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R Y

o 990

Depariment of the Treasury

Amended

Return of Organization Exempt From income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung

| omBNo 1545.0047

2009

benefit trust or private foundation)

Open to Public

internal Revenue Service » 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 , and endin

B Check if applicable Please | C Name of organization Nationa! Niemann-Pick Disease Foundation, inj D Employer identification number
[Jacaresscnange | tumeron | . Domg Business As 35-1844264

D Name change P:‘y’::’ Number and street (or P O box if mail 1s not delivered to street address) Room/suitef E Telephone number

(L] inniai return see 401 Madison Ave B (920) 563-0930

D Terminated Isrp‘s?n"? City or town, state or country, and ZIP + 4

D Amended return tons._|Fort Atkinson Wi 53538 G Gross receipts $ 616,435

D Apphcation pending

F Name and address of principal officer

H(a) Is this a group return for affilates?
H(b) Are all affiliates included?

| Tax-exempt status 501(c)(

3) < (insert no.)

D 4947(a)(1) or D 527

If "No," attach a st (see instructions)

J Website: » www.nnpdf.org

H{c) Group exemption number P

DYes No
D YesD No

K Form of organization Corporation DTrust DAssouanon I:l Other »

J L Year of formation 1992 TM State of legal domicile

VA

Summary

Signature Block

1 Brnefly describe the organization's mission or most signtficant activities: TO PROVIDE GRANTS FOR MEDICAL RESEARCH ANC
JO PROVIDE NEWSLETTERS AND INFORMATION REGARDING NIEMANN-PICK DISEASE . .. . __ ..
@
é ..........................................................................................................................
§ 2 Check this box » |:| if the organization discontinued its operations or disposed of more than 25% of its net assets
& | 3 Number of voting members of the governing body (Part VI. line 1a) . . . e e 3 13
8 | 4 Number of independent voting members of the governing body (Part V4, line 1b) . .. 4 13
E 5 Total number of employees (Part V, line 2a) . . ... e e e . . 5 3
< | 6 Total number of volunteers (estmate if necessary) . . . . e .. 6 630
7a Total gross unrelated business revenue from Part VI, column (C) hne 12 .. 7a
b Net unrelated business taxable income from Form 990-T, line 34 . e L. 7b
Prior Year Current Year
8 Contnbutions and grants (Part Vili, line 1h) . (S 359,312 277,829
§ 9 Program service revenue (Part VI, line 2g) . .o ‘8 24,805 30,975
% 10 Investmentincome (Part Vill, column (A), hines 3, 4, d? . (J‘) 7,521 942
== T |11 Other revenue (Part VIII, column (A), ines 5, 6d, 8 1 1e) 14 228,700 292,684
‘E 12  Total revenue—add lines 8 through 11 (must equal Part ﬁ? qumn_(A)1 hne™t 620,338 602,430
o 13 Grants and similar amounts paid (Part X, column (m@%DEN U “ )
ot 14 Benehts paid to or for members (Part IX, column (A), Iin /
o ® 15 Salanes, other compensation, employee benefits (P column (A), lines 5-10) 78,615 100,930
<L § 16a Professional fundraising fees (Part iX, column (A), Iine 11e) . ..
= ;.’ b Total fundraising expenses (Part IX, column (D), ine25) » _1,9_6_1 '
) W |17 Other expenses (Part IX, column (A), ines 11a-11d, 11-24f) ; 531,292 526,318
% 18 Total expenses Add lines 13—17 (must equal Part IX, column (A), line 25) 609,907 627,248
2 19 Revenue less expenses. Subtract line 18 from line 12 . 10,431 -24.818
q: 5 g Beginning of Current Year End of Year
%520 Total assets (Part X, line 16) 488,611 602,819
45|21 Total habilities (Part X, line 26) . e 80,770 219,796
25|22 Net assets or fund balances. Subtract line 21 from Ime 20 407,841 383,023

Under penaluies of perjury, t declare that | have examined this retum, including accompanying schedules and statements, and to the best of my knowledge

and behef 1t 1s true, correct, and complete Declaratuon of preparer (other than ofﬁcer) 1s based on all information of which preparer has any knowledge
Sign

nature of officer Date

Here

} ype or print name and title

Preparer's Date Checkf Preparer's identifying number
Paid signature wz& self- (see nstructions)
Preparer's L 6/22/2010 employed PL—_I

Firm's name {or yours
UseOnly | i sotompioyod) DAVID L. SCRIMA, S C. EIN >

address, and ZIP + 4 328 W SUNSET DR, WAUKESHA,LVI 53189 Phoneno P (262) 542-8401

May the IRS discuss this return with the preparer shown above? (see instructions) .

D Yes D No

For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions.

(HTA)

Cb Form 990 (2009



Form 990 (2009} National Niemann-Pick Disease Foundation, inc 35-1844264 Page 2

1

Statement of Program Service Accomplishments

Briefly descnibe the organization's mission.
TO PROVIDE GRANTS FOR MEDICAL RESEARCH, TO PROVIDE NEWSLETTERS AND INFORMATION REGARDING NIEMAR

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

the prior Form 990 or 990-EZ? . .o Coe e - ‘:] Yes No
If "Yes," describe these new services on Schedule 0]

Dud the organization cease conductlng, or make significant changes in how it conducts, any program

services? . - S Coe D Yes No
If "Yes," describe these changes on Schedule O

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- ) (Expenses $ _____ 341,500 includnggrantsof$ ) (Revenue$ )

4b

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

(Expenses $ including grants of $ } (Revenue $ )

4e

Total program service expenses » 551,770

Form 990 (2009)



Form 990 (2009) National Niemann-Pick Disease Foundation, Inc 35-1844264

10

11

12

12A

13

14a

15

16

17

18

19

20

Page 3

Checklist of Required Schedules

is the orgamization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If “Yes,*
complete Schedule A .

Is the organization required to complete Schedule B Schedule of Contnbutors”

Did the organization engage in direct or indirect political campaign activities on behalf of or in opposttion to
candidates for public office? If "Yes, " complete Schedule C, Part! . . .
Section 501(c)(3) organizations. Did the organization engage in lobbying actnvmes? If "Yes," complete Schedule C,
Part Il

Section 501(c)(4), 501 (c){5), and 501 (c)(6) orgamzatlons Is the organlzatlon subject to the section 6033(e) notice
and reporting requirement and proxy tax? If "Yes, " complete Schedule C, Part lll . . . . . NA
Dud the organization maintain any donor advised funds or any similar funds or accounts where donors have

the nght to provide advice on the distribution or investment of amounts in such funds or accounts? /f "Yes,"
complete Schedule D, Part | -

Did the organization receive or hold a conservation easement, mcludlng easements to preserve open space,

the environment, historic land areas, or histonic structures? If "Yes, " complete Schedule D, Part If .

Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,"
complete Schedule D, Part il

Did the organization report an amount in Part X, Ilne 21,serveasa custodlan 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 -

Did the organization, directly or through a related organ:zauon hold assets in term, permanent or
quasi-endowments? If "Yes,” complete Schedule D, Part V . .

Is the organization's answer to any of the following questions "Yes"? If so, complete Schedule D Pan‘s Vi,

Vi, VIII, IX, or X as applicable

Did the organization report an amount for Iand bunldlngs and equnpment n Part X, l|ne 107? If "Yes," complete
Schedule D, Part VI

Did the organization report an amount for investments—other securtties in Part X, line 12 that 1s 5% or more

of its total assets reported in Part X, ine 167 If "Yes," complete Schedule D, Part Vil

Did the organization report an amount for investments—program related in Part X, hne 13 that 1s 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 1s 5% or more of its total assets
reported in Part X, ine 167 If "Yes, " complete Schedule D, Part IX

Did the organization report an amount for other liabilities in Part X, ne 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 organizahon's liability for uncertain tax positions under FiN 487 If “Yes," complete Schedule D, Part X

Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes, " complete
Schedule D, Parts Xl, Xll, and XllI .

Yes

No

X

X

Was the organization included in consolidated, independent audited financial statements for the tax Yes | No

year? If "Yes," completing Schedule D, Parts Xi, Xll, and Xlii 1s optional. . . A |12A

Is the organization a school described in section 170(b)(1)(A)(0)? If “Yes, " complete Schedule E

Did the organizatton maintain an office, employees, or agents outside of the United States?

Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundranslng
business, and program service activities outside the United States? /f “Yes, " complete Schedule F, Part |

Did the organization report on Part IX, column (A), ine 3, more than $5,000 of grants or assistance to any
organization or entity located outside the United States? /f "Yes, " complete Schedule F, Part Ii

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

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 |

Did the organization report more than $15,000 total of fundraising event gross income and contnbutlons on
Part VIII, ines 1c and 8a? If “Yes," complete Schedule G, Part Il . .
Did the orgarnization report more than $15,000 of gross income from gaming actlvmes on Part VIII line 9a'7

If "Yes," complete Schedule G, Part Ili . .

Did the organization operate one or more hospltals? If "Yes " complete Schedule H

16

17

18

19

X

20

X

Form 990 (2009)



Form 990 (2009) National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 4
LA Checklist of Required Schedules (continued)

Yes | No
21 Dr‘d 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), ine 1? If "Yes," complete Schedule |, Parts  and Il . 21 X
22 Dud the orgamization 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 I, Parts | and Il . . . 22 X

23 Did the organization answer "Yes" to Part VIi, Section A, line 3, 4, or 5 about compensation of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If "Yes," complete Schedule J . . 23 X

24a Did the organization have a tax-exempt bond issue with an outstandrng pnncrpal 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 tolne 25 . . . . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary penod exceptron" 24b
¢ Did the orgamization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? . . . .. 24c
d Did the organization act as an “on behalf of* issuer for bonds outstandlng at any tlme durrng the year? 24d
25a Section 501(c)(3) and 501(c)(4) organizations. Did the organization engage 1n an excess benefit transaction
with a disqualified person dunng the year? If "Yes," complete Schedule L, Part | . .o .. . | 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a
pnior year, and that the transaction has not been reported on any of the organization's prior Forms 990 or

990-EZ7 If "Yes, " complete Schedule L, Part! . . . . . . . . . | 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 li 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?
If "Yes," complete Schedule L, Part Il .. 27 X

28 Was the organization a party to a business transactron with one of the foIIowrng partres (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 offrcer drrector 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 . R 28¢ X
29 Did the organization receive more than $25 000 In non- cash contrrbutrons” if "Yes ! comp/ete Schedu/e M. 29 X
30 Dud the organization receive contributions of art, historical treasures, or other simtlar assets, or qualified

conservation contributions? If "Yes," complete Schedule M . .. .. . 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? /f ”Yes " complete Schedule N,

Part | . . 31 X
32 Did the organization sell exchange drspose of, or transfer more than 25% of its net assets'7

Iif "Yes," complete Schedule N, Part Il . . .. . 32 X
33 Did the organization own 100% of an entity drsregarded as separate from the organization under Regulatrons

sections 301.7701-2 and 301 7701-3? 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

i, v, and v, line 1 . . 34 X
35 Is any related organization a controlled entity wrthrn the meaning of section 512(b)(13)'7 If "Yes," complete

Schedule R, Part V, ine 2 . 35 X
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non- chantable related

orgamzation? If "Yes," complete Schedule R, Part V, ine 2 . . 36 X

37 Dud the organization conduct more than 5% of its activities through an entity that IS not a related organrzatron
and that 1s treated as a partnership for federal income tax purposes? If "Yes, " complete Schedule R, Part

Vi . . . . .o 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 . . . . . . . |1 381 X

Form 990 (2009)




Form 990 (2009) National Nilemann-Pick Disease Foundation, Inc 35-1844264 Page S

1a

b
c

2a

3a

4a

12a

Statements Regarding Other IRS Filings and Tax Compliance

Yes | No
Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U.S Information Returns. Enter -0- if not applicable . ... . 1a o
Enter the number of Forms W-2G included in line 1a Enter -0- |f not appIrcabIe .. 1b 2
Did the organizatton comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gambling) winnings to prize winners? . . . . . - . .N/A ic
Enter the number of employees reported on Form W-3, Transmmal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return . 2a 3
If at least one 1s reported on line 2a, did the organization file all required federal employment tax returns? 2b | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this return. (see
instructions)
Did the organization have unrelated business gross income of $1,000 or more durrng the year covered by
this return? . 3a X
If "Yes," has it filed a Form 990 T for thls year" If "No i provrde an explanat/on in Schedu/e O - . NA 3b
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, secunties account, or other financial
account)? . . 4a X
If "Yes," enter the name of the foreign country
See the instructions for exceptions and filing requirements for Form TOD F 90-22.1, Report of Foreign Bank
and Financial Accounts.
Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . 5a X
Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? . N/A Sb
If "Yes" to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding
Prohibited Tax Shelter Transaction? . . . NA 5c
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
If "Yes," did the organization include with every solicitation an express statement that such contnbutrons or
gifts were not tax deductible? . . . . .o N/A 6b
Organizations that may receive deductible contnbutlons under sectlon 170(c)
Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods
and services provided to the payor? . . . 7a X
If "Yes," did the organization notify the donor of the value of the goods or services provrded'7 N/A 7b
Did the organization sell, exchange, or otherwise dispose of tangrble personal property for which it was
required to file Form 82827 - .o . . . 7¢ X
If "Yes," indicate the number of Forms 8282 filed dunng the year .. . l 7d IN/A
Did the organmization, during the year, receive any funds, dlrecﬂy or indirectly, to pay premiums on a personal
benefit contract? . . 7e X
Did the organization, during the year, pay premiums, drrectly or mdrrectly, ona personal benefit contract'7 7f X
For all contributions of qualified intellectual property, did the organization file Form 8899 as required? -N/A 79
For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as
required? . . . . N/A 7h
Sponsoring orgamzatlons marntalnmg donor advrsed funds and section 509(a)(3) 5upport|ng
organizations. Did the supporting organization, or a donor advised fund maintained by a sponsoring
organization, have excess business holdings at any time during the year? . . . . . . N/A 8
Sponsoring organizations maintaining donor advised funds.
Did the organization make any taxable distnbutions under section 49662 .o . ; . N/A 9a
Did the organization make a distribution to a donor, donor advisor, or related person" - . N/A 9b
Section 501(c)(7) organizations. Enter.
Initiation fees and capital contributions included on Part VIiI, ine 12 . . 10a |N/A
Gross receipts, included on Form 990, Part VIil, ine 12, for public use of club facrlmes 10b [N/A
Section 501(c)(12) organizations. Enter.
Gross income from members or shareholders . . . . 11a [N/A
Gross income from other sources (Do not net amounts due or pard to other sources
agamnst amounts due or recewved from them ) .. 11b [N/A
Section 4947(a)(1) non-exempt charitable trusts. Is the organrzanon frhng Form 990 n Ireu of Form 104127 N/# | 12a
If "Yes," enter the amount of tax-exempt interest received or accrued during the year . . l 12b |

