
Part-VI-B#{ Lobbying Activity by Nonelecting Public Charities

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

During the year, did the organization attempt to influence national, state or local legislation, including any
attempt to influence public 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.) X
¢ Media advertisements X
d Mailings to members, legislators, or the public X
e Publications, or published or broadcast statements X
f Grants to other organizations for lobbying purposes . X
g Direct contact with legislators, their staffs, government officials, or a legisiative body . X 2,527.
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any other means X
i Total lobbying expenditures (add lines ¢ through h.) .. .. . . ‘{m;.n;&,".‘u{';.}r,:ﬁ.fl 2,5217.
If 'Yes' to any of the above, also attach a statement giving a detailed description of the lobbying activities.
BAA Schedule A (Form 990 or 990-EZ) 2007
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Schedule A (Form 990 or 990-EZ) 2007 ADULT CONGENITAL HEART ASSOCIATION 04-3447959 Page 7

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

51 Did the reporting organization directly or indirectly engage in 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 section 527, relating to political organizations?

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:

() Sales or exchanges of assets with a noncharitable exempt organization b (i) X
(ii)Purchases of assets from a noncharitable exempt organization . b (ii) X
(tii)Rental of facilities, equipment, or other assets b Gii) X
(iv)Reimbursement arrangements . b Giv) X
(v)Loans or loan guarantees . b (v) X
(vi)Performance of services or membership or fundraising soficitations . b (vi) X

c Sharing of facilities, equipment, matling hsts, other assets, or paid employees . [ X
d If the answer to any of the above 1s 'Yes,' comﬁlele the following schedule. Column (b) should always show the farr market value of
T e A s m e I S 1o Caomi 10D Tt alue of (he Gooder Gther saceta, ot Servites racemad . value in
(a) (b) (c) (d)
Line no Amount involved Name of noncharitable exempt organization Description of transfers, transactions, and sharing arrangements

o/A

52a Is the organization directly or indirectly affihated with, or related to, one or more tax-exempt organizations

described in section 501(c) of the Code (other than section 501(c)(3)) or in section 5277 > D Yes [il No
b If 'Yes,' complete the following schedule
(@) (b) (<)
Name of organization Type of orgamzation Description of relationship
BAA Schedule A (Form 990 or 990-EZ) 2007
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Adult Congenital Heart Association

Board Officers and Directors
2008-2009

Board of Directors

Heather Abbott

Brian Altman

Nicole Boramanand, MSN, MBA
Stephen Brabeck, MD

Michelle DeRoo (Secretary)

Jory Fisher, JD

Kevin Gordon (Treasurer)

Karen Matson

Barry Meil (Vice Chair)
Meredith Slosberg

Donna Smith (Chair)

Amy Verstappen (President/CEO)
George H. Warren

Jim Wong, PhD




Form 990
Partll, Line 25a

Compensation of Current Officers, Directors,
Key Employees, Etc.

2007

Name as Shown on Return

Employer Identification No

ADULT CONGENITAL HEART ASSOCIATION 04-3447959
Compensation
Chk (A) G)) © (D)
Name if a Total Program Management Fundraising

Bus services and general

Amy Verstappen 55,000. 38,500. 8,250. 8,250.

List Attached 0.

Total Compensation

Received 55,000. 38,500. 8,250, 8,250.

Contributions to Employee Benefit Plans & Deferred Compensation Plans

Chk (A) (B) © (D)
Name if a Total Program Management Fundraising
Bus services and general
Amy Verstappen 0.
List Attached 0.
Total Contributions to
Employee Benefit Plans &
Deferred Compensation
Plans 0.
Expense Account and Other Allowances
Chk (A) ® © (D)
Name if a Total Program Management Fundraising
Bus services and general
Amy Verstappen 0.
List Attached 0.
Total Expense Account and
Other Allowances 0.
Total to Partll, Line 25a ™ 55,000, 38,500. 8,250. 8,250.

st990125a SCR  01/25/08




ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Supporting Statement of:

Form 990 p 5/Part IV-A, Line b(2)

Description Amount
Legal services 2,472.
Total 2,472,
Supporting Statement of:
Form 990 p 5/Part IV-B, Line b(1)

Description Amount
Legal services 2,472.

Total

2,472.




ADULT CONGENITAL HEART ASSOCIATION 04-3447959

Supporting Statement of:

Form 990 p 7/Line 82b, Amount

Description Amount

Legal services 2,472,

Total 2,472.




