)

RN Return of Organization Exempt From Income Tax Y
Form 990 Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung 2009
b benefit trust or private foundation) Open to Public
.j;’:,’;‘,::j:,fj';;lﬁifi“’y P The organization may have to use a copy of this return to satisfy state reporting requirements. Inspection
A For the 2009 calendar year, or tax year beginning  JUL, 1, 2009 andending JUN 30, 2010
B Checkif Pl | © Name of organization D Employer identification number
applicable: us:all;es
fdress |lebelor NATTIONAL MARFAN FOUNDATION, INC
mes | ¥P* | Doing Business As 52-1265361
e See Number and street (or P.0. box if mail is not defivered to street address) | Room/suite | E Telephone number
Tamin- |P°%°122 MANHASSET AVE 516-833-8712
[ X JAmended| tions. | ity or town, state or country, and ZIP + 4 G _Gross receipts $ 4,990,695,
fpplica- PORT WASHINGTON, NY 11050-2023 H(a) Is this a group return
pending I Name and address of principal officer:CAROLYN LEVERING for affiliates? [ lves [X] No
SAME AS C ABOVE H(b) Are all affliates included? [ |Yes [_INo
I Tax-exempt status: 501(c) (3 ) (insert no.) I:l 4947(a)(1) or l_—_| 527 If "No," attach a list. (see instructions)
J Website: p» WWW . MARFAN.ORG H(c) Group exemption number P>
K_Form of organization: [ X Corporation [ | Trust [ | Association [ | Other > | L Year of formation: 1 9 8 1| M State of legal domicile: MD

[Partl| Summary

3 1 Briefly describe the organization’s mission or most significant activites: SEE SCHEDULE O
c
% 2 Check this box P |:| if the organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 8 Number of voting members of the governing body (Part VI, fine 1a) ..., 16
g 4  Number of independent voting members of the governing body (Part VI, line 1b) 16
@ | 5 Total number of employees (Part V, N8 28) ... 23
:‘; 6 Total number of volunteers (estimate if necessary) 120
§ 7a Total gross unrelated business revenue from Part VIII, column (C), line 12 ... 0.
b Net unrelated business taxable income from Form 990-T,line 34 .........ccocoveieeneiniiiniiii i : 0. .
Prior Year Current Year
o | 8 Contributions and grants (Part VIil, line 1h) . 1,221,023, 2,449,663.
% 9 Program service revenue (Part VI, line 2g) 260,491, 211,546.
é 10 Investment income (Part VIII, column (A), lines 3, 4, and 7d) ... oo, <572,061.> 169,328.
11 Other revenue (Part VIii, column (A), lines 5, 6d, 8c, 9¢, 10c,and 11e) ... 835 ; 034. \
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12) ... 1,744,487. 2,830,537.
13 Grants and similar amounts paid {Part IX, column (A), lines 1-3) 1,326,697, 1,158,705.
14 Benefits paid to or for members (Part X, column (A), line 4) . ...,
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) _...... 1,356,265, 1,320,592.
2 | 16a Professional fundraising fees (Part [X, column (A), line 11€) .. i,
:Q)- b Total fundraising expenses (Part IX, column (D), line 25) P~ 416,228. .
W 47 Other expenses (Part IX, column (A), lines 11a-11d, 1124 ... 988,182. 671,750.
18 Total expenses. Add lines 13-17 (must equal Part X, column (A), line 25) 3,671,144. 3,151,047,
19 Revenue less expenses. Subtract line 18 from liN@ 12 ... ..o <1,926,657.> <320,510.> .
E% Beginning of Current Year End of Year
©S1 20 Totalassets (Part X, ine 16) ... 9,371,165. 9,902,753.
<S| 21 Totalliabilities (Part X, € 26) ... e 259,810. 292,176.
25| 22 Net assets or fund balances. Subtract line 21 from iNe 20 ...coooovoveosicceeosiii 9,113,355, 9,610,577,
[ Part Il | Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and befief, it is true, correct,

and complet eclaration of preparer (qther thar officer) is based on all information of which preparer has any knowledge.
-
Sign W%‘*‘/\

Here Signature of officer ¥ Date

CAROLYN LEVERING , PRESTIDENT /a 7,/020/&

Type or print name and title

. Preparer's q ), \Q I I ‘ ChI(fE_Ck if ?Sreeglaggtrrﬁégggtsl;ymgnumber
:;darer's signature } ﬁ\ LP‘R \‘4 gsnployed » D
Use"om Trepemeer HOLTZ RUBENSTEIN REMINICK LLP EIN >
Y |Sstempioes, N 125 BAYLIS ROAD

address, and

ZP+4 MELVILLE, NY 11747-3823 Phoneno. » 631-752-7400
May the IRS discuss this return with the preparer shown above? (seeinstructions) ... I—X:l Yes !:l No

932001 02-04-10 ' LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2009)



Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page?2
| Pjart;llvliStatement of Program Service Accomplishments

1  Briefly describe the organization’s mission:

THE NATIONAL MARFAN FOUNDATION IS DEDICATED TO SAVING LIVES AND
IMPROVING THE QUALITY OF LIFE FOR INDIVIDUALS AND FAMILIES AFFECTED BY

MARFAN SYNDROME AND RELATED DISORDERS.

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

the prior FOMM 990 OF 890-EZ? | _._.__......o oo oo eee oo e [ Ives [XINo
If "Yes," describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? ... ... :|Yes E] No

If "Yes," describe these changes on Schedule O.

4  Describe the exempt purpose achievements for each of the organization’s three largest program services by expenses.
Section 501(c)(3) and 501(c){4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: Y(Expenses$ 1,528,552, includinggrantsof$ 1,151,060. )(Revenue$ )
THE NMF SUPPORTS A ROBUST RESEARCH PROGRAM THAT PROVIDES GRANTS TO
SCIENTISTS, CONVENES INTERNATIONAL SYMPQOSIA, AND ENCOURAGES YOUNG
RESEARCHERS IN THE FIELD. IN ADDITION, THE FOUNDATION IS PROACTIVE IN
ITS ADVOCACY FOR FEDERAL FUNDING AND POLICIES THAT SUPPORT ITS MISSION
AND PARTNERS WITH GOVERNMENT AGENCIES AND OTHER VOLUNTARY HEALTH
ORGANIZATIONS WHENEVER POSSIBLE TO CREATE A GREATER VOICE AND HAVE AN
INCREASED IMPACT.

4b (Code: ) (Expenses $ 648,773 . including grants of $ 8,502. )(Revenue $ 77,965.)
THE NMF PROVIDES EXTENSIVE EDUCATION AND SUPPORT TO PATIENTS AND FAMILY
MEMBERS THROUGH A NATIONAL NETWORK OF CHAPTERS AND NETWORK GROUPS, AN
INFORMATION RESOURCE CENTER THAT IS STAFFED BY A REGISTERED NURSE, AND
PEER-TO-PEER CONNECTIONS BOTH ON-LINE AND IN-PERSON. THE FOUNDATION IS
A LIFELINE FOR INDIVIDUALS AND FAMILIES WHO ARE SEEKING DIAGNOSIS, AS
WELL AS THOSE WHO ARE FACING DIFFICULT CHALLENGES IN THEIR MEDICAL

JOURNEY .

4c (Code: ) (Expenses $ 287,209 . including grants of $ 55. ){Revenue $ 9,529.)
THE NMF CONDUCTS COMPREHENSIVE, MULTI-PRONGED PUBLIC AND MEDICAL
AWARENESS CAMPAIGNS ABOUT MARFAN SYNDROME AND RELATED DISORDERS WITH
THE GOALS OF INCREASING EARLY DIAGNOSIS, IMPROVING TREATMENT AND
PREVENTING TRAGEDIES. UTILIZING TRADITIONAL STRATEGIES AND LEVERAGING
NEW TECHNOLOGIES, OUR AGGRESSIVE EFFORTS TARGET PATIENTS, CONSUMERS,
DOCTORS AND OTHER HEALTHCARE PROFESSIONALS.

4d Other program services. (Describe in Schedule O.)
(Expenses $ including grants of $ } (Revenue $ )
4e _Total program service expenses P> $ 2,464,534,

Form 990 (2009)
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02-04-10

2
11420229 712813 NAT8712.0 2009.06010 NATIONAL MARFAN FOUNDATION, NAT87121



Form 990 (2009} NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page3
[PartlV | Checklist of Required Schedules

Yes | No

1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
I 'Y©S," COMPIBLE SCROAUIE A |||, ...\ i\coooeooeeeeeeeeeee ettt erns 11 X

2 Is the organization required to complete Schedule B, Schedule of Contributors? . ... i, 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part] . . ... 3 X
4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities? If "Yes," complete Schedule C, Part Il 4 X
5 Section 501(c){4), 501(c)(5), and 501(c)(6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If "Yes," complete Schedule C, Part 1 5
6 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes," complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part Il . ... . . . ... 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
SCHEAUIR D, PAIT I ...\ ..coooooeoeoeiet et 8 X
9 Did the organization report an amount in Part X, line 21; serve as a custodian for amounts not listed in Part X; or provide
credit counseling, debt management, credit repair, or debt negotiation services? If "Yes," complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in term, permanent, or quasi-endowments?
If "Yes," complete SChedule D, Part V' | . e e 10 | X
11 Is the organization’s answer to any of the following questions "Yes"? If so, complete Schedule D, Parts VI, VIi, VIII, IX, or X
@S APPHCADIE ||| ...\ oot 11| X
® Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," complete Schedule D, 4
Part VI.

® Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VII.

® Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part Vil

® Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 167 If "Yes," complete Schedule D, Part IX.

® Did the organization report an amount for other liabilities in Part X, line 257 If "Yes," complete Schedule D, Part X.

® Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 487 If "Yes," complete Schedule D, Part X.

12 Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete

Schedule D, Parts XI, Xll, and Xl 12
12A Was the organization included in consolidated, independent audited financial statements for the tax year? Yes | No | |

If "Yes," completing Schedule D, Parts XI, XIl, and Xlll is optional I 12A X1 | = :
13 s the organization a school described in section 170(b)(1)(A)(i))? If "Yes," complete Schedule E . 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? . . . ... 14a X

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

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

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

located outside the United States? If "Yes," complete Schedule F, Part Ill e 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,

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

1c and 8a? If "Yes," complete Schedule G, Part Il | ... ... 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If "Yes,"

complete SCREAUIE G, Part Il .. ... ..o 19 X
20 __ Did the organization operate one or more hospitals? /f "Yes, " complete Schedule H 20 X

Form 990 (2009)
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Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page 4
| Part IV | Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), line 1? If "Yes," complete Schedule I, Parts land Il . ... 21 | X
22 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part IX,
column (A), line 27 If "Yes," complete Schedule |, Parts | and 2 | X

23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or § about compensation of the organization’s current
and former officers, directors, trustees, key employees, and highest compensated employees? /f "Yes," complete
SCREAUIE U e e 23 | X

24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 If "Yes, " answer lines 24b through 24d and complete

Schedule K. If "NO", GO 10 IN@ 25 | ... 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
ANY TAX-BXEIMPT DONUST | e e e et 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? ... ... 24d
26a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If "Yes," complete Schedule L, Part | & . 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ? If "Yes," complete

SCREAUIE L, Part | e, 25b X
26 Was aloan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or disqualified
person outstanding as of the end of the organization’s tax year? If "Yes," complete Schedule L, Part il . ... . ... ... 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related to such an individual? /f "Yes," complete
SCREAUIE Ly Part Il |, ... ...ooooooioioeeeeieeeeee ettt ettt

28 Was the organization a party to a business transaction with one of the following parties, (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions):

a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV . .. .. 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member) was
an officer, director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV . .. 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M | . . ... . . 29 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes," complete SChedUle M e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete SCheaUle N, PAt 1 ... ..........ccccooioioeeeeeeiee oottt e, 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SCREAUIE N, Part Il | ... oottt et 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity?
If "Yes," complete Schedule R, Parts II, Il IV, and V, lNe T ..o, 34 X
| 35 Is any related organization a controlled entity within the meaning of section 512(b)(13)?
| If "Yes," complete Schedule R, Part Vi iN@ 2 | _...............cccoiiiimiiiiieeeeeee e 35 X
1 36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule B, Part V, lIN€ 2. | | e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, Part VI . ... 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part Vi, lines 11 and 19?
Note. All Form 990 filers are required to complete Schedule O. . ittt ittt ittt sssassnnnns 38 | X
Form 990 (2009)
932004
02-04-10
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Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Paged
|Part V| Statements Regarding Other IRS Filings and Tax Compliance

Yes | No
1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of A
U.S. Information Retumns. Enter -0- if not applicable 1a
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable ... ... 1b

¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) WinNINGs 10 PHZE WINNEIS? ... .. . ettt ettt ettt eh et e et e et e e ie e et rae s eab et ea e
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by thisreturn ... ... .. 2a
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? ... ..
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this return. (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this return?
b If "Yes," has it filed a Form 990-T for this year? If "No, " provide an explanation in Schedule O . . . ... ...
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? ... ... .. 4a X
b If "Yes," enter the name of the foreign country: P> L
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank and
Financial Accounts.

5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? ... .. ... 5a
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? .. ... .. . . . 5b
c If "Yes," to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter TranSaCtONT ettt ettt ettt en ettt er b Sc
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible? 6a X

b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deductible?
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services
PIOVIARd 10 the PAYOI? | oo 7a | X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? ... . ... 70 | X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
Lo R =R oY £ I 72 <o U U USSP
d If "Yes," indicate the number of Forms 8282 filed during the year . l 7d ]
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
DENEfit COMMIACT? e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ... ...
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required?
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? ...
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings
atany time dUriNg the YBAI? | ... . ettt ettt
9 Sponsoring organizations maintaining donor advised funds.

a Did the organization make any taxable distributions under section 408677 .

b Did the organization make a distribution to a donor, donor advisor, or related person? .. .
10 Section 501(c)(7) organizations. Enter:

a Initiation fees and capital contributions included on Part VIll, line 12 . . . . 10a

b Gross receipts, included on Form 990, Part VIiI, line 12, for public use of club facilites ... .. .. 10b
11 Section 501(c)(12) organizations. Enter:

a Gross income from members or ShareNO Qe S 11a

b Gross income from other sources (Do not net amounts due or paid to other sources against

amounts due or received fromthem.) | ... 11b ,

12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in fieu of Form 10417 12a

b _If "Yes," enter the amount of tax-exempt interest received or accrued duringtheyear ... 12b L

Form 990 (2009)
932005
02-04-10
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Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page6

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

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

Section A. Governing Body and Management

1a
b
2

3

[$)]

7a

b
9

Enter the number of voting members of the governing body ..., 1a
Enter the number of voting members that are independent . . .. .. 1b
Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key @mMPplOYEE? | ... ...
Did the organization delegate control over management duties customarily performed by or under the direct supervision

of officers, directors or trustees, or key employees to a management company or other person? ...
Did the organization make any significant changes to its organizational documents since the prior Form 990 was filed? .
Did the organization become aware during the year of a material diversion of the organization’s assets? . ...
Does the organization have members or StOCKNOIAO S Y
Does the organization have members, stockholders, or other persons who may elect one or more members of the

GOVEINING DOTY? | oottt s et e s a ettt ettt
Are any decisions of the governing body subject to approval by members, stockholders, or other persons? ... ...
Did the organization contemporaneously document the meetings held or written actions undertaken during the year

by the following:

The governing DOGY? | . ettt
Each committee with authority to act on behalf of the governing DoAY ?
Is there any officer, director, trustee, or key employee listed in Part Vli, Section A, who cannot be reached at the
organization’s mailing address? If "Yes, " provide the names and addresses in Schedule O ... ......cooooioeiiiiiiiiieiiiiee e 9 X

e e

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

10a
b

11

11A

12a
b

13
14
15

16a

Yes | No

Does the organization have local chapters, branches, or affiliates ? 10a
If "Yes," does the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with those of the organization? 10b
Has the organization provided a copy of this Form 990 to all members of its governing body before filing the form?
Describe in Schedule O the process, if any, used by the organization to review this Form 990.

Does the organization have a written conflict of interest policy? If "No," go to line 13 12a
Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
B0 CONTHCEST? ettt ettt s ettt ettt et a et s st et n ettt ene e neens 12b
Does the organization regularly and consistently monitor and enforce compliance with the policy? /f "Yes," describe
in Schedule O how thiS IS AONE | e 12¢
Does the organization have a written whistleblower policy? ..., 13
Does the organization have a written document retention and destruction PoliCY?
Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

X
X
X
X
X
X
X

The organization’s CEQ, Executive Director, or top management offiCial . e 16a | X
Other officers or key employees of the organization ..., 15b X
If "Yes" to line 15a or 15b, describe the process in Schedule O. (See instructions.) ‘

Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a

taxable entity dUring The Year? e
If "Yes," has the organization adopted a written policy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization’s

exempt status with respect to such arrangements? . .. ...

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed ™AL ,AK ,A%Z ,AR,CA,CO,CT,DC,FL,GA,IL KS
Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for

public inspection. Indicate how you make these available. Check all that apply.

Own website @ Another’s website @ Upon request

Describe in Schedule O whether (and if so, how), the organization makes its governing documents, conflict of interest policy, and financial
statements available to the public.
State the name, physical address, and telephone number of the person who possesses the books and records of the organization: p>

JUDITH GIBALDI - 516-883-8712
22 MANHASSET AVENUE, PORT WASHINGTON, NY 11050-2023

932006

Form 990 (2009)

02-04-10 SEE SCHEDULE O FOR FULL LIST OF STATES
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Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page7
Part Vll! Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

Section A. _Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax

year. Use Schedule J-2 if additional space is needed.
® [ ist all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.

