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Form:
»

Department of the Treashry

930

benefit trust or private foundation)

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

Open to Public

g Internal Revenue Service » The organization may have to use a copy of this return to satisfy state reporting requirements Inspection
€4 A For the 2009 calendar year, or tax year beginning 10/01, 2009, and ending 09/30,2010
t~ Bﬂck f appicabie | Please | C Name of organization HUNTINGTON'S DISEASE SOCIETY OF AMERICR, INC D Employer identification number
o Wiiey :‘::e:i‘:' Doing Business As 13-3349872
(&5 ] Name change | Pintor| Number and street (or P O box if mail 1s not delivered to street address) Room/sutte | E Telephone number
B [ imarem | e | 505 EIGHTH AVENUE o2 (212) 242-1968
= B
= Termnated lsnps:rc:lc City or town, state or country, and ZIP + 4
g X | Amended tons } NEW YORK, NY 10018 G Gross receipts $ 7,988,964.
3z hrpieation F Name and address of pnncipal officer LOUISE VETTER H{a) Is thrs  group retum for Yes | X |No
L1 pend: aftiliates
§ 505 EIGHTH AVENUE, SUITE 902 NEW YORK, NY 10018 H(b) Are all afiiates ncluded?| | Yes | | No
2
o)

Tax-exempt status l X l 501(c) ( 3 ) « (insertno) —l I 4947(a)(1) or l I 527 If *No,” attach a list (see instructions}
EJ Website. p WWW.HDSA.ORG H(c) Group exemption number P> 9201
. K Form of organization [X | Corporation ' I Trustl I Association l | Other P> I L Year of formation 198 6[M State of legal domicile NY
Summary
1 Briefly describe the organization's misston or most significant activites _ _ _ _ _ _ _ __ ___ _ _ _ _ _ _ _ _ __ __ _ _ o ___
g|  HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. IS A NATIONAL VOLUNTARY
£|  HEALTH AND WELFARE ORGANIZATION DEDICATED TO IMPROVING THE LIVES OF _
§| PEOPLE WITH HUNTINGTON'S DISEASE AND THEIR FAMILIES.
é 2 Check this box P D if the organization discontinued i1ts operations or disposed of more than 25% of its net assets
o3| 3 Number of voting members of the governing body (Part Vi, tne1a) _ . . .. . . . . . . ... ... ... 3 17
,@ 4  Number of independent voting members of the governing body (Part VI, lne b}~~~ 4 17
2|5 Total number of employees (PartV.ine2a), | ... ... ... ... ... 5 44
< | 6 Total number of volunteers (estmate If necessary) | . . . . . L. 6 400
Ta Tolal gross unrelated business revenue from Part VIll, column (C), tpe 12 =~~~ 7a 0.
b Net unrelated business taxable income from Form990-T,Ine34 . . . . . . . . . . ¢ i i i vt v ot v e e, 7b 0.
Prior Year Current Year
o| 8 Contributions and grants (Part Vil kne b~~~ 6,202,968. 6,982,622.
g 9 Program serice revenue (Part VIl line 2g) . .., 0. 0.
E 10 Investment income (Part VIll, column (A), ines 3, 4, and 7d), . . . . . . ... ... .. 65,540. 5,823.
11 Other revenue (Part Vill, column (A), lines 5, 6d, 8¢, 9c, 10c, and 11e) -186,739. 23,027.
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12), . . . . . . . 6,081,769. 7,011,472,
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 3,237,232. 1,118,000.
14 Benefits paid to or for members (Part IX, column (A), ine4) 0. 0.
@ |15 Salanes, other compensation, employee benefits (Part IX, column (A), lines 5-10) 2,357,989. 2,339,377.
g 16a Professional fundraising fees (Part IX, column (A), line 11e) _ . . ... 0. 0.
&| b Total fundraising expenses, Part IX, column (D), line 25) p __ 1,088,345. A IR T e
“117  Other expenses (Part IX, column (A), nes 11a-11d, 117-248) 2,612,208. 2,675,440.
- 18 Total expenses Add lines 13-17 (must equal Part IX, column (A), Ime 25) | . . . . . 8,247,429. 6,132,817.
= 19 Revenue less expenses Subtract line 18 from IineffZ=mmrrre e 1. . . .. -2,165,0660. 878, 655.
o~ 58 ~ NCULULIVLU Beginning of Year End of Year
o £2[20 Total sssets (PartX ne16) ... ... PN TR -] B 3,608,201.] 3,686,718.
<3121 Total habilites (Part X, ne 26) . . . . ol.nEC. 1.2 2018 O' _____ 3,522,479. 2,662,905.
&3; 25|22 Net assets or fund balances Subtract line 21 fromime 20. . . . . .. ... .| ,(.’3 ..... 145,722, 1,023,813.
< F Signature Block P = — =
Q Under penalties of perjury, | declare that | have exam‘ned.thls_'retum, 'ul)‘c.:luc'img-\a{:clom ng schedules and statements, and to the best of my knowledge
Lu and belef, it 1s true, carrect, and complete Declaration of preparer (other than officer) 1s based on all information of which preparer has any knowledge
= So | ) (A0l odder | 12[e 1
(1 Here Signdlure of officer Date
%’ ) LOWlse Vette, CE€O
3! Type or print name and title
' Date Check If Preparer's identifying number
EEA RN DEC —2 i Soms > [71] ¥ 750075
z::p;:;s Frm's name [G\yours N TINERAMPER L P EIN » 13-1639826
address,and ZIP +4 P 750 THIRD AVENUE NEW YORK, NY 10017-2703 Phoneno P 212-949-8700
May the IRS discuss this return with the preparer shown above? (see instructions) . . . . . . . . . . v v v v o e e e JX l Yes I | No
For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions.* Form 990 (2009)
9E10‘4?)A3 000