Form 990 (2009)




Form 990 (2009) National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 6

Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and
for a "No" response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule Q. See instructions.

Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body . . . . . 1a 13
b Enter the number of voting members that are independent 1b 13
2 D any officer, director, trustee, or key employee have a family reIatronshrp ora busrness relationship with
any other officer, director, trustee, or key employee? . . 2 X
3 D the organization delegate control over management duties customarrly performed by or under the drrect
supervision of officers, directors or trustees, or key employees to a management company or other person? 3 X
4 Did the organization make any significant changes to its organizational documents since the prior Form 990 was filed? 4 X
5 Diud the organization become aware during the year of a materal diversion of the organization's assets? . . 5 X
6 Does the organization have members or stockholders? . 6 X
7a Does the organization have members, stockholders, or other persons who may eIect one or more members
of the governing body? . . . . . - 7a X
b Are any decisions of the governing body sub]ect to approval by members stockholders or other persons'7 7b X
8 Dud the organization contemporaneously document the meetings held or wntten actions undertaken during
the year by the following:
a The governing body? . e . C e e 8a | X
b Each committee with authority to act on behalf of the governlng body’7 . . 8b | X
9 s there any officer, director, trustee, or key employee listed in Part Vil, Section A, who cannot be reached
at the organization's mailing address? If "Yes, " provide the names and addresses in Schedule O . . 9a X
Section B. Policies (This Section B requests information about policies not required by the Internal
Revenue Code.)
Yes | No
10a Does the organization have local chapters, branches, or affiiates? . . |10a X
b If "Yes," does the organization have written policies and procedures governing the actrvmes of such chapters,
affilates, and branches to ensure their operations are consistent with those of the organization? . - N/A 10b
11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the
form? . . . . 11 | X
11A Describe in Schedule O the process, rf any, used by the orgamzatron to review thrs Form 990 .
12a Does the organization have a written conflict of interest policy? If “No," go to line 13 . 12a | X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give
nse to conflicts? .. . . 12b| X
¢ Does the organization regularly and consrstently monitor and enforce compllance wrth the polrcy’7 If “Yes,"
describe in Schedule O how this 1s done . . . 12¢ | X
13 Does the organization have a written whistleblower policy? . . e . 13 | X
14 Does the organization have a written document retention and destruction polrcy’> . . . . 14 | X
15 Did the process for determiming compensation of the following persons include a review and approval by
independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEQ, Executive Director, or top management official .. . 15a | X
b Other officers or key employees of the organization . . . . . 15b | X
If “Yes" to ine 15a or 15b, describe the process in Schedule O (See mstructlons ) .
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? . . . . . 16a X
b If "Yes," has the organization adopted a written policy or procedure requiring the organrzatron 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”® . N/A 16b

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 1s required to be filed  » WI

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 D Another's website Upon request
Descnbe 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. » CARL WAYNE MQORE (972) 313-8228

2525 BIG SPRING DR, FORTWORTH, TX 76122

Form 990 (2009)



Form 990 (2009) Page 7
mompensation 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 I1s needed.

¢ List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardiess of amount
of compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid
e List all of the organization’s current key employees See instructions for definition of “key employee.”

e List 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.

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

e List all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of
the organization, more than $10,000 of reportable compensation from the organization and any related organizations

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

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

(A) (8) © (D) (E) (F)
Name and Title Average Position (check all that apply) Reportable Reportable Estimated
hours per o =T= x|ex|m compensation compensation amount of
week | S8R 2 &35 |§ from from related other
3 a g _g e |53 % the organizations compensation
ag 1|5 21%% " organization (W-2/1099-MISC) from the
g = 3 g ®8 {W-2/1099-MISC) organization
|3 2| 3 and related
o |a ot organizations
@ g 2
g
Barbara Vorpahi
Chair T 1 /1y 0 0 0
Karen Quandt
....................................................... 1
Vice-Chair Y v 0 0 0
Carl Wayne Moore
---------------------------------------------------- 1 0
Treasurer v v 0 0
Tammy Vaughan
.................................................... 1
Secretary v v 0 0 0
Rhonda Brown-Kehoe
GRS 1 0 0 0
Director-at-Large v
Alexandra Conniff
"""""""""""""""""""""""""""""""""""""""" 1 0 0 0
Director-at-Large v
Sandra Cowie ]
Director-at-Large ! Y 0 0 0
Susan Green
"""""""""""""""""""""""""""""""""""" 1 0 0 0
Director-at-Large v
Ryan Kelly
VR hhtiy 1 0
Director-at-Large v 0 0
Melissa King
""""""""""""""""""""""""""""" 1 0 0 0
Director-at-Large Y
Darrile Papier
"""""""""""""""""""""""""""" 1 0 0 0
Director-at-Large v
Doug Pease
g """"""""""""""""""""""""""""""" 1 0 1] 0
Director-at-Large v
.H.?!‘.y..R.o._b.e.[t§ ...................................... 1 o 0 0
Director-at-Large v
Nadine Hill
---------------------------------------------- 40 51,689 0 0
Director of Family Services ] Y| v

Form 990 (2009)