Enter -0- in columns (D), (E), and (F) if no compensation was paid.

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

® | ist the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who received reportable
compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

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

® | ist all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated employees;
and former such persons.

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

(A) (B) (C) (D) (E) (F)
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per s from from related other
week § - the organizations compensation
51y £ organization (W-2/1099-MISC}) from the
g E 8 g; (W-2/1099-MISC) organization
E § 2 (Bg| _ and related
% % g g gé E organizations
JON TULLIS
CHAIR 1.001X X 0. 0. 0.
GAVIN LINDBERG
VICE CHAIR 1.00X X 0. 0. 0.
RAYMOND CHEVALLIER
TREASURER 1.00 /X X 0. 0. 0.
KAREN MURRAY
SECRETARY 1.00|X X 0. 0. 0.
SCOTT AVITABLE
DIRECTOR 1.00(X 0. 0. 0.
STEVE CROMBE
DIRECTOR 1.00|X 0. 0. 0.
TERI DEAN
DIRECTOR 1.00X 0. 0. 0.
SUSAN FALCO
DIRECTOR 1.00|X 0. 0. 0.
THOMAS FITZGERALD
DIRECTOR ' 1.00]|X 0. 0. 0.
BARBARA HELLER
DIRECTOR 1.00|X 0. 0. 0.
GARY KAUFFMAN
DIRECTOR 1.00 X 0. 0. 0.
JERRY LERMAN
DIRECTOR 1.00X 0. 0. 0.
| MARY J. ROMAN, M.D,
5 DIRECTOR 1.00 X 0. 0. 0.
JIM SIDORCHUK
DIRECTOR 1.00]X 0. 0. 0.
DIANE M, SIXSMITH, MD
DIRECTOR 1.00 X 0. 0. 0.
BENJAMIN WEISMAN
DIRECTOR 1.00]|X 0. 0. 0.
CAROLYN LEVERING
PRESIDENT/CEQ 35.00 X 182,409. 0.] 35,528.
932007 02-04-10 Form 990 (2009)
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Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page8
]Part: V" ! Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B8) ©) (D) (B) (F)
Name and title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week EE the organizations compensation
;8:: & % organization (W-2/1099-MISC) from the
2|2 ® Z" (W-2/1099-MISC) organization
s| 2 £ |8y and related
% % g § iﬁg § organizations
JUDY GIBALDI
VP/CFO/C00 35.00 X 100,292. 0. 9,678.
JOSEPHINE GRIMA
VP _RESEARCH 28.00 X 75,476. 0. 1,777.
B Tl o > 358,177. 0.] 46,983.

2  Total number of individuals (including but not limited to those listed above) who received more than $100,000 in reportable
compensation from the organization P

3 Did the organization list any former officer, director or trustee, key employee, or highest compensated employee on
line 1a? If "Yes," complete Schedule J for such individual ||| ... ...
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 If "Yes," complete Schedule J for such individual ... ... ... .. ...
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization for services rendered to
the organization? If "Yes, " complete Schedule J fOr SUCH POISOMN .. . ..ot
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from

the organization. NONE

(A) (B) (©)
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 in compensation from the organization P 0

Form 990 (2009}

932008 02-04-10
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Form 990 (2009) NATIONAL MARFAN FOQUNDATION, INC 52-1265361 Page9
Part VIl | Statement of Revenue
. Total (rez/enue Rela(te)d or Unr(ele)xted exchﬁéilgguf?om
- o exempt function business tax under
- - “ revenue revenue Sg%l?g? 55113
'2*3 1 a Federated campaigns ... 1a . -
gg b Membershipdues . ... | 112,538.
.,,"g ¢ Fundraising events . 1ic 881 , 761.
%,(_‘a d Related organizations 1d o
gg e Government grants (contributions) 1e 3,498.
@g f All other contributions, gifts, grants, and o
é% similar amounts not included above 1#(1,451,866. .
g'g g Noncash contributions included in lines 1a-1f: § 2 4 O z 0 3 5 . o
O® nh Total.Addlinestaf ... .. ... ..o » 2,449,663.1
Business Code} o o .
g2 | 2a NATIONAL MARFAN CONFER | 541700 202,017. 202,017.
'gg b PROGRAM REVENUE 541700 9.,529. 9,529.
(7] % c
gﬂs d
) e
A f All other program service revenue .. .. .
g Total. Addlines2a2f . . . ... > 211,546..
3 Investment income (including dividends, interest, and
other similar amounts) ... > 142,504. 142,504.
4  Income from investment of tax-exempt bond proceeds P>
5 Royalties ...
(i) Real
6a GrossRents ... .
b Less:rental expenses ..
¢ Rentalincome or (loss) ...
d Net rentalincome or (10SS) ... ...ccoovviviiiiiiiiiiieen. |
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory (1884771,
b Less: cost or other basis
and sales expenses 1857947.
¢ Ganor(oss) . 26,824.
d Net gain of (JOSS) .......oovoireeeeee e >
o | 8 a Grossincome from fundraising events (not
g including $ 881,761, of
é contributions reported on line 1c). See ‘
5 PartIV,line 18 ... a302,211.
g b Less: direct expenses b[302 : 211.|
¢ Net income or (loss) from fundraising events  __............. >
9 a Gross income from gaming activities. See
PartiV,line19 . ... a
b Less:directexpenses .. .. ... b
¢ Net income or (loss) from gaming activities .................. | -
10 a Gross sales of inventory, less returns
and allowances ... a
b Less:costofgoodssold .. .. ... b
¢_Net income or (loss) from sales of inventory .................. | 2
Miscellaneous Revenue Business Code]|
11 a
b
c
d Allotherrevenue ... ;
e Total. Add lines 11a-11d > -
12 Total revenue. See instructions. ... .., » 2,830,537.] 238,370. 142,504.
e Form 990 (2009)

11420229 712813 NAT8712.0
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Form 990 (2009)

NATIONAL MARFAN FOUNDATION,

INC

52-1265361 Page 10

| Part IX | Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns.

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

Do not include amounts reported on lines 6b, (A) | ©) D)
75, 85, 9b, and 10 of Part Vil Total expenses P panses | generar oxpensss F:Qéﬁfé';g
1 Grants and other assistance to governments and . e
organizations in the U.S. See Part IV, line 21 1,064,030.; 1,064,030.,
2 Grants and other assistance to individuals in '
the U.S. See Part IV, line22 77,425. 77,425.]
3 Grants and other assistance to governments, '
organizations, and individuals outside the U.S. =
See Part IV, lines 15and 16 17,250. 17,250.
4 Benefits paid to or formembers :
5 Compensation of current officers, directors,
trustees, and key employees . 410,255, 258,460. 49,230. 102,565.
6 Compensation not inciuded above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) ...
7 Other salaries and wages 733,464. 462,083. 88,016. 183,365.
8 Pension pian contributions (include section 401(k)
and section 403(b) employer contributions) ...
9 Other employee benefits ... 52,333. 29,991. 6,280. 16,062.
10 Payroll taxes 124,540. 78,460. 14,945. 31,135.
11 Fees for services (non-employees):
a Management ...
b oLegal |
C AcCoUNYiNg 19,840. 19,840.
d Lobbying | .o 18,454. 18,454, _
e Professional fundraising services. See Part 1V, line 17 ... ..
f Investment managementfees . ... 20,407. 20,345. 31. 31.
9 Other . 79,677. 67,059. 12,618.
12 Advertising and promotion 63,618. 38,178. 5,355, 20,085.
13 Officeexpenses 127,782. 78,552. 18,812. 30,418.
14 Information technology . . ... 21,188. 16,704. 1,019. 3,465.
15 Royalties ... ...,
16 OCCUPANCY ...\ 39,051. 22,305. 12,098. 4,648.
17 Travel . 63,621. 47,874. 11,548. 4,199.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 137,689. 130,741. 3,890. 3,058.
20 Interest ...
21 Paymentsto affiliates ...
22  Depreciation, depletion, and amortization 40,078. 28,857. . 6,012.
23 InsUraNCe ... __3,746.
24 Other expenses. ltemize expenses not covered .
above. (Expenses grouped together and labeled
miscellaneous may not exceed 5% of total ... _ ... ;
expenses shown on line 25 below.) ..................... . . o
a MISCELLANEQUS 25,738, 6,201. 10,550.
b DUES AND SUBSCRIPTIONS 5,561, 653.
¢ FEES AND PERMITS 3,753.
d AWARDS-OTHER 1,547. 912. 635,
e
f All other expenses
25 _ Total functional expenses. Add lines 1 through 24f 3,151,047.] 2,464,534, 270,285, 416,228.
26  Joint costs. Check here P D if following
SOP 98-2. Complete this fine only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation ...
932010 02-04-10 Form 990 (2009)
10
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52-1265361 Pagell