2025CU L1611 12/1/2011 10:07:18 AM V 08-9.4
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Form 930 (2009) 13-3349872 Page 2
Statement of Program Service Accomplishments
1 Brefly describe the organization's mission
HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. IS A NATIONAL VOLUNTARY
HEALTH AND WELFARE ORGANIZATION DEDICATED TO IMPROVING THE LIVES OF
PEOPLE WITH HUNTINGTON'S DISEASE AND THEIR FAMILIES.
2 D the organization undertake any significant program services during the year which were not hsted on
the prior Form 990 0r 990-EZ2 . ... [Cves [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?

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

DYes No

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: )} (Expenses $ 262,408 Including grants of $ 68,000 ){Revenue $

RESEARCH - PROVIDES RESEARCH GRANTS AND FELLOWSHIPS AS RECOMMENDED

BY ITS NATIONAL SCIENCE COUNCIL. THE RESEARCH PROJECTS ARE

INVOLVED IN FINDING CURES AND TREATMENTS FOR HUNTINGTON'S DISEASE.

4b (Code: ) (Expenses $ 1,733,616. including grants of § 1,050,000. )(Revenue $

PATIENT AND FAMILY SERVICES - PROVIDES COUNSELING AND REFERRAL

SERVICES TO PATIENTS WITH HUNTINGTON'S DISEASE AND THEIR FAMILIES.

4c¢ (Code )} (Expenses $ 1,220,175 Including grants of $ ) (Revenue $

CHAPTER DEVELOPMENT - PROVIDES WORKSHOPS, SEMINARS, AND SYMPOSIUMS

ON HUNTINGTON'S DISEASE THROUGH A NETWORK OF CHAPTER AFFILIATES

AND BRANCHES THROUGHOUT THE UNITED STATES.

4d Other program services. (Describe in Schedule O ) ATTACHMENT 5
(Expenses $ 1,143,559. ncluding grants of $ ) (Revenue $ )

4e Total program service expenses P 4,359,758.