Form 990 (2009) National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 8
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
’ (A) ®) © ()} € ")
' Name and title Average Position (check all that apply) Reportable Reportable Estimated
hours per o 51 5 O]l X|loeXTf ™ compensation compensation amount of
week a2 2| Z|2135| 3 from from refated other
aa|l S| 2|5 |egl 2 the orgamzations compensation
25| 8 3 [aal organization (W-2/1099-MISC) from the
R3] & g (®g (W-2/1099-MISC) organization
sl = e 3 and related
8| & 3 organtzations
o & I3
® )
(1]
Q
1b Total .. .. . . . . > 51,689 Nl o
Total number of individuals (including but not imited to those listed above) who received more than $100,000 in
reportable compensation from the organization » NONE
Yes | No
3 Dud 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 X
4  For any individual listed on fine 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 X
5 D 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 person X
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
Y ® ©
Name and business address Description of services Compensation
NONE
2 Total number of independent contractors (including but not imited to those listed above) who received

more than $100,000 in compensation from the organization » NONE

Form 990 (2009)



Form 990 (2009) National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 9
Statement of Revenue
. - - (A) (8) © (D)
Total revenue Related or Unrelated Revenue
exempt business excluded from
function revenue tax under sections
revenue 512 513, or 514
2 2 1a Federated campaigns oo . 1a )
g 3 b Membership dues . - . . - 1b
Py E ¢ Fundraising events . . .. e
5 &| d Related organizations . . id
g‘ E e Government grants (contnbutions) . 1e 277,829
22 f All other contributions, gifts, grants, and
2 % similar amounts not included above 1t
£a g Noncash contributions included in ines ta-1f ¢ |
8 &| n_Total. Add Iines 1a-1f > 277,829
g Business Code R
§ 2a PROGRAMFEES ... 30,975 30,975
&gl
g c
S | G e
3 L
3 L
4 f All other program service revenue .
2 | g Total Add lines 2a—2f > 30,975
3 tnvestment income (including dividends, interest, and
other similar amounts) . > 942 942
4 Income from investment of tax- exempt bond proceeds »
5 Royalties . . »
() Real () Personal i
6a Gross Rents .
b Less rental expenses .
¢ Rental income or (loss)
d Net rental iIncome or (loss) . . »
7a Gross amount from sales of (1) Securiies (1) Other
assets other than inventory
b Less cost or other basis
and sales expenses
¢ Gain or (loss)
d Net gain or (loss) »
o | 88 Gross income from fundraising
2 events (notincludng$ .
2 of contributions reported on line 1c).
o See Part IV, line 18 ) ) a 302,272
E b Less direct expenses. . b 14,005 .
bS] ¢ Net income or (loss) from fundralsmg events . > 288.267
9a Gross income from gaming activities
See Part IV, Iine 19. . .. .. a
b Less direct expenses . . b
¢ Netincome or (loss) from gaming activities . »
10a Gross sales of inventory, less
returns and allowances . - ; . a
b Less costof goods sold. . . b
¢ _Netincome or (loss) from sales of inventory >
Miscellaneous Revenue Business Code
11a MISCELLANEQUS .. ... ... 4,417 4,417
L
C
d Ali other revenue .
e Total. Add lines 11a-11d » 4,417
12 Total revenue. See instruchons. . » 602,430 36,334

Form 990 (2009)



Form 990 (2009) National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 10
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, Total éjgenses ngra(nal)semce Manage(zcr;)em and Funé?a)lsmg
7b, 8b, 9b, and 10b of Part Vill. expenses general expenses expenses
1 Grants and other assistance to governments and
organizations iInthe US See Part IV, line 21 .
2 Grants and other assistance to individuals in
the US See Part IV, line 22
3 Grants and other assistance to governments
organizations, and individuals outside the
US See Part 1V, lines 15 and 16 105,548 105,548
4 Benefits paid to or for members
5 Compensation of current officers, dlrectors
trustees, and key employees . 51,689 25,154 25,549 986
6 Compensation not included above, to dasquahfled
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) .
7  Other salanes and wages . 36,033 36,033
8 Pension plan contributions (include sectlon 401(k)
and section 403(b) employer contributions) .
9 Other employee benefits . 6,497 6,497
10 Payroll taxes 6,711 4,682 1,954 75
11 Fees for services (non- employees)
a Management
b Legal.
¢ Accounting . 3,750 3,750
d Lobbying
e Professional fundraising services See Part v, I|ne 17
f Investment management fees .
g Other
12 Advertising and promot:on 2,800 2,800
13  Office expenses . 5514 4,320 1,194
14 Information technology
15 Royalties .
16 Occupancy . 3,600 3,600
17 Travel 2,611 2,611
18 Payments of travel or entenalnment expenses
for any federal, state, or local pubilic officials . 49,786 40,424 9,362
19 Conferences, conventions, and meetings
20 Interest
21 Payments to affiliates .
22 Depreciation, depletion, and amomzatlon 1,857 1,857
23 Insurance . 3.115 500 2,615
24 Other expenses Itemize expenses not
covered above. (Expenses grouped together
and labeled miscellaneous may not exceed
5% of total expenses shown on line 25 below )
a NATIONAL NIEMANN-PICK DISEASE COORD___ 52,429 52,429
b BANKCHARGES . 19,090 19,080
¢ COMMITTEEEXPENSE . 5,135 4,658 477
d POSTAGE&PRINTING 31,213 30,162 1,051
e RESEARCHTECHNICIANS _ .. 235,952 235,952
f All other expenses TAXES, TELEPHONE & DUES 3,918 3,918
25 Total functional expenses. Add lines 1 through 24f 627,248 551,770 74,417 1,061
26  Joint costs. Check here B[] if following

SOP 98-2 Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising

solicitation

Form 990 (2009)



Form 990 (2009) National Nlemann-Pick Disease Foundation, Inc 35-1844264 page 11
Balance Sheet
(A) (B)
Beginning of year End of year
1 Cash—non-interest-bearing 411,595] 1 496,119
2 Savings and temporary cash investments . 2
3 Pledges and grants recevable, net 3
4 Accounts receivable, net . . 67,600| 4 102,712
5 Receivables from current and former off icers, dlrectors trustees, key
employees, and highest compensated employees. Complete Part I} of
Schedule L . 5
6 Recevables from other dnsquallfled persons (as defmed under section
4958(f)(1)) and persons described in section 4958(c)(3)(B) Complete
Part Il of Schedule L 6
% 7 Notes and loans receivable, net 7
21 8 Inventones for sale or use . 8
< 9 Prepaid expenses and deferred charges . - 1,517 9 955
10a Land, buildings, and equipment: cost or 10a 9,435
other basis. Complete Part VI of Schedule D
b Less accumulated depreciation 10b 6,402 4,890{ 10¢c 3,033
11 Investments—publicly traded securities 3,009} 11
12  Investments—other secunties See Part IV, line 11 12
13 Investments—program-related See Part IV, line 11 13
14 Intangible assets 14
15 Other assets See Part {V, line 11 . 15
16 Total assets. Add lines 1 through 15 (must equal Ime 34) 488,611 16 602,819
17  Accounts payable and accrued expenses 222| 17 4,522
18 Grants payable 80,548{ 18 215274
19 Deferred revenue . 19
20 Tax-exempt bond liabilities . 20
#1121 Escrow or custodial account hiability. Complete Part v of Schedule D 21
g 22 Payables to current and former officers, directors, trustees, key
Q employees, highest compensated employees, and disqualified
~ persons Complete Part Il of Schedule L . 22
23 Secured mortgages and notes payable to unrelated third pames 23
24 Unsecured notes and loans payable to unrelated third parties . 24
25 Other habilities Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25 80,770| 26 219,796
" Organizations that follow SFAS 117, check here » . and -
3 complete lines 27 through 29, and lines 33 and 34.
§ 27 Unrestricted net assets 407,841] 27 383023
EB 28 Temporarily restricted net assets 28 '
'g 29 Permanently restricted net assets 29
I.:E Organizations that do not follow SFAS 117, check here» D
o and complete lines 30 through 34.
‘;'S 30 Capital stock or trust principal, or current funds 30
&0 31 Paud-in or capital surplus, or land, buillding, or equipment fund 31
% 32 Retained earnings, endowment, accumulated income, or other funds 32
Z | 33 Total net assets or fund balances . 407,841| 33 383,023
34 Total liabiities and net assets/fund balances 488,611| 34 602,819