Form 990 (2009) NATIONAL MARFAN FQUNDATION, INC
[ Part X | Balance Sheet
(A) (B)
Beginning of year End of year
1 Cash - noninterest-bearing ..., 104,535, 1 166,860.
2  Savings and temporary cash investments 236,442, 2 460,027.
3 Pledges and grants receivable, net 3,149,003.] 3 2,065,620.
4 Accounts receivable, Net oo 20,131.] 4 26,816.
5 Receivables from current and former officers, directors, trustees, key . -
employees, and highest compensated employees. Complete Part II
of Schedule L
6 Receivables from other disqualified persons (as defined under section
4958(f)(1)) and persons described in section 4958(c)(3)(B). Complete
Partllof Schedule L e 6
2 | 7 Notes and loans receivable, net ... 7
4 | 8 Inventoriesforsaleoruse ... 8
< 9 Prepaid expenses and deferred charges 38,891.| 9 53 ‘ 88 0 .
10a Land, buildings, and equipment: cost or other - .
basis. Complete Part VI of Schedule D . 10a 1 r 236 ‘ 051.} o : - :
b Less: accumulated depreciation ... 10b 445 ; 901. 819 7 729.] 10¢ 790 z 150.
11 Investments - publicly traded securities ., 5,002,434, 11 5,378,631,
12 Investments - other securities. See Part IV, line 11 12 59 ‘ 679.
13 Investments - program-related. See Part 1V, line 11 13
14 Intangible assets i, 14
15 Otherassets. See Part IV, line 11 0. 15 901,090.
16 Total assets. Add lines 1 through 15 (mustequaliine 34) ... 9,371,165.] 16 9,902,753.
17  Accounts payable and accrued expenses 123,279, 17 112,727,
18  Grantspayable ... 18
19 Deferred reVeNUE | ... .. ..o 136,531. 19 119,770.
20 Tax-exemptbond liabilities ... ...
a 21 Escrow or custodial account liability. Complete Part IV of Schedule D
E | 22 Payables to current and former officers, directors, trustees, key employees,
g highest compensated employees, and disqualified persons. Complete Part |l
- Of Schedule L || e
23 Secured mortgages and notes payable to unrelated third parties ...
24  Unsecured notes and loans payable to unrelated third parties ... ‘

26  Other liabilities. Complete Part X of Schedule D 0. 25 59,679.
126 Totalliabilities. Add lines 17 through 25 . ... ... 259,810.] 26 | 292,176,
Organizations that follow SFAS 117, check here P and complete . . . ;1 -

a lines 27 through 29, and lines 33 and 34. - o .

£ |27 Unrestricted netassets ... 3,623,298, 27 3,699,844.

g 28 Temporarily restricted net assets i, 5 ; 488 ; 057.| 28 5 z 910 I 733.

T |29 Permanently restricted netassets ...,

Z Organizations that do not follow SFAS 117, check here > l:l and

5 complete lines 30 through 34.

% 30 Capital stock or trust principal, or current funds

2 31 Paid-in or capital surplus, or land, building, or equipmentfund . ...

% | 32 Retained earnings, endowment, accumulated income, or otherfunds .. ...

Z 133 Totalnetassets orfund balances 9,111,355, 33 9,610,577,
34 _ Total liabiltties and net assets/fund balances ... ..o 9,371,165.] 34 9,902,753.

Form 990 (2009)

932011 02-04-10
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Form 990 (2009) NATIONAL MARFAN FOUNDATION, INC 52-1265361 Pagei2
| Part Xl | Financial Statements and Reporting
Yes | No

1 Accounting method used to prepare the Form 990: l:l Cash Accrual D Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? ...
b Were the organization’s financial statements audited by an independent accountant?
¢ f "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? | ... ... ...
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
d If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were issued on a
consolidated basis, separate basis, or both: '
Separate basis l:] Consolidated basis l:] Both consolidated and separate basis

3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB CIrCUIRE AT13B? | ..ot e e e 3a X
b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits. ... i 3b

Form 990 (2009)

932012 02-04-10
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| OMB No. 1545-0047

2009

SCHEDULE A Public Charity Status and Public Support

{Form 990 or 990-EZ)

Complete if the organization is a section 501(c)(3) organization or a section

Department of the Treasury 4947(a)(1) nonexempt charitable trust. Open to ‘pu‘p‘ﬁés -

internal Revenue Service P Attach to Form 990 or Form 990-EZ. P> See separate instructions. ~ Inspection

Name of the organization Employer identification number
NATIONAL, MARFAN FOUNDATION, INC 52-1265361

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

The organization is not a private foundation because it is: (For lines 1 through 11, check only one box.)
1 L—___I A church, convention-of churches, or association of churches described in section 170(b)(1){(A)(i).
2 I:] A school described in section 170(b)(1)(A)(ii). (Attach Schedule E.)
3 [:l A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
4 I:I A medical research organization operated in conjunction with a hospital described in section 170{b)(1)(A)(iii). Enter the hospital's name,
city, and state:
5 I: An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b){(1)(A)(iv). (Complete Part Il.)
A federal, state, or local government or governmental unit described in section 170(b)(1){(A)(v).
An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170(b){1){(A){vi). (Complete Part il.)
A community trust described in section 170{b)(1)(A)(vi). (Complete Part I.)
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part lll.)
An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.
a |:| Type | b D Type li c D Type 1l - Functionally integrated d |:| Type Il - Other
e [:] By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2).

~

0 HO

10
1

L]

f If the organization received a written determination from the IRS that it is a Type |, Type ll, or Type lii
supporting organization, Check this DOX e |:|
g Since August 17, 20086, has the organization accepted any gift or contribution from any of the following persons?
(i) A person who directly or indirectly controls, either alone or together with persons described in (ii) and (jii) below, Yes | No
the governing body of the supported organization? .. .. e, 11g9(i)
(i) A family member of a person described in () @DOVE? | . ...........ccoiiiiiiie e 11g(ii)
(iii) A 35% controlled entity of a person described in () Or (i) @DOVE? e, 11g(iii)
h Provide the following information about the supported organization(s).
; i (iif) Type of iv) Is the organization| {v) Did you notify the (vi) Is the i
@ N%Tgeaﬁfizzltjg:]med (EN ( desc?ii)geadngstlii(r’\gs g <);o!. (i) listgd in your (g)rganigation infstlzol. ?ir)ggrnglg?\tilz%%li?l%ﬁ{é (vn)sﬁgz)%lgl o
above o IRC section governing document?| (i) of your support? US.?
(see instructions)) Yes No Yes No Yes No

Total l .
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2009
Form 990 or 990-EZ,

932021 02-08-10
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Schedule A (Form 990 or 990-E7) 2009 NATIONAL MARFAN FOUNDATION, INC

52-1265361 Page2

Partll| Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)
(Complete only if you checked the box on line 5, 7, or 8 of Part 1.)

Section A. Public Support

Calendar year (or fiscal year beginning in)p»

(a) 2005

{b) 2006

(c) 2007

(d) 2008

{e) 2009

{f) Total

1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

3311961.

7926519.

2858392.

2428785,

2602324.

19127981.

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

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

4 Total. Add lines 1 through 3 .

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

6 Public support. Subtract line 5 from line 4.

Section B. Total Support

| 3311961 .

(7926519

(2858392.] 2428785

2602324

.19127981.

7308985,

11818996.

Calendar year (or fiscal year beginning in)p»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 {e) 2009 (f) Total
7 Amountsfromline4 ... 3311961.] 7926519.| 2858392.| 2428785.] 2602324.[19127981.
8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similarsources . | 126 ,347.] 181,164.] 265,401.| 268,168.[ 179,594.] 1020674.