ADULT CONGENITAL HEART ASSOCIATION
FORM 990
12/31/2007

FORM 990
SCHEDULE A, PAGE 2, PART Ill - STATEMENT OF ACTIVITIES
LINE 2D - PAYMENT OF COMPENSATION

Amy Verstappen President/ CEO

04-3447959

$

55,000

R L B e PR IR N I o3
R I R T N LT L e e L LT e O L 0 1 W T R R 0
By A RLREA YT et e i e R By g U T T

acha07.STMT990 (07)9/15/2008




ADULT CONGENITAL HEART ASSOCIATION 04-3447959
FORM 990
12/31/2007

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 congenital heart
Lobby Day in Washington, DC in 2007, where its 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 represents the cost for its delgation
to travel to Washington, DC.

acha07.EM110608lobbyingLobbying11/6/2008




ACHA Program 2007

Outreach and Advocacy Initiatives

e ACHA Local Groups—Thanks to capacity building support from the Medtronic
Foundation, in 2007 ACHA was able to assign targeted staff time and resources to
growing grass roots ACHA activities around the country. By January 2008, we
had 13 groups in 11 states. (Include maps: July 2007, January 2008) ACHA Local
Groups achieved a wide range of activities, including:

o

Educational Events for ACHD patients and families in Atlanta, Denver,

and Kansas City on topics such as Arrhythmia, Nutrition, Family Coping
Strategies, and the Future of Catheter-Based Procedures.

Fundraising Projects ranging from the Central California Local Group’s
participation in a local Christmas tree auction, which raised over $3,400,
to the Metro Denver Local Group’s formation of an athletic team to join a
local citizens’ race, resulting in over $2,000 of donations!

Local Lobbying Delegations, which visited legislative representatives in
Florida, New Jersey, and Massachusetts in the summer of 2007 to
advocate for federally-funded ACHD research.

Nine ACHA picnics and parties held in five states (CA, OH, PA, CO, GA)
Nearly 20 local meetings and get-togethers held across the country for
social networking and event planning

e Don’t Get Lost Campaign—ACHA expanded our efforts to ensure that all
congenital heart survivors have access to appropriate life-long care.

(o}

National ACHD Clinic Survey—ACHA again partnered with the
International Society of Congenital Cardiac Disease to survey all self-
described ACHD programs in North America to develop a better picture
of current care approaches and options. This data was presented to over
300 cardiology professionals at the 2007 Scientific Sessions of the
American College of Cardiology, and has become a key resource for
health care professionals and patients. It was also again translated into our
online directory (described below).

Pediatric Outreach—ACHA began a targeted outreach to both parents of
children with CHD and the health care professionals who serve them. In
2007 ACHA convened a top-level group of experts in congenital heart
transition to develop ACHA policy and program to help children continue
to thrive.

National Congenital Heart Coalition—As part of our Don’t Get Lost
Efforts, ACHA helped convene the National Congenital Heart Coalition,
bringing us together in partnership with the Congenital Heart Information
Network and the Children’s Heart Foundation to work on congenital heart
issues. The coalition was invited to regularly offer input at the Joint




Council of Congenital Cardiology, at which organizations such as the
American College of Cardiology, STS, AHA, ABP, ABIM meet to discuss
how to promote national well-bring for CHD survivors.

o International Transition Survey—ACHA partnered with European
investigators to help gather data on current practice in pediatric transition
and what we can do to help it help young people stay in care.

¢ Second National Congenital Heart Lobby Day

o In partnership with the American College of Cardiology, ACHA held the
Second National Congenital Heart Lobby Day on February 13, 2007.
Seventy-four congenital heart advocates from 19 states participated,
visiting 83 Senate and House offices.

o The Report Language presented to legislative leaders on Lobby Day was
included in proposed 2008 budget reports by both the Senate and House
Health Appropriations Subcommittees.

Patient Education Initiatives

e Print Materials
o ACHA’s Heart Matters newsletter expanded to 16 pages so that
educational content could be increased. Quarterly circulation
increased from 3,000 in January of 2007 to 5,000 in January of 2008.

o In collaboration with the American College of Cardiology, ACHA
distributed 10,000 copies of the second edition of our ACHA
Personal Health Passport, which now includes a detachable wallet
alert care and improved information on causation, birth control, and
pregnancy.

o Our library of educational materials expanded to include a new
ACHD fact sheet, Transition information, and more information on
healthcare guidelines in ACHD, all readily available through the
website.

o We created a new durable, vinyl mini-folder designed to hold both the
ACHA Personal Health Passport, emergency health alert cards, and
other health information in a discrete, easy-to-find format.

e Web-based resources

o The ACHA Message Board continued to offer over 3,500 registered
users a supportive, fully-moderated forum to share peer support and
resources from the comfort of their home.



o The online ACHD Clinic Directory was updated and expanded and
now includes map interactivity, allowing visitors to make informed
decisions when finding ACHD specialty care in their area.

Electronic Personal Health Passport was updated and improved, providing
clear emergency medical information and quick health reference for
navigating life with CHD.

o Online Resource Room was expanded to include web-based
education information on congenital heart defects, corrective surgeries
and treatments, as well as on a range of topics from pregnancy and
arrhythmia to insurance and disability, accessible to individuals with
CHD, their caregivers and families.
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