Form 990 (2009)




Form 990 (2009)  National Niemann-Pick Disease Foundation, Inc 35-1844264

Page 12
Fihancial Statements and Reporting

Yes No

1 Accounting method used to prepare the Form 990 D 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? . . 2a X
Were the organization's financial statements audited by an independent accountant? . . 2b X
¢ lf"Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for overs:ght of
the audit, review, or compilation of its financial statements and selection of an independent accountant? . 2c X

If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O

d f "Yes" to ine 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__l Consoclidated basis D Both consolidated and separate basis

3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in
the Single Audit Act and OMB Circular A-1337

b If "Yes," did the organization undergo the required audit or audlts’7 If the organlzatlon dld not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits N/A 3b

N/A 3a

Form 990 (2009)



SCHEDULE A

OMB No 1545-0047

O s 2%0.62) Public Charity Status and Public Support '

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

Department of the Treasury

Internal Revenue Semvice » Attach to Form 990 or Form 990-E2Z.  » See separate instructions. inspection
Name of the orgamization Employer identification number
National Niemann-Pick Disease Foundation, Inc 35-1844264

2009

Open to Public

Reason for Public Charity Status (All orgamizations must complete this part ) See instructions

The organization 1s not a private foundation because it 1s. (For lines 1 through 11, check only one box )
1 A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i).

2 I:l A school described in section 170(b)(1)(A)(ii). (Attach Schedule E)
3 D 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 D 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 I1.}

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

7 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 }

8 D A community trust described in section 170(b)(1)(A)(vi). (Complete Part I1 )

9 D An organization that normally receives. (1) more than 33 1/3 % of its support from contributions, membership fees, and gross
receipts from activities related to its 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 [11.)

10

An organization organized and operated exclusively to test for public safety See section 509(a)(4).

11 D 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 D Type | b [:I Type il c D Type lll-Functionally integrated d D Type IlI-Other

e D By checking this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualihed
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)

f if the organization received a written determination from the IRS that it 1s a Type |, Type Il, or Type !il supporting
organization, check this box R .
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the

following persons?

[]

(i) A person who directly or indirectly controls, erther alone or together with persons described in (i) Yes | No
and (ni) below, the governing body of the supported organization? - . 11g(i)
(ii) A family member of a person described in (1) above? 3 [11g(ii
(iii) A 35% controlled entity of a person described in (1) or (1) above? 11g(iir
h Provide the following information about the supported organization(s)
. " m) Type of organization | (v) Is the organization v) Di n
U Ni’gea::zzz‘,z‘r’f"ed () EIN ((dt)asgr?bed on%mes 1-9 fn Z:ol 0 I|sl?ad In your tr(me) 3;;?;313:% orgar(\‘ll;)a:?o;ha col (v")sﬁ:p%u: v
above or IRC section governing document? col (1) of your (1) organized in the
(see instructions)) support? Uus?
Yes No Yes No Yes No
Total

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

Schedule A (Form 990 or 990-E2) 2009




Schedule A (Form 990 or 980-EZ) 2009 National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 2
- 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,or8 of Part 1)
Section A. Public Support
Calendar year (or fiscal year beginning in) » (a) 2005 (b) 2006 (c) 2007 (d) 2008 | (e) 2009 (f) Total
1 Gifts, grants, contributions, and
membership fees recewved (Do not
include any “unusual grants “) . 487,420 453,919 463,465 584,689 308,804 2,298,297
2  Taxrevenues levied for the organization's
benefit and either paid to or expended on
its behalf
3  The value of services or facnhtles
furmshed by a governmental unit to the
organization without charge
4  Total. Add Iines 1 through 3 487,420 453,919 463,465 584,689 308,804 2,298,297
5  The portion of total contributions by each )
person (other than a governmental unit
or publicly supported organization) i
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. 2,298,297
Section B. Total Support
Calendar year (or fiscal year beginning in) (a) 2005 (b) 2006 _(c) 2007 (d) 2008 (e) 2009 (f) Total
7 Amounts from line 4 487,420 453,919 463,465 584,689 308,804 2,298,297
8 Gross income from interest, dlvndends
payments received on secunties loans,
rents, royalties and income from similar
sources . 12,534 22,082 14,403 7,521 942 57,482
9  Netincome from unrelated busmess
activities, whether or not the business 1s
regularly carned on
10  Other income. Do not include galn or
loss from the sale of capital assets
(Explain in Part IV') 4,000 6,836 4,375 28,128 306,689 350,028
11 Total support. Add lines 7 through 10 > 705’807
12 Gross receipts from related activities, etc (see instructions) 12 | —
13

First five years. if the Form 990 is for the organization’s first, second, third, fourth or flf'[h tax year as a section 501(c)(3)
organization, check this box and stop here

>

Section C. Computation of Public Support Percentage

14 Public support percentage for 2009 (hne 6, column (f) divided by line 11, column (f)) . . 14 84 94%
15  Public support percentage from 2008 Schedule A, Part I, line 14 . 15 95 89%
16a 33 1/3% support test-2009. If the organization did not check the box on line 13 and line 14 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization . » .
b 33 1/3% support test—-2008. If the organization did not check a box on hne 13 or 16a, and line 15 1s 33 1/3% or more, check this
box and stop here. The organization qualifies as a publicly supported organization . . : >
17a 10%-facts-and-circumstances test-2009. If the organization did not check a box on hine 13, 16a, or 16b, and hne 1415 10%
or more, and if the organizatron 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 . » D
b 10%-facts-and-circumstances test-2008. If the organization did not check a box on line 13, 16a, 16b, or 17a, and hne 15 1s 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 p
18

Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a ,or 17b, check this box and see instructions

»[]

Schedule A (Form 990 or 990-E2) 2009




Schedule A (Form 990 or 990-E2) 2009 National Niemann-Pick Disease Foundation, Inc 35-1844264 Page 3
. Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 9 of Part |.)
Sectlon A. Public Support
Calendar year (or fiscal year beginning in) » | (a) 2005 {b) 2006 (c) 2007 (d) 2008 (e) 2009 (0 Total
1 Gifts, grants, contributions, and

membership fees received (Do not
include any "unusual grants "}

2 Gross receipts from admissions, merchandise
sold or services performed, or faciities 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 business under section 513

4 Tax revenues levied for the organization's
benefit and either pald to or expended on
its behalif .

5 The value of servnces or faculmes
furnished by a governmental unit to the
organization without charge .

6 Total. Add lines 1 through 5.

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 .