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

Other income. Do not include gain
or loss from the sale of capital
assets (ExplaininPart IV)) . ..
Total support. Add lines 7 through 10

10

1
12
13

organization, check this box and stop

Gross receipts from related activities, etc (see instructions)
First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

here

Section C. Computation of Public Support Percentage

14 Public support percentage for 2009 (line 6, column {f) divided by line 11, column (f)) 14 58.66 %
15 Public support percentage from 2008 Schedule A, Part I, Ine 14 16 61.85 %
16a 33 1/3% support test - 2009.f the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and
stop here. The organization qualifies as a publicly supported Organization >
b 33 1/3% support test - 2008.If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported Organization > [:I
17a 10% -facts-and-circumstances test - 2009.If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization ... ... ... > l:,
b 10% -facts-and-circumstances test - 2008.If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the
organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization ... ... .. . > |:|
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions ......... » D

932022
02-08-10

11420229 712813 NAT8712.
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Schedute A (Form 990 or 990-E7) 2009 Page 3
[Part. III'_{ Support Schedule for Organizations Described in Section 509(a)(2) (complete only if you checked the box on line 9 of Part L.
Section A. Public Support
Calendar year (or fiscal year beginning in)p»> (a) 2005 {b) 2006 (c) 2007 {d) 2008 {e) 2009 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

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

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

iness under section 513

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

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

6 Total. Add lines 1 through5 ...

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

b Amounts included on lines 2 and 3 received
from other than disqualified persons that
exceed the greater of $5,000 or 1% of the
amount on line 13 for the year

c Add lines 7aand 7b
8 Public support (Subtract line 7¢ from line 6.
Section B. Total Support
Calendar year (or fiscal year beginning in)p» (a) 2005 {b) 2006 (c) 2007 (d) 2008 {e) 2009 {f) Total

9 Amounts fromliine6 ...
10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources
b Unrelated business taxable income
(less section 511 taxes) from businesses

acquired after June 30, 1975

cAdd lines 10aand 10b . ... ...
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carriedon
12 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part IV) ............
13 Total support (add lines 9, 10c, 11, and 12.)
14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

ChECK this DOX 8N SEOP MOT@ ..ottt oottt oe ettt eh ettt e »[ |
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column (®)) ... ... 15 %
16 Public support percentage from 2008 Schedule A, Part lil, line 15 .. ..o 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column (f)) ... 17 %
18 Investment income percentage from 2008 Schedule A, Part Ill, line 17 . 18 %
19a 33 1/3% support tests - 2009. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... > L—_}

b 33 1/3% support tests - 2008. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organization . . » [:l

20 Private foundation. [f the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ................... > D

Schedule A (Form 990 or 990-EZ) 2009
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SCHEDULE C Political Campaign and Lobbying Activities

(Form 990 or 990-EZ)

Department of the Treasury

For Organizations Exempt From Income Tax Under section 5601(c) and section 527

> Complete if the organization is described below.

Internal Revenue Service P> Attach to Form 990 or Form 990-EZ. P> See separate instructions.
If the organization answered "Yes," to Form 990, Part IV, line 3, or Form 990-EZ, Part VI, line 46 (Political Campaign Activities), then
® Section 501(c)(3) organizations: Complete Parts I-A and B. Do not complete Part |-C.
® Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts I-A and C below. Do not complete Part |-B.

® Section 527 organizations: Complete Part I-A only.

OMB No. 1545-0047

2009

- Open to Public
- Inspection

If the organization answered "Yes," to Form 990, Part IV, line 4, or Form 990-EZ, Part Vi, line 47 (L.obbying Activities), then

® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part lI-A. Do not complete Part II-B.

® Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B. Do not complete Part II-A.
If the organization answered "Yes," to Form 990, Part IV, line 5 (Proxy Tax), then

® Section 501(c)(4), (5), or (6) organizations: Complete Part 1ll.

Name of organization

NATIONAL MARFAN FOUNDATION,

INC

Employer identification number

52-1265361

|£a‘rt}_,l-‘A»] Complete if the organization is exempt under section 501(c) or is a section 527 organization.

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

2 POIHCE! BXPENAIUIES | | oo ee oo L g
B O VOIUNTBEINOUIS ettt ettt eee et s et e ettt
[Partl-B| Complete if the organization is exempt under section 501(c)(3).
1 Enter the amount of any excise tax incurred by the organization under section 4955 . ... . ... | 3
>3

2 Enter the amount of any excise tax incurred by organization managers under section 4955
3 [f the organization incurred a section 4955 tax, did it file Form 4720 for this year?
4a Was 8 COIECHiON MAUET || | || . it e

2 Enter the amount of the filing organization’s funds contributed to other organizations for section 527

exempt FUNCton aCtiVItI®S . . . . . e
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-POL,

08 17D ettt ettt ea e ekt a ettt
4 Did the filing organization file Form 1120-POL for this Year? e

E‘ Yes |:| No

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

(PAC). If additional space is needed, provide information in Part 1V.

(a) Name (b) Address

(c) EIN

(d) Amount paid from
filing organization’s
funds. If none, enter -0-.

(e) Amount of political
contributions received and
promptly and directly
delivered to a separate
political organization.

If none, enter -0-.

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.

LHA

932041 02-04-10
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Schedule C (Form 990 or 990-E7) 2009 NATTONAL MARFAN FOUNDATION, INC 52-1265361 Page2
] PartlI-A | Complete if the organization is exempt under section 501(c)(3) and filed Form 5768

(election under section 501(h)).

A Check P> [:] if the filing organization belongs to an affiliated group.
B Check P> I:' if the filing organization checked box A and "limited control" provisions apply.

Limits on Lobbying Expenditures org(:Aiig:tr;gn’s ®) Aﬁ'{';::g group
(The term "expenditures” means amounts paid or incurred.) totals
1a Total lobbying expenditures to influence public opinion (grass roots lobbying) 18,294.

b Total lobbying expenditures to influence a legislative body (direct lobbying) 160.
c Total lobbying expenditures (add lines 12and 1b) ..., 18,454.
d Other exempt purpose exPenditures ..., 3,132,593.
e Total exempt purpose expenditures (add lines 1cand 1d) 3,151,047,
f Lobbying nontaxable amount. Enter the amount from the following table in both columns. 307,552,

If the amount on line 1e, column (a) or (b) is: The lobbying nontaxable amount is: S

Not over $500,000 20% of the amount on line 1e.

Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.

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.
g Grassroots nontaxable amount (enter 25% of line 1f) 76,888.
h Subtract line 1g from line 1a. If zero or less, enter -O- 0.
i Subtract line 1f from line 1c. If zero or less, enter -0- 0.

j [fthere is an amount other than zero on either line 1h or line 1i, did the organization file Form 4720
reporting SeCtion 49711 1aX fOr thiS YA . i iiiiieieieieiesieesseesssseesssessssssssssssssssiessesseseeesiieaieiaiiaiiias [:] Yes |:| No

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

Lobbying Expenditures During 4-Year Averaging Period

(or ﬁscgf;zr;fa;eﬁi;mg in) (a) 2006 (b) 2007 (c) 2008 (d) 2009 (e) Total

2a Lobbying nontaxable amount _ _ v _ 307,552, 307,552,
b Lobbying ceiling amount - i Lo . :

(150% of line 2a, column(e)) 461 ‘ 328.
¢ Total lobbying expenditures 18,454. 18,454.
d Grassroots nontaxable amount . _ 76 ; 888. 76 s 888.
e Grassroots ceiling amount ’ . ... ¢« @ ' ‘

(150% of line 2d, column (e)) 115,332,
f Grassroots lobbying expenditures 18 ' 294. 18 ’ 294.

Schedule C (Form 920 or 890-EZ) 2009
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Schedule C (Form 990 or 990-E7) 2009 NATIONAL MARFAN FOUNDATION, INC 52-1265361 Pages
Part lI-B| Complete if the organization is exempt under section 501(c}(3) and has NOT filed Form 5768

(election under section 501(h)).

(a) (b)

Yes No Amount

1 During the year, did the filing organization attempt to influence foreign, national, state or

local legislation, including any attempt to influence public opinion on a legislative matter

or referendum, through the use of:

VOIUNEBEIS? | itttk st e ottt

Paid staff or management (include compensation in expenses reported on lines 1¢ through 1i)?

Media advertiSements? || ... s

Mailings to members, legislators, or the public? ...

Publications, or published or broadcast statements?

Grants to other organizations for lobbying purposes?

Direct contact with legislators, their staffs, government officials, or a legislative body? . .. ..

Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? .
i Other activities? If "Yes," describein Part IV
j Total Addlines Tcthrough Ti | e

2a Did the activities in line 1 cause the organization to be not described in section 501(c)(3)? ... ... ...
b If "Yes," enter the amount of any tax incurred under section 4912
¢ If "Yes," enter the amount of any tax incurred by organization managers under section 4912
d If the fllmq orqamzatnon incurred a sectlon 4912 tax did it file Form 4720 for thls year? ...

JQ -0 0 0 T 0

501{c)(6).

Yes No
1 Were substantially all (90% or more) dues received nondeductible by members? .. . ... 1
2 Did the organization make only in-house lobbying expenditures of $2,000 0r1ess? ... ... ..., 2
8 Did the organization agree to carryover lobbying and political expenditures from the prioryear? .................c...... 3

501(c)(6) if BOTH Part lII-A, lines 1 and 2 are answered "No" OR if Part llI-A, line 3 is answered

lIYes- H
1 Dues, assessments and similar amounts frOmM MO IS 1
2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid).
a Currentyear . ... 2a
b Carryover from last year 2b
€ Ot it h et ettt b bt £ 2t antes et E b e RS e R et R £ R bR £ e Rt A £ ebeeee Rt Rt e Rt ne b e neaae et 2c
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e)dues ... 3
4  If notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political
EXPENAITUIE NEXT YEAIT e oot e e 4
5 Taxable amount of lobbying and political expenditures (see instructions) .. ... 5

[Part IV | Supplemental Information
Complete this part to provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part I-C, line 5; and Part |I-B, line 1i. Also, complete this part

for any additional information.