JSA
9E1020 2 000

2025CU L161 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDED

Form 990 (2009)



Form 990 (2009‘) 13-334%8872

10

11

Page 3

‘Checklist of Required Schedules

* Yes | No
Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If "Yes,”
complete Schedule A . . . . o i i i e e e e e e e e e e e e e e e e e e e e e e e e e 1 X
Is the organization required to complete Schedule B, Schedule of Contributors?. . . . . . . ... ... ... ... 2 X
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!. . . . . . « . . . . i i i i i i i it ie e 3 X
Section 501(c)(3) organizations. Did the organization engage in lobbying activities? If "Yes," complete
Schedule C, Partll . . .« « i i i i i s e e et e e e e e e e e e e e e e e e e e e e e e 4 X
Sections 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,Partill . . . . . . . ... ... .. 5
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]. . . . . v o it i i i i e i e e e e e e e e e e e 6 X
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, Partlf. . . . . .. ... 7 X
Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes,”
complete Schedule D, Part lll . . . .« « i o i i e e i i e e e e e e e e e e e e e e e e e e e e 8 X
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 repar, or debt negotiation services? If "Yes,”
complete Schedule D, Part IV . . . . v o i o i i e i i e e e e e e e e e e e e e e e e e e e 9 X
bid the organization, directly or through a related organization, hold assets in term, permanent, or
quasi-endowments? If" Yes,"complete Schedule D, Part V.. . . . . . . . i i i i i i it e e e e 10 X

Is the organization's answer to any of the following questions "Yes"? If so, complete Schedule D, Parts Vi,
VIL VIl IX, or X asapplicable . . . . o . v o i i i i i e e i e e e e e e e e e e e e e e e e
Did the organization report an amount for land, buildings, and equipment in Part X, line 107? /f "Yes," complete
Schedule D, Part VI.

Did the organization report an amount for investments—other-securities in Part X, line 12 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 investments-program related in Part X, line 13 that 1s 5% or more
of its total assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VIIl.

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.

e Did the organization report an amount for other habilities in Part X, ine 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

12
12A
13
| 14a
15
16
17
18
19

20

the organization’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 XI, Xll, and XIII.. . . . « « . o 0 i i i i i e e e e e e e e e e e e e

Was the organization included in consolidated, independent audited financial statement for the tax year? Yes | No |
If "Yes," completing Schedule D, Parts XI, Xil, and Xlll isoptional . . . . « « « . v v v v o v v v v v v o ’1 2A| X
Is the organization a school described in section 170(b)(1)(AXn)? If "Yes," complete Schedule E. . . . . . . . . ..

Did the organization 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, fundraising,
business, and program service activities outside the United States? /f "Yes," complete Schedule F, Part] . . . . . .
Did the organization report on Part 1X, column (A), line 3, more than $5,000 of grants or assistance to any
organization or entity located outside the United States? I/f "Yes,” complete Schedule F,Partil . . . .. ... ...
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,Partlll . . . . . .. .. ... ...
Did the organization report a total of more than $15,000 of expenses for professional fundraising services
on Part IX, column (A), hnes 6 and 11e? If "Yes," complete Schedule G, Part! . . . . . . . .. ... ... ...
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, Partll . . . . « i ¢« i i i i i i i i e i e et e et e e
Did the organization report more than $15,000 of gross income from gaming activities on Part VI, Iine 9a?
If "Yes,"complete Schedule G,Partlll . . . . . .« o i i i i e e e e e e e e e e e e e e
Did the organization operate one or more hospitals? /f "Yes," complete Schedule H . . . . ... .. ... .....