¢ Addlnes7aand7b . .
8 Public support (Subtract line 7¢ from
ine6) . . .. ] " B
Section B. Total Support

Calendar year (or fiscal year beginning in) » (a) 2005 _{b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total

9 Amounts from line 6

10a Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
sources . .

b Unrelated busmess taxable income (Iess
section 511 taxes) from businesses
acquired after June 30, 1975

¢ Addlines 10aand 10b .

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is regularly -
carried on

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

13 Total support. (Add nes 9, 10c, 11,

and 12).

14  First five years. [f the Form 990 (] for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here . . .. . . . >

Section C. Computation of Public Support Percentage

15 Pubhc support percentage for 2009 (line 8, column (f) divided by line 13, column (f)) e 15

16 Public support percentage from 2008 Schedule A, Part Il line 15. . . . .. . . 16

Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2009 (ine 10c, column (f) divided by line 13, column (f)) . 17

18 Investment income percentage from 2008 Schedule A, Part lil, hine 17 . . 18

19a 33 1/3% support tests—2009. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3% and ine 17 1s
not more than 33 1/3%, check this box and stop here. The organization qualifies as a publcly supported organization . >

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

Iine 18 1s not more than 33 1/3%, check this box and stop here The organization qualifies as a publicly supported organization » [:\

20 Private foundation. If the orgamzation did not check a box on line 14, 19a, or 19b, check this box and see Instructions . » D

Schedule A (Form 990 or 990-E2) 2009




Schedule A (Form 990 or 990-EZ) 2009 National Niemann-Pick Disease Foundation, Inc. 35-1844264 Page 4
CENSIE . Supplemental Information. Complete this part to provide the explanathns required by Part Ii, line 10,
. Part I, line 17a or 17b, and Part ili, line 12, Provide any other additional information See instructions.

Schedule A (Form 990 or 990-EZ) 2009




SCHEDULE D | OMB No_1545-0047

(Form 930) Supplemental Financial Statements

Depanment of the Treasury
internal Revenue Service

» Complete if the organization answered "Yes," to Form 990, 2@09
PartIV, line6,7,8,9,10,11, or 12. Open to Public
» Attach to Form 990.  » See separate instructions Inspection

Name of the organization ) Employer identification number

National Niemann-Pick Disease Foundation, Inc. 35-1844264

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

N W N -

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

Total number at end of year .
Aggregate contributions to (during year)
Aggregate grants from (during year) .
Aggregate value at end of year

Did the organization inform all donors and donor advisors in writing that the assets held in donor advised

funds are the organization's property, subject to the organization’s exclusive legal control? . . I:I Yes D No
Did the organization inform all grantees, donors, and donor advisors in wnting that grant funds can be

used only for charitable purposes and not for the benefit of the donor or donor adwvisor, or for any other

purpose conferning impermissible private benefit? . . D Yes D No

2 Conservation Easements. Complete if the orgamzatlon answered "Yes" to Form 990, Part 1V, ine 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) Preservation of an historically important land area

D Protection of natural habitat D Preservation of a certified historic structure
D 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 easements . . . 2a
b Total acreage restricted by conservation easements - 2b
¢ Number of conservation easements on a certified histonc structure included in (a) 2c
d Number of conservation easements included in (c) acquired after 8/17/06 . 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization
during the taxyear »
4  Number of states where property subject to conservation easement s located >
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements 1t holds? . . D Yes D No
6  Staff and volunteer hours devoted to monitoring, Inspecting, and enforcing conservation easements during the year
»
7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year
>3
8 Does each conservation easement reported on line 2(d) above satisty the requirements of section
170(h)(4)(B) () and section 170(h)(4)(B)(i)? . . . . L] ves[ ] no
9 InPart XV, describe how the organization reports conservation easements In its revenue and expense statement, and
balance sheet, and include, If applcable, the text of the footnote to the organization's financial statements that describes
the organization's accounting for conservation easements.
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete f the organization answered "Yes" to Form 990, Part IV, 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 pubhc
service, provide, in Part X1V, the text of the footnote to its financial statements that descrnibes 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 Viil, line 1 . . > 5
(i) Assets included in Form 990, Part X 2K S
2  If the organization received or held works of art, hlstorlcal treasures, or other snmllar assets for financial gain, provadé_th-é ------
following amounts required to be reported under SFAS 116 relating to these items
a Revenues included in Form 990, Part VIil, ine 1 s
b Assets included in Form 990, Part X »s T
For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009

(HTA)




National Niemann-Pick Disease Foundation, inc 35-1844264
Schedule D (Form 990) 2009 Page 2
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant
use of its coflection items (check all that apply)-
a Public exhibition d D Loan or exchange programs

b D Scholarly research

e I:] Other

c D Preservahon for future generations

4

5

Provide a descrniption of the organizabion's collections and explain how they further the organization’s exempt purpose in
Part XIV.

During the year, did the orgarization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection?