SCHEDULE C, PART II-A, EXPLANATION OF FOUR YEAR AVERAGING WAS NOT

REQUIRED TO FILE FORM 5768 IN PREVIOUS YEARS.

Schedule C (Form 990 or 990-EZ) 2009

932043 02-04-10

22
11420229 712813 NAT8712.0 2009.06010 NATIONAL MARFAN FOUNDATION, NAT87121



OMB No. 1545-0047

Schedule D Supplemental Financial Statements 2009

(Form 990) P> Complete if the organization answered "Yes," to Form 990,
Part IV, line 6,7, 8,9, 10, 11, or 12. ‘OpentoPublic:
E,f;’,‘;ﬁ{“:gﬁ:,ﬁ';%l:ﬁ;i”’y P> Attach to Form 990. P> See separate instructions. - Inspection
Name of the organization Employer identification number
NATIONAL MARFAN FOUNDATION, INC 52-1265361

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
organization answered "Yes" to Form 990, Part IV, line 6.

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

Total number atend of year ...,
Aggregate contributions to (duringyear) ...
Aggregate grants from (during year) ...
Aggregate value atend of year ...
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization’s exclusive legal control? . . .. D Yes D No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit ) ... |:| Yes E:] No
I, Part "l Conservation Easements. Complete if the organization answered "Yes" to Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e.g., recreation or pleasure) D Preservation of an historically important land area
I:I Protection of natural habitat E] Preservation of a certified historic structure

A hON -

Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

day of the tax year.

Held at the End of the Tax Year
a Total number of conservation @asements e, 2a
b Total acreage restricted by conservation easements e, 2b
¢ Number of conservation easements on a certified historic structure includedin(@ . ... ... ... . 2c
d Number of conservation easements included in (c) acquired after 8/17/06 .. . 2d
8 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p-

4 Number of states where property subject to conservation easement is located P

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it NOIAS Y I:____] Yes D No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year p»

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the yearp $

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and SECHON 170MMANBNIN? ... oo [ lves [INo

9 InPart XIV, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization’s financial statements that describes the organization’s accounting for
conservation easements.

‘Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yes" to Form 990, Part 1V, line 8.

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

these items:
(i) Revenues included in Form 990, Part VHL e 1 e, | )
(i) Assetsincluded in Form 990, Part X e )

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

a Revenues included in Form 980, Part VI, line 1

b Assets included in Form 990, Part X

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
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Schedule D (Form 990) 2009 NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page?2
Fﬁé‘rt 1l | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
38 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items
(check all that apply):
a |:] Public exhibition d l:] Loan or exchange programs
b D Scholarly research e [:] Other
c D Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part XIV.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? .......................ooooeieeess |:| Yes D No
‘Part IV | Escrow and Custodial Arrangements. Complete if organization answered "Yes" to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

1a s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X? l::] Yes D No

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

Amount
€ Beginning balancCe | s ic
d Additions during the year 1d
e Distributions during the year 1e
£ OENAING DAIANGCE | e 1f
2a Did the organization include an amount on Form 990, Part X, ine 217 e [:l Yes |:| No

b If "Yes " explain the arrangement in Part XIV.
|Part V. | Endowment Funds. Complete if the organization answered "Yes" to Form 990, Part IV, line 10.

(a) Current year (b) Prior year (c) Two years back | (d) Three years back Four years back
1a Beginning of year balance ... 2,287,450.1,959,489. ' ' o L .

b Contributions 6,033.] 700,000.
c Net investment earnings, gains, and losses 7,841. <273,885.>
d Grants or scholarships ... 75,000.
e Other expenditures for facilities :

and programs ... 211,000. 2,353,
f Administrative expenses ... 300. 20,801.; ¢
g Endofyearbalance ... ... ... 2,090,024.]2,287,450.]

2 Provide the estimated percentage of the year end balance held as:
a Board designated or quasi-endowment P> 100.00 %

b Permanent endowment p %
¢ Term endowment P %
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization
by: Yes | No
() unrelated OrganizatioNS | ...ttt ettt et et e et een et ane e anea 3ali) X
{ii) related organizations 3a(ii) X
b If "Yes" to 3a(ii), are the related organizations listed as required on Schedule R 3b
4 Describe in Part X1V the intended uses of the organization’s endowment funds.
Part VIl |Investments - Land, Buildings, and Equipment. See Form 990, Part X, line 10.
Description of investment (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value

basis (investment) basis (other) depreciation

1@ Land e 107,927. 7 107,927.
b BUIdINGS ... ..o 539,634. 103,777. 435,857,
c Leasehold improvements 251,664. 38,177. 213,487.
d EQUIDMeNt ., 231,184. 215,084. 16,100.
€ Ol o, 105,642, 88,863. 16,779.
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10(c}.) .. ... ... ... .. .. > 790,150,
Schedule D {(Form 990) 2009
932052
02-01-10
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Schedule D (Form 990) 2009 NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page3
] ParthlII Investments - Other Securities. See Form 990, Part X, line 12.

(a) Description of security or category
(including name of security)

(c) Method of valuation:

(b) Book value Cost or end-of-year market value

Financial derivatives

Closely-held equity interests
Other

Total. (Col (b) must equal Form 990, Part X, col (B) fine 12.)p»
| Part VIlI| Investments - Program Related. See Form 990, Part X, line 13.

(c) Method of valuation:

(a) Description of investment type (b) Book value Cost or end-of-year market value

Total. (Col (b) must equal Form 990, Part X, col (B) line 13.) B> L
Part IX | Other Assets. See Form 990, Part X, line 15.

(a) Description (b) Book value
BENEFICIAL INTEREST IN CHARITABLE REMAINDER TRUST 834,544.
DONATED LAND 66,546,
Total. (Column (b) must equal Form 990, Part X, ol (B)iN€ 15.) .......ccoocvvovivviiiiiviiniiinieiviiiiniisiineninn, > 901,090.
Part X | Other Liabilities. See Form 990, Part X, line 25.

1. (a) Description of liability {b) Amount

Federal income taxes

OTHER PAYABLES 59,679.

Total. (Column (b) must equal Form 990, Part X, col (B) line 25.) ... > 59,679. - -

2. FIN 48 Footnote. In Part X1V, provide the text of the footnote to the organization’s financial statements that reports the organization’s liability for

uncertain tax positions under FIN 48.

085140 Schedule D (Form 990) 2009
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Schedule D (Form 990) 2009 NATIONAL MARFAN FOQUNDATION, INC 52-1265361 Page4
Part Xl | Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements

1 Total revenue (Form 990, Part VIII, column (&), line 12) 1 2,830,537,
2 Total expenses (Form 990, Part IX, column (A), Ne 25) 2 3,151,047,
3 Excess or (deficit) for the year. Subtract line 2 fromline 1 3 <320,510.>
4 Netunrealized gains (losses) oniNVeStMENtS ..., 4 86,764.
5 Donated services and use of facilities ... 5
6 INVeSIMENt @XPENSES || . .. ... . i et 6
7 Priorperiod @adjUStMeNts e e eea et 7
8 Other(Describe in Part XIV.) e 8
9 Total adjustments (net). Add lines 4 through 8 .. ... 9 86,764.
10 Excess or (deficit) for the year per audited financial statements. Combine lines 3 and 9 <233,746.>
1 Total revenue, gains, and other support per audited financial statements 2,917,301,
2 Amounts included on line 1 but not on Form 990, Part VIIi, line 12:
a Netunrealized gains oninvestments ... ...
b Donated services and use of faCilities .
¢ Recoveries of prioryear grants . . e
d Other (Describe in Part XIV.) | e
e A linNes 2athrough 2d e 86,764.
8 Subtract N 2e from Ne 4 et 2,830,537,

4 Amounts included on Form 990, Part Viil, fine 12, but not on line 1:
a Investment expenses not included on Form 990, Part VI, line 7b
b Other (Describe in Part XIV.) e,

C AdAIINGS 4aaNd 4D e 0.
5 2,830,537,
_Part Xlll| Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

1 Total expenses and losses per audited financial statements 3,151,047.
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities ..., 2a

b Prioryear adjustments e 2b

€ OtherloSSEeS . .. . 2c

d Other (Describe inPart XIV.) ... 2d

e AddliNes 2a throUGN 2d e 0.
B SUbraCt e 2e frOM Ne T s 3,151,047,
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:

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

b Other (Describe in Part XIV.) ... 4b ,

€ A IINES A ANA 4D et 0.

5 3,151,047,

Part XIV| Supplemental Information

Complete this part to provide the descriptions required for Part 1], lines 3, 5, and 9; Part ll], lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part
X, line 2; Part X|, line 8; Part Xi|, lines 2d and 4b; and Part Xlll, lines 2d and 4b. Also complete this part to provide any additional information.

PART V, LINE 4: INTENDED USES OF THE ORGANIZATION'S ENDOWMENT FUNDS:

FELLOWSHIP FUND - TO FUND YOUNG SCIENTIFIC INVESTIGATORS AND TO ENCOURAGE

THEIR INTEREST IN THE FIELD OF MARFAN SYNDROME AND RELATED DISORDERS

RESEARCH.