14b| X
15 X
16 X
17 X
18 X
19 X
20 X

JSA
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Form 890 (2009) 13-3349872 Page 4
‘Checklist of Required Schedules (continued)

f 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), ine 1? If "Yes,” complete Schedule I, Partsland 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 X, column (A), line 2? /f "Yes," complete Schedule I, Partsland Ill. . . . ... ... ..... 22 X

23 Did the organization answer "Yes" to Part VI, 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 . . . . . . . .. L e e e e e e 23 X

24 a 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, 2002? If "Yes," answer lines

24b through 24d and complete Schedule K If “No,”go to question 25 . . . . . . . . . v v i i i i 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . . . . .. 24b
¢ Did the organization mamtain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt boNds? . . . L L L L L L e e e e e e e e e e 24c
d Did the organization act as an "on behaif of" 1ssuer for bonds outstanding at any time during the year?. . . . . . . 24d
25a 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] . . . . . . . . . . v v v ... 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 Schedule L, Part!. . . . . . . . . . v v i i i e e e e e e e e e e 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?

If "Yes,"complete Schedule L, Partlll . . . . . . . . . . . i e e e e e 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, ’3’%“,,1 ,:? f“"‘."t:”jﬁ
Part IV instructions for applicable filing thresholds, conditions, and exceptions): g;fk §\3’2 o ;
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 V.. . . v o v o v e e et e e e e e e e e e e e e e 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? /f "Yes,” complete Schedule L,

Part IV o e e e e e e e e e e e e e e e e e e e e e 28¢c X

29 Dud the organization receive more than $25,000 in non-cash contributions? /f "Yes," complete Schedule M | 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified

conservation contributions? /f "Yes," complete Schedule M . . . . . . . . . .. 0. e e e e e e e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If “Yes," complete Schedule N,

T 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes,” complete

Schedule N, Partll . . . . . @ i e e e e e e e e e e e e e e e e e e e e e e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations

sections 301.7701-2 and 301 7701-37? If "Yes,"complete Schedule R, Part!. . . . . . . . v v v v v v vv v v v 33 X
34 Was the organization related to any tax-exempt or taxable entity? I/f "Yes,” complete Schedule R, Parts /i,

T 1o BV - T 34 X
35 s any related organization a controlled entity within the meaning of section 512(b)(13)? If "Yes,” complete

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

organization? If "Yes," complete Schedule R, Part V, ine 2 . . . . . . . . @ . i i i i it e e e e e 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

e S 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and
192 Note. All Form 990 filers are required to complete Schedule O . . . . . . . . . . . v ie i . 38 X

Form 990 (2009)

JSA
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Form 990 (2009)‘ 13-3349872 Page 5
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
US. Information Returns. Enter -O-if notapplicable, . . . ... ... ... .. ... ...... 1a 85
b Enter the number of Forms W-2G included in line 1a Enter -0- f not applicable, ., . . . . . .. 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable
gaming (gamblng) winnings to Prize WINNers? | . . . . . . . . . . . . .\ i e 1c X
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 this return _ | 2a 44
b 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 i1s 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
IS TEtUM? L e 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No," provide an explanation n Schedule O, . . . . .. .. .. .. 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority
over, a financial account In a foreign country (such as a bank account, securities account, or other financial
BECOUM? . . L o\t e e e e e e e e e e e e e 4a X
b If "Yes,” enter the name of the foreign country: » &%’_; 1w
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank |~ " [ 4
and Financial Accounts. -
5a Was the organization a party to a prohibited tax shelter transaction at any tme during the taxyear? , . . . . . .. 5a X
b Did any taxable party notify the organization that it was or i1s a party to a prohibited tax shelter transaction? | 5b X
¢ If "Yes," to question 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding
Prohibited Tax Shelter Transaction? . . . . . . . . . . .. ... .. i 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 taxdeductible? | . . ., . . .. ... ... . ... .. ... ... 6a X
b If "Yes," did the organization include with every solictation an express statement that such contributions or
gfts were nottaxdeductible? . L e e e 6b
7 Organizations that may receive deductible contributions under section 170(c). é‘?f g i:*’*’:'% Cae
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods S gé
andservices provided tothe payor? . . . . . . L L e e 7a| X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? , . . . .. ... ... 7b X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was
required to file Form 82827 . . . . . L L L e e e e e e e e e e e e
d If "Yes," indicate the number of Forms 8282 filed duringtheyear . . . . ... .. .. .. ... ud I
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? . . . . L L
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, arplanes, and other vehicles, did the organization file a Form 1098-C as
TEQUINRA? | . L e e e e e 7h | X
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 at any time during theyear? , , . . . . ... ... ... ... ... .. 8
9 Sponsoring organizations maintaining donor advised funds. Ha N i
a Did the organization make any taxable distributions under secton 49662 _ . . . . .. .. .. ... ... .. .... 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? , . . . . . . ... ... ... 9b
10 Section 501(c)(7) organizations. Enter. H 00 . g
a Initiation fees and capital contributions included on Part VIIL, ine 12 . . .. .. .. .. ... 10a ! E )
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilites . . , . [10b e &
11 Section 501(c){12) organizations. Enter . R .
a Gross income from membersorshareholders . . . . . .. ... ... ... .. ... ... .. 11a ¢ §
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due orreceived fromthem) . . . . ... .. ... ... L. ... 11b ’ .
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? [12a
b If "Yes,"” enter the amount of tax-exempt interest received or accrued during the year . . . . . 12b |
Form 990 (2009)
JSA
9E1040 2 000
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Form 990 (2009) 13-3349872 Page 6