[:] Yes D No

Escrow and Custodial Arrangements. Complete if the organization answered "Yes" to Form 990, Part
IV, ine 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? D Yes D No
b 1f"Yes," explain the arrangement in Part XIV and complete the followmg table
Amount
¢ Beginning balance . . .o . . . . ic
d Additions during the year . o L . 1d
e Distributions durning the year . . . . 1e
f Ending balance .. .. . I |
2a Did the organization include an amount on Form 990, Part X, fine 217 D Yes No
b If "Yes," explain the arrangement in Part X1V
Endowment Funds. Compiete 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 | (e) Four years back
1a Beginning of year balance .
b Contnbutions
¢ Netinvestment earnings, gains,
and losses
d Grants or scholarships .
e Other expenditures for facilittes ‘ . ’ ’
and programs . . '
f Administrative expenses .
g End of year balance ) -
2 Provide the estimated percentage of the year end balance held as
a Board designated or quasi-endowment  »
b Permanent endowment *»
¢ Termendowment »
3a Are there endowment funds not in the possesston of the organization that are held and administered for the
organization by Yes | No
(i) unrelated organizations 3a(i)
(ii) related organizations . 3a(ii)
b If "Yes" to 3a(n), are the related orgamzatlons hsted as required on Schedule R?. 3b
4 Descrbe in Part XiV the intended uses of the orqganization's endowment funds
Investments—Land, Buildings, and Equipment. See Form 990, Part X, line 10.
Descnption of investment (a} Cost or other basis (b) Cost or ather (c) Accumulated (d) Book value
(tnvestment) basis (other) depreciation
1a Land.
b Buldings . .
¢ Leasehold |mprovements
d Equipment 9,435 6,402 3.033
e Other
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), Iine 10(c) ) . > 3,033

Schedule D (Form 990) 2009



National Niemann-Pick Disease Foundation, Inc

Schedule D (Form 990) 2008

35-1844264
Page 3

investments—Other Securities. See Form 990, Part X, line 12

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

(b) Book value

(c) Method of valuation
Cost or end-of-year market vaiue

Financial denvatives .

Closely-held equity interests

Other

Total (Column (b) must equal Form 990, Pant X, col (B} line 12) »

IEEXXYIH _ investments—Program Relate

d. See Form 990, Part X,

line 13

(a) Descniption of investiment type

(b) Book value

(c) Method of valuation
Cost or end-of-year market value

Total (Column (b) must equal Form 990 Part X col (B) ine 13 ) »

Other Assets. See Form 990, Part X, fine 15

(a) Description

{(b) Book value

Total. (Column (b) must equal Form 990, Part X, col (B) line 15)
Other Liabilities. See Form 990, Part X, line 25

1. (a) Descnption of ability

{b) Amount

Federal income taxes

Total. (Column (b) must equal Form 990, Part X col (B) ine 25) »

2. FIN 48 Footnote. In Part X1V, provide the text of the footnote to the organization's financial statements that reports the
organization's abilty for uncertain tax posttions under FIN 48

Schedule D (Form 990) 2009




National Niemann-Pick Disease Foundation, Inc 35-1844264
Schedule D (Form 990) 2009 Page 4

Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements

1 Total revenue (Form 990, Part VIIi, column (A), line 12) . 1 602,430
2  Total expenses (Form 990, Part IX, column (A), line 25) . 2 627,248
3 Excess or {defict) for the year. Subtract ine 2 from line 1. 3 -24,818
4 Net unrealized gains (losses) on investments . 4
5 Donated services and use of facilities 5
6 Investment expenses 6
7  Pnor period adjustments . 7
8 Other (Describe in Part XIV.) . 8
9 Total adjustments (net). Add lines 4 through 8 9
10 Excess or (deficit) for the year per audited financial statements Combme hnes 3 and 9 10 -24 818
Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements . . .. . 1 616,885
2  Amounts included on line 1 but not on Form 990, Part Vill, line 12
a Net unrealized gains on investments . .. .. . 2a
b Donated services and use of facilities . . . 2b 450
¢ Recoveries of prior year grants . . . . . 2¢
d Other (Describe in Part XIV) . .. . 2d 14,005
e Add lines 2a through 2d . . . - 2e 14,455
3  Subtract line 2e from line 1 .. . .. ; 3 602,430
4  Amounts included on Form 990, Part VIIl, I|ne 12 but not on Ilne 1
a Investment expenses not included on Form 990, Part VIil, ne 7b 4a
b Other (Descrnibe in Part XIV ) . .. 4b
¢ Addines4aand4b . . 4c
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990 Pan‘l Ine 12) . 5 602,430
Reconciliation of Expenses per Audited Financial Statements With Expenses er Return
1 Total expenses and losses per audited financial statements . . 1 641,703
2  Amounts included on line 1 but not on Form 990, Part iX, ne 25
a Donated services and use of facilities . .o . 2a 450
b Pror year adjustments . . . 2b
¢ Otherlosses . .. . 2c
d Other (Describe in Part XIV) . . . 2d 14,005
e Add lines 2a through 2d .. . . . . . . . 2e 14,455
3  Subtract line 2e from line 1 . L. . . .. 3 627,248
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, line 7b 4a
b Other (Describe in Part XIV.) . . . e e 4b
¢ Addlnes4aand4b. . . ac
5 Total expenses. Add lines 3 and 4c (T his must equal Form 990 Part I, Iine 18 ) . . .. 5 627,248

Supplemental Information

Complete this part to provide the descriptions required for Part ll, hnes 3, 5, and 9, Part lli, ines 1a and 4; Part IV, lines 1b
and 2b, Part V, line 4, Part X, ine 2, Part X!, line 8; Part XlI, ines 2d and 4b, and Part XlIl, ines 2d and 4b Also complete

Schedule D (Form 990) 2009
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Schedute D (Form 990) 2009 Page 5
Supplemental Information (continued)
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Schedule F
(Form 990) .

OMB No 1545-0047

2009

Open to Public
Inspection
Name of the organization Employer identification number
National Niemann-Pick Disease Foundation, inc. 35-1844264

Part i General Information on Activities Outside the United States. Complete if the organization answered
“Yes" to Form 990, Part 1V, line 14b.

Statement of Activities Outside the United States

» Complete if the organization answered "Yes" to Form 930,
Part IV, line 14b, 15, or 16.

» Attach to Form 990. » See separate instructions.

Department of the Treasury
tnternal Revenue Service

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 cnitenia used to award
the grants or assistance? .. . . . . . . [:] Yes D No

2 For grantmakers. Describe in Part |V 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 (¢) Number of (d) Activities conducted In (e) If activity listed in (d) 1S (f) Total
offices in the employees or region (by type) (1 e a program service, expendiures for
region agents in fundraising, program services, describe specific type of region
region grants to recipients located in senvice(s) n region
the region)
Totals . >

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990

(HTA)

Schedule F (Form 990) 2009
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National Niemann-Pick Disease Foundation, inc 35-1844264
Schedule F (Form 990) 2009 Page 4
Supplemental Information
Complete this part to provide the information required in Part |, line 2, and any additional information

Schedule F (Form 930) 2009




SCHEDULE G | 1 : : | omsno 15450047

(Form 990 of 990-E2) Supplemental Information Re.ge.zr.d ing 5000
Fundraising or Gaming Activities

Department of the Treasury Complete if the organmization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19, or if the Open To Public

Internal Revenue Service organization entered more than $15,000 on Form 990-EZ, ine 6a
P Attach to Form 990 or Form 990-EZ. ® See separate instructions

Inspection

Name of the organization Employer identification number

National Niemann-Pick Disease Foundation, Inc. 35-1844264

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

d D In-person solicitations
2a 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? D Yes D No

b If "Yes," list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser 1s
to be compensated at least $5,000 by the organization