RESERVE FUND - TO PROVIDE AN EMERGENCY FUND EQUAL TO 50% OF THE PROGRAM

AND OPERATIONS BUDGET IN ORDER TO SAFEGUARD ORGANIZATION IN THE EVENT OF

ECONOMIC DIFFICULTIES.

Schedule D (Form 990) 2009
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Schedule D (Form 990) 2009 NATIONAL MARFAN FOUNDATION, INC 52-1265361 Pages
[Part XIV] Supplemental Information (continved)

PART X: MANAGEMENT HAS EVALUATED THE FOUNDATION'S TAX

POSITIONS AND CONCLUDED THAT THE FOUNDATION HAS NOT TAKEN ANY UNCERTAIN

TAX POSITIONS THAT REQUIRE ADJUSTMENT TO THE FINANCIAL STATEMENTS TO

COMPLY WITH THE PROVISIONS OF FASB ACCOUNTING STANDARDS CODIFICATION

("ASC") NO. 740. WITH FEW EXCEPTIONS, THE FOUNDATION IS NO LONGER SUBJECT

TO INCOME TAX EXAMINATIONS BY THE U.S. FEDERAL, STATE OR LOCAL TAX

AUTHORITIES FOR THE YEARS BEFORE 2008, WHICH IS THE STANDARD STATUTE OF

LIMITATIONS LOOK-~-BACK PERIOD.

Schedule D (Form 990) 2009
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Schedule F Statement of Activities Outside the United States ORI
(Form 990) P Complete if the organization answered "Yes" to Form 990, 2009
Part IV, line 14b, 15, or 16. — : -

_ Open to Publi

Department of the Treasury P Attach to Form 990, P> See separate instructions. . Upen 10 rAlk
Internal Revenue Service ___Inspection

Name of the organization

Employer identification number

NATTONAL MARFAN FOUNDATION, INC 52-1265361
Part]l | General Information on Activities Outside the United States. Complete if the organization answered "Yes"
to Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or assistance, the
grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? . E Yes [:] No

2 For grantmakers. Describe in Part IV the organization’s procedures for monitoring the use of grant funds outside the United States.

3 Activities per Region. (Use Schedule F-1 (Form 990) if additional space is needed.)

(a) Region (b) Number of | (c) Number of | (d) Activities conducted in region (e) If activity listed in (d} (f) Total
offices employees or (by type) (i.e., fundraising, is a program service, expenditures
in the region agents in program services, grants to describe specific type for region
region recipients located in the region) of service(s) in region
EUROPE 0 0 GRANTS TO RECIPIENTS RESEARCH 12,150,
NORTH AMERICA 0 0 GRANTS TO RECIPIENTS RESEARCH 100.
SOUTH AMERICA 0 0 GRANTS TO RECIPIENTS RESEARCH 5,000,

17,250,

Totals ... » 0 o | o .
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990.

Schedule F (Form 990) 2009
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Schedule F (Form 990y 2009  NATTIONAL MARFAN FOUNDATION, INC 52~-1265361 Pages
Part IV | Supplemental Information

Complete this part to provide the information required in Part |, line 2, and any additional information.

SCHEDULE F, PART I, LINE 2: THE GRANT RECIPIENTS MUST SUBMIT INTERMEDIATE

AND FINAL PROGRESS REPORTS AND FINANCIAL REPORTS.

932074 02-01-10 Schedule F (Form 990) 2009
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SCHEDULE G Supplemental Information Regarding | omeno. 15450047
(Form 990 or 990-E2) Fundraising or Gaming Activities 2009

P Complete if the organization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19,

pra";“;m of ‘heSTr easury or if the organization entered more than $15,000 on Form 990-EZ, line 6a. OpenToPuc -

nienal Revenue service P Attach to Form 990 or Form 990-EZ. P> See separate instructions. _ Inspection. o

Name of the organization Employer identification number
NATIONAL MARFAN FOUNDATION, INC 52-1265361

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

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

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

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

iii) Di v) Amount paid . .
(i) Name of individual N i) Dig, (iv) Gross receipts tf, zor retameﬁ by) | {vi) Amount paid
or entity (fundraiser) (if) Activity e etverof from activity fundraiser Y1 1o (or retained by)
coniriputions? listed in col. (i) | ©rganization
Yes | No

TOtAl et >
3 List all states in which the organization is registered or licensed to solicit funds or has been notified it is exempt from registration or licensing.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2009

932081 02-03-10
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Schedule G (Form 990 or 990E7) 2009 NATTIONAL MARFAN FOUNDATION, INC 52-1265361 Page2
Partll| Fundraising Events. Complete if the organization answered "Yes" to Form 990, Part IV, line 18, or reported more than $15,000
on Form 990-EZ, line 6a. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
WESTCHESTER (add col. (a) through
NYC GALA GALA 1 col. (o)

° (event type) (event type) (total number) ’

>

o

§ 1 Grossreceipts 757,224. 287,792. 138,956. 1,183,972.
2 Less: Charitable contributions . 554,820. 230,339. 96,502. 881,761.
3 Grossincome (line 1 minusiline2) .. ... 202,404. 57,453. 42,354. 302,211.
4 Cashprizes .. ...

g |5 Noncashprizes ... .. .. ...

[2]

c

5-':1 6 Rent/ffacility costs ...

Ll

€|7 Foodandbeverages

o
8 Entertainment ..
9 Otherdirect expenses . 202,404. 57,453. 42,354, 302,211.
10 Direct expense summary. Add lines 4 through 9 in column (d) » [ 302,211,

Net income summary. Combine line 3, column{d), and line 10, .. ... e iiaeees » 0.

Part Il | Gaming. Complete if the organization answered "Yes" to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a.

. (b) Pull tabs/instant . (d) Total gaming (add

(0]
2 (a) Bingo bingo/progressive bingo (c) Other gaming col. (a) through col. (c))
3
o

1 GroSSrevenue ..........ccccoeiiiiiveereeeereeeaeinns
w|2 Cashprizes | ...
&
5
213 Noncashprizes ... ...
Li}
©
214 Rentfacilitycosts
a

5 Otherdirectexpenses . ...

D Yes % D Yes % D Yes %
6 Volunteerlabor [:I No [::] No D No

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

8 Net gaming income summary. Combine line 1, column (d), and lIN@ 7 ... .......iioiiiiiiiiiii ettt iiiereieieeseceees | -

9 Enter the state(s) in which the organization operates gaming activities:
a Is the organization licensed to operate gaming activities in each of these States?
b If "No," explain:

10a Were any of the organization’s gaming licenses revoked, suspended or terminated during the taxyear? .
b If "Yes," explain:

11 Does the organization operate gaming activities With NONMemMEIS?
12 s the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to

administer Chantable QamiNg o i ik ii e ieteieitieeieeeterieeseeaaas
Schedule G (Form 990 or 990-EZ) 2009
33
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Schedule G (Form 990 or 990-E2) 2009  NATIONAL MARFAN FOUNDATION, INC 52-1265361 Pages
Yes | No

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

b An outside facility 13b %

14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:

Name p

Address P

15a Does the organization have a contract with a third party from whom the organization receives gaming revenue?

b If "Yes," enter the amount of gaming revenue received by the organization P $ and the amount
of gaming revenue retained by the third party P $
¢ If "Yes," enter name and address of the third party:

Name P

Address P>

16 Gaming manager information:

Name p»

Gaming manager compensation p> $

Description of services provided P

|___| Director/officer |___| Employee I:] Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming HCENSET | .. .. ...ttt ettt
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization’s own exempt activities during the tax year p» $

Schedule G (Form 990 or 990-EZ) 2009

932083 02-03-10
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SCHEDULE J Compensation Information OMB No. 1545-0047

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest 2009
Compensated Employees
P Complete if the organization answered "Yes" to Form 990,
Part IV, line 23.

_ OpentoPublic

Department of the Treasury R e E
Internal Revenue Service D Attach to Form 990. P> See separate instructions. . Inspection
Name of the organization Employer identification number
NATIONAL MARFAN FOUNDATION, INC 52-1265361
Part]l | Questions Regarding Compensation

Yes | No
1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed in Form 990, o
Part VI, Section A, line 1a. Complete Part lii to provide any relevant information regarding these items.

I__—l First-class or charter travel D Housing allowance or residence for personal use
Travel for companions D Payments for business use of personal residence

[::] Tax indemnification and gross-up payments [:] Health or social club dues or initiation fees

D Discretionary spending account [:l Personal services (e.g., maid, chauffeur, chef)

b if any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described above? If “No," complete Part lltoexplain ... ... ... ...
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all officers, directors,
trustees, and the CEO/Executive Director, regarding the items checked in line 1a2

3 Indicate which, if any, of the following the organization uses to establish the compensation of the organization’s
CEO/Executive Director. Check all that apply.