Gbvernance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and
. fora "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

Yes | No
1a Enter the number of voting members of the governingbody . - . . . . ... ... ... 1a 17
b Enter the number of voting members that are independent . . . . . . .. ... ... ...... 1b 17 )
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with ’
any other officer, director, trustee, orkeyemployee? . . . . . . o i it e e e e 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct
supervision of officers, directors or trustees, or key employees to a management company or other person? . . . | 3 X
4 Did the organization make any significant changes to its organizational documents since the pnior Form 990 was filed?. . . . . 4 X
5 Did the organization become aware during the year of a material diversion of the organization's assets?. . . . . . S X
6 Does the organization have members or stockholders? . . . . . . . . . o o o L e e 6 X
7a Does the organization have members, stockholders, or other persons who may elect one or more members
of the governing body? . . .« . o i it i e e e e e e e e e e e e e e e e 7a X
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? . . . . | 7b | X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during ,;\"" o
the year by the following: NN R
a The governing body?. .« . v v o i ittt e e e e e e e e e e e e e e e e e e e e e 8a | X
b Each committee with authority to act on behalf of the governingbody? . . . . .. ... .. . .00 8b | X
9 Is there any officer, director, trustee, or key employee listed in Part Vii, Section A, who cannot be reached at
the organization's maiing address? If "Yes," provide the names and addressesin Schedule O . . . . .. ... ... 9a X
Section B. Policies (This Section B requests information about policies not required by the Internal
Revenue Code.)
Yes | No
i 10a Does the organization have local chapters, branches, or affiliates? . . . . . ... . ... .. ... 0. 10a| X
| b If "Yes," does the organization have written policies and procedures governing the activities of such chapters,
| affilates, and branches to ensure their operations are consistent with those of the organization?. . . . . . . . .. 10b| X
| 11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the
1 11 X ]
11A Describe in Schedule O the process, If any, used by the organization to review this Form 990 el 1
12a Does the organization have a written conflict of interest policy? If "No,"gotolne 13 . . . . . . . . ... .. ... 12a| X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give
o= 30 (o o 11T -2 12b| X
¢ Does the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes,"”
describe in Schedule O how thiSISAONE . . . . . o i i i i e e s e e e e e e e e e 12¢| X
13 Does the organization have a written whistleblower policy?. . . . . . . . . . .. . . ... ... 13 | X
14 Does the organization have a wnitten document retention and destructionpolicy?. . . . . ... .. .. ... ... 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by jf};': "
independent persons, comparability data, and contemporaneous substantiation of the delberation and decision? |- ¢ .i;,
a The organization's CEO, Executive Director, or top managementofficial . . . ... ... .............. 5a X
b Other officers or key employees of the organization . . . . . . . . v i v v it it e e e e e e 15b| X
If "Yes" to ine 15a or 15b, describe the process in Schedule O. (See instructions ) I :"
16a Dud the organization invest in, contribute assets to, or participate in a joint venture or smilar arrangement AN NN R
with a taxable entity during the year? . . . . . . . . . . i i e e e e e e e e e e e e 16a X
| b 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 S SR Y
the organization's exempt status with respect to such arrangements? . . . . . . . . . . . . 0L 16b