(1) Name of individual (1) Activity (1) Did fundraiser have |  (iv) Gross receipts (v) Amount Zatl)d lo (vi) Amount paid 10
or entity (fundraiser) custody or control of from activity {or retained by) {or retained by)
contributions? fundraiser histed in or
ganization
col (1)
Yes No
Total . .. . . . . . .p»

3 List all states in which the organization 1s registered or licensed to solicit funds or has been notified it 1s exempt from
registration or licensing

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
(HTA)




National Niemann-Pick Disease Foundation, Inc

Schedule G (Foym 990 or 990-EZ) 2009

35-1844264
Page 2

Fundraising Events. Complete If the organization answered "Yes" to Form 990, Part IV, line 18, or reported
more than $15,000 on Form 930-EZ, line 6a. List events with gross receipts greater than $5,000

(a) Event #1

(b) Event #2

(c) Other events

(d) Total events

VARIOUS NONE (add co! (a) through
(event type) (event type) (total number) cot (c))
(Y
02) 1 Gross receipts . 302,272 302,272
& | 2 Less  Charntable
o contributions
3 Gross income (line 1
minus hne 2) 302,272 302,272
4 Cash prizes
5 Noncash prizes
3
@ 6 Rent/facility costs .
[+
L%’ 7 Food and beverages .
3
21 8 Entertainment.
)
9 Other direct expenses 14,005 14,005
10 Direct expense summary Add lines 4 through 9 in column {d) » 14,005)
11 Net income summary. Combine line 3, column (d), and line 10 > 288,267

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, Iine 6a

5 Other direct expenses .

qjg (a) Bingo (b) Pull tabs/instant (c) Other gaming (d) Total gaming (add
£ bingo/progressive bingo col (a) through col (c))
T | 1 Gross revenue .

@ 2 Cash prizes

2

j‘%’ 3 Noncash prizes .

w

S| 4 Rent/faciity costs

5

6 Volunteer labor

7 Direct expense summary Add lines 2 through 5 in column (d) |
8 Net gaming income summary Combine line 1, column d, and ine 7 »
Yes | No
9  Enter the state(s) in which the organization operates gamung actwvites
a lIs the organization icensed to operate gaming activities in each of these states? . 9a
b If “No," explain
10a Were any of the organization's gaming licenses revoked, suspended -o_r_t-e.r;ﬁt—n_a.t-e_d dunngthe taxyear" o 10a
b If"Yes," explain
11 Does the organization operate gaming actvities with nonmembers? . . 77 11
12 s the organization a grantor, beneficiary or trustee of a trust or a member of a pannershsp or other entity
formed to administer charnitable gaming? . 12

Schedute G (Form 990 or 990-E2Z) 2009




National Ntemann-Pick Disease Foundation, Inc 35-1844264
Schedule G (Form 990 or 990-EZ) 2009 Page 3
. 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
NEME P
AGAress P
15a Does the organization have a contract with a third party from whom the organization receives gaming
revenue? . 15a
b If "Yes," enter the amount of gaming revenue rece:ved by the organnzat:on » s and the
amount of gaming revenue retained by the thrd party » ¢
c If "Yes," enter name and address of the third party
Name P
Adress P
16 Gaming manager information
Name P
Gaming manager compensaton » $
Description of services provded »
D Director/officer D Employee I: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 ficense? . . 117a
b Enter the amount of distnbutions required under state Iaw to be dlstnbuted to other exempt organizations
or spent in the organization's own exempt activities during the tax year » $

Schedule G (Form 990 or 930-EZ) 2009




. (o] ¥
o 000) ° Supplemental Information to Form 990 | -ouane resscoe
. . Complete to provide information for responses to specific questions on 2©09

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

Internal Revenue Service | » Attach to Form 990. Inspechon
Name of the organizaton Employer identification number

National Niemann-Pick Disease Foundation, Inc 35-1844264

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

Schedule O (Form 990) 2009
(HTA)




- 3868 Application for Extension of Time To File an
(Rev Apri 2009) * Exempt Organization Return OMB No 1545-1709

Department of the Treasury

> S
Internal Revenue Service File a separate application for each return.

® If you are filing for an Automatic 3-Month Extension, complete only Part | and check thisbox. . . . | 4
® If you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of thls form)

Do not complete Part Il unless you have already been granted an automatic 3-month extension on a previously filed Form 8868
m—ﬁAutomatic 3-Month Extension of Time. Only submit original (no copies needed).

A corporation required to file Form 990-T and requesting an automatic 6-month extension—check this box and complete
Partlonly. . . . . PD

All other corporations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extenston of
time to file income tax returns.

Electronic Filing (e-file ). Generally, you can electronically file Form 8868 if you want a 3-month automatic extension of ime to file one
of the returns noted below (6 months for a corporation required to file Form 990-T). However, you cannot file Form 8868

electronically if (1) you want the additional (not automatic) 3-month extension or (2) you file Forms 990-BL, 6069, or 8870, group
returns, or a composite or consolidated Form 990-T. instead, you must submit the fully completed and signed page 2 (Part I!) of

Form 8868. For more details on the electronic filng of this form, visit www.irs.gov/efile and click on e-file for Chanties & Nonprofits

Type or Name of Exempt Organization Employer identification number
print National Niemann-Pick Disease Foundation, Inc. 35-1844264

File by the Number, street, and room or suite no If a P O. box, see instructions

:;.J:gd:::m 401 Madison Ave, Room No. B

return See City, town or post office, state, and ZIP code For a foreign address, see instructions.

mstructions Fort Atkinson Wi 53538

Check type of return to be tiled (file a separate application for each return):

D Form 990 D Form 990-T (corporation) D Form 4720
] Form 990-BL [ ] Form 990-T (sec. 401(a) or 408(a) trust) [] Form 5227
Form 990-EZ [ ] Form 990-T (trust other than above) [ ] Form 6069
[ ] Form 990-PF [ ] Form 1041-A [ ] eorm 8870

® The books are in the care of » CARL WAYNE MQORE 2525 BIG SPRING DR FORTWORTH TX 76122

Telephone No » (372) 313-8228 FAX No. »

® ifthis 1s for a Group Return, enter the organization's four digit Group Exemption Number (GEN}) ifthis

1s for the whole group, check this box e DD . Ifat1s for part of the group, check this box. . . . . > D and attach a
list with the names and EINs of all members the extension will cover.

1 I request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of time
until 8/15/2010 , to file the exempt organization return for the organization named above. The extension

, and ending

2 if this tax year s for less than 12 months, check reason: D Initial return D Final return [:] Change in accounting period

3 a |t this application is for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax,

less any nonrefundable credits See instructions 3a |$
b if this application is for Form 990-PF or 990-T, enter any refundable credits and estimated tax
payments made Include any prior year overpayment allowed as a crednt 3b |$

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

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

For Privacy Act and Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rev 4-2009)
(HTA)