Compensation committee [:] Written employment contract
L__] Independent compensation consuitant l—_—l Compensation survey or study
D Form 990 of other organizations IE Approval by the board or compensation committee

4 During the year, did any person listed in Form 990, Part VII, Section A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment? e
b Participate in, or receive payment from, a supplemental nonqualified retirement plan?
¢ Participate in, or receive payment from, an equity-based compensation arrangement?
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part lil.

Only section 501(c)(3) and 501(c){4) organizations must complete lines 5-9.
5 For persons listed in Form 990, Part Vii, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
A The OFGaNIZAtIONT | et ettt e e e et e et e ettt
b Any related Organization? e
If "Yes" to line 5a or 5b, describe in Part iil.
6 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
A TR OFJANIZALIONT ettt et ettt ettt ettt
b Any related Organization? et
If "Yes" to line 6a or 6b, describe in Part lil.
7 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization provide any non-fixed payments

not described in lines 5 and 67 If "Yes," describe in Part Il e, 7 X
8 Were any amounts reported in Form 990, Part V|, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regs. section 53.4958-4(a)(3)? If "Yes," describe inPart Il . 8 X
9 If "Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations seCtON 53.4058-0(C) 7 . .o s 9
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2009
932111
02-02-10
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SCHEDULEM Noncash Contributions | omeno. 545007
(Form 990)

P> Complete if the organizations answered "Yes" on Form

Department of the Treasury 990, Part IV, lines 29 or 30.
Internal Revenue Service > Attach to Form 990. : § oot sttt :
Name of the organization Employer identification number
NATIONAL, MARFAN FOUNDATION, INC 52-1265361
[Part]l | Types of Property
a (b) (c) (d)
Check if Number of Revenues reported on Method of determining
applicable | contributions |Form 990, Part Vil], line 1g revenues

1 Art-Worksofart .. ..

2 Art-Historical freasures ...

3 Art-Fractionalinterests ... ...

4 Books and publications ... ...

5 Clothing and household goods ... ..

6 Cars and other vehicles

7 Boatsandplanes ...

8 Intellectual property .

9 Securities - Publicly traded X 1 5,035. FMV
10 Securities - Closely held stock ...
11 Securities - Partnership, LLC, or

trustinterests ...
12 Securities - Miscellaneous ...
13 Qualified conservation contribution -

Historic structures ...
14 Qualified conservation contribution - Other
15 Real estate - Residential
16 Real estate - Commercial ...
17 Realestate-Other X 1 235,000. ITHIRD PARTY APPRAISE
18 Collectibles | ...
19  Foodinventory . ...
20 Drugs and medical supplies
21 Taxidermy ...
22 Historical artifacts
23 Scientific specimens
24 Archeological artifacts

25 Other P ( )
26 Other P ( )
27 Other P ( )
28 Other P ( )
29 Number of Forms 8283 received by the organization during the tax year for contributions
for which the organization completed Form 8283, Part IV, Donee Acknowledgment . 29 1

30a During the year, did the organization receive by contribution any property reported in Part |, lines 1-28 that it must hold for
at least three years from the date of the initial contribution, and which is not required to be used for exempt purposes for
the eNtire NOIAING PEIIOU? ... . .. oo oo eteeee e reeseeeeseeseereee e
b If "Yes," describe the arrangement in Part Il
381 Does the organization have a gift acceptance policy that requires the review of any non-standard contributions?
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
CONTIDUIONS T e e e
b If "Yes," describe in Part if.
33 If the organization did not report revenues in column (c) for a type of property for which column (a) is checked,

describe in Part il. - o
LHA  For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 9980) 2009

932141
03-12-10
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Schedule M (Form 990) 2009 NATIONAL MARFAN FOUNDATION, INC 52-1265361 Page 2

|Partll| Supplemental Information. Complete this part to provide the information required by Part |, lines 30b, 32b, and 33.
Also complete this part for any additional information.

SCHEDULE M, LINE 32B: THE NMF HIRED A REAL ESTATE BROKER TO SELL THE

CONTRIBUTION OF DONATED LAND,

932142 02-08-10 Schedule M (Form 990) 2009
41
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SCHEDULE O Supplemental Information to Form 990 Y YT
(Form 990) Complete to provide information for responses to specific questions on 2 009
Department of the T Form 990 or to provide any additional information. s Opento Public
In?gflra:n::veonue%eltsizseury > Attach to Form 990. nsPeCtlon ,
Name of the organization Employer identification number
NATIONAL MARFAN FOUNDATION, INC 52-1265361

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

THE NATIONAL MARFAN FOUNDATION, INC. (THE "FOUNDATION"), BASED IN PORT

WASHINGTON, NEW YORK WAS INCORPORATED IN 1981 IN MARYLAND. IT TS THE

ONLY NATIONAL NOT-FOR-PROFIT HEALTH ORGANIZATION THAT SUPPORTS PEOPLE

WITH MARFAN SYNDROME (A GENETIC DISORDER OF CONNECTIVE TISSUE) AND

RELATED DISORDERS. THE FOUNDATION CONDUCTS COMPREHENSIVE, MULTI-PRONGED

PUBLIC AND MEDICAL AWARENESS CAMPAIGNS ABOUT THESE CONDITIONS; PROVIDES

EXTENSIVE EDUCATION AND SUPPORT TO PATIENTS AND FAMILY MEMBERS THROUGH

A NATIONAL NETWORK OF CHAPTERS AND NETWORK GROUPS, AN INFORMATION

RESQURCE CENTER THAT IS STAFFED BY A REGISTERED NURSE, AND PEER-TO-PEER

CONNECTIONS BOTH ON-LINE AND IN-PERSON; AND SUPPORTS A ROBUST RESEARCH

PROGRAM THAT PROVIDES GRANTS TO SCIENTISTS, CONVENES INTERNATIONAL

SYMPOSTA, AND ENCOURAGES YOUNG RESEARCHERS IN THE FIELD.

FORM 990, PART VI, SECTION B, LINE 11: THE 990 WAS REVIEWD BY THE BOARD OF

DIRECTORS BEFORE FILING.

FORM 990, PART VI, SECTION B, LINE 12C: ALL OFFICERS, DIRECTORS AND KEY

EMPLOYEES ARE REQUIRED TO COMPLETE A CONFLICT OF INTEREST FORM ANNUALLY

WHICH INCLUDES DISCLOSURE OF POSSIBLE CONFLICTS OF INTEREST. THESE

DOCUMENTS ARE MATINTAINED AT THE ORGANIZATION'S HEADQUARTERS. OFFICERS AND

DIRECTORS ARE REQUIRED TO ABSTAIN FROM ANY VOTE WHICH HAS A POTENTIAL

CONFLICT OF INTEREST.

FORM 990, PART VI, SECTION B, LINE 15A: CEO RECEIVES AN ANNUAL PERFORMANCE

REVIEW BY THE COMPENSATION COMMITTEE.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009

932211
02-08-10
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| OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990

(Form 990) Complete to provide information for responses to specific questions on 2009

Department of the T Form 990 or to provide any additional information. Open to Public

Infgria?]l?e:v;aueeSe:iiury P Attach to Form 990. o '“SPeChon L

Name of the organization Employer identification number
NATIONAL MARFAN FOUNDATION, INC 52-1265361

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

AL ,AK,AZ ,AR,CA,CO,CT,DC,FL,GA,TIL,KS ,KY,LA,ME,MD ,MA ,MT ,MN,MS , MO ,NH, NJ ,NM, NY

NC,ND,OH,OK,OR,PA,RI,SC,TN,TX,UT, VA, WA, WV, WI

FORM 990, PART VI, SECTION C, LINE 19: THE GOVERNING DOCUMENTS, CONFLICT

OF INTEREST POLICY AND AUDITED FINANCIAL STATEMENTS ARE ALL AVAILABLE UPON

REQUEST. 1IN ADDITION THE AUDITED FINANCIAL. STATEMENTS AND THE FORM 990 ARE

AVAILABLE TO THE PUBLIC ON THE ORGANIZATION'S WEBSITE, WWW.MARFAN.ORG.

FORM 990, PAGE 1, LINE B-AMENDED TAX RETURN

REASON FOR AMENDING TAX RETURN:

THE ORGANIZATION IS AMENDING ITS FORM 990 TO REFLECT PRIOR PERIOD

ADJUSTMENTS AND RECLASSIFICATIONS THROUGHOUT THE TAX RETURN.

- FORM 990, PAGE 10 PART X, LINE 33

CHANGE TO BEGINING OF YEAR NET ASSETS FOR 7/1/2009

BEGINNING OF YEAR NET ASSETS AS ORIGINALLY FILED $9,111,355

DECREASE IN UNRESTRICTED NET ASSETS ($ 26,681)
INCREASE IN TEMPORARILY RESTRICTED NET ASSETS $ 759,649
JULY 1, 2009 NET ASSETS RESTATED $9,844,323
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