Section C. Disclosure
17  List the states with which a copy of this Form 990 1s required to be filed »_ ATTACHMENT _6

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)3)s only)

avallable for public inspection Indicate how you make these available Check all that apply
Own website Another's website Upon request

19 Describe in Schedule O whether (and iIf so, how), the organization makes its governing documents, conflict of interest
policy, and financial statements available to the public

20 State the name, physical address, and telephone number of the person who possesses the books and records of the

organization »NADENE ALLEYNE 505 EIGHTH AVENUE, SUITE 902 NEW YORK, Ny 10018

212-242-1968
JSA Form 990 (2009)
SE1042 5 000
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Form 990 (2009)

13-3349872

Page 7

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 1s needed

e List 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 patd

® List all of the organization's current key employees. See instructions for definition of "key employee "

® 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 recewved more than
$100,000 of reportable compensation from the organmization and any related organizations

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

List persons In the following order: individual trustees or directors, institutional trustees; officers, key employees; highest
compensated employees; and former such persons
El 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 | g HE oz g% J compensation compensation amount of
week 2zl2(5135|2%7]3 from from related other
gg % S22 8 the orgamzations compensation
8=z g{°®8 organization (W-2/1099-MISC) from the
E é_~ 3 § (W-2/1099-MISC) organization
® 2 (z and related
o g organizations
DONALD BARR |
CHAIR 3.00] X X 0. 0 0.
KIMBERLY SILVA
VICE CHAIR 777777 3.00] X X 0. 0 0.
JAMIE GREENE
"SECRETARY 7T 3.00|] X X 0] 0 0.
JANG-HO CHA
"MEMBER T 3.00| X 0, 0 0.
MARCY MACDONALD
"MEMBER T 3.00| X 0, 0 0.
STEVEN SEEKINS
"MEMBER T 3.00| X 0 0 0.
LEON TIBBEN
'MEMBER T 3.00| X 0, 0 0.
LARRY FISHER
"MEMBER T 3.00| X 0, 0 0.
GERALD FRANCESE
"MEMBER T 3.00| X 04 0 0.
THERESA HUGHES
MEMBER T 3.00f x 0 0 0.
STEVE IRELAND
"MEMBER T 3.00| X 0. 0 0.
BARBARA JACOBS
"MEMBER T 3.00| X 0 0 0.
ROB MILLUM
"MEMBER T TTTTTTTTTTT 3.00| X 0, 0 0.
MICHAEL ROTH
"MEMBER T TTTTTTTTTTT 3.00| X 0. 0 0.
DANIEL VANDIVORT
"MEMBER T TTTTTTTTTTT 3.00| X 0. 0 0.
ROGER VAUGHAN
'MEMBER T TTTTTTTTT 3.00| x 0, 0 0.
JSA Form 990 (2009)
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Form 990 ¢2009)

13-3349872

Page 8

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

. ' (A)

]

©)

(D)

(E)

(F)

Name and title Average | Position (check all that apply) Reportable Reportable Estimated
hours per | 2 g g g X g% 3 compensation compensation amount of
week g g =3 ‘§ 23 g from from related other
sclg| 131827 the organizations compensation
5=z 5{°8 organization (W-2/1099-MISC) from the
g 3 3 § {W-2/1099-MISC) organization
® 2 § and related
© § organizations
BARRY KAHN
TREASURER 777777 3.00| X X 0. 0, 0.
BARBARA BOYLE (THRU 3/09)
CEO & NATIONAL EXECUTIVE DIR | 35.00 X 326,806. 0, 19,539,
LOUISE VETTER (FROM 3/09)
‘CHIEF EXECUTIVE OFFICER | 35.00 X 151, 545. 0. 16,466.
NADENE ALLEYNE (FROM 11/09)
DIR OF FINANCE & ADMN MGT | 35.00 X 19,328. 04 2,573.
JOSEPH DISIBIO (THRU 10/09)
DIRECTOR OF FINANCE | 35.00 X 142,426. 0l 34, 689.
DEBRA LOVECKY
'EDUCATION & PRG SRVC DIR | 35.00 X 103,016. 0, 23,844.
b Total . .. .. ...\ eee e e e > 743,121, 04 97,111.
2 Total number of individuals (including but not imited to those listed above) who received more than $100,000 in
reportable compensation from the organization » 4
Yes| No
3 Did the organization Iist any former officer, director or trustee, key employee, or highest compensated TN I s |
employee on line 1a? If "Yes," complete Schedule J for such individual . . . . . ... . ... ... .. .. .u.... 3 X
4 For any individual Iisted on line 1a, 1s the sum of reportable compensation and other compensation from v{ﬂﬁ g 5%,
the organization and related organizations greater than $150,000? /f "Yes," complete Schedule J for such DR IO 1 M
INAIVIdUET . . . o e e e e e e e e e e e e e e e e e e e e 4 | X
5 Did any person fisted on line 1a receive or accrue compensation from any unrelated organization for e ]
services rendered to the organization? If "Yes," complete Schedule J for suchperson . . . ... ... ... ...... 5 X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that receved more than $100,000 of

compensation from the organization

(A)

Name and business address

(B)

Description of services

©)

Compensation

ATTACHMENT 7

2 Total number of independent contractors (inciuding but not limited to those listed above) who received

~ more than $100,000 in compensation from the organization »

2

A5 g S D H

JSA

9E1050 2 000
2025CU L16l 12/1/2011
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Form 990 (2009)

Page 9

X statement of Revenue 13-3349872
o P s p
3 o ; . ) (B) (© D)
& AP K- i - Total revenue Related or Unrelated Revenue
: AN f,; e L. exempt business excluded from tax
1 B - ) / g ‘ function revenue under sects
4 ARG - ) ons
a SR e ,,éﬁ;sA R ; ) revenue 512, 513, or 514
igs 1a Federated campagns . . . . . .. .| 12
c
23| b Membershipdues .........[1b
gg ¢ Fundrassingevents . . ... ....|1¢ 838,981
5| d Related organizations . . . . .. ..|1d 1,435,431
§§ e Government grants (contributions) . . [_1e
‘g H f All other contnbutions, gifts, grants,
£
To and similar amounts not included above . L 1f 4,576,848
5-2 g Noncash contributions included in hines 1a-1f $ 282,203,
®l h Total. Addlines1a=1f . . . o . ¢ o it B
§ Business Code
2
&, 2a
© b
L2
Z c
& | d
El e
T
2 f All other program servicerevenue . . . . .
& | g Total,Addhnes2a-2f . . .o o v v v urro.. .. P 0. [% el L
3  Investment income (including dividends, interest, and
other Similaramounts). + v « + v v v v v v v v n . P 2,580 2,580
Income from investment of tax-exempt bond proceeds . . . > 0
5 Royaltles......-.--...-..-........> 0.
(1) Real (n) Personal
6a CrossRents. . . .. ...
b Less rental expenses . . .
c Rental income or (loss) . .
d Netrentalincomeor(loss). . . « . « v v v v o v v 4 oo P
(1) Securities (i) Other
7a Gross amount from sales of
assets other than inventory 626,029
b Less cost or other basis
and sales expenses . - . . 622,786
¢ Ganor(loss) . . . . . . . 3,243.
d Netgamor{loss) « « « v v ¢ v v v v v v o v s v e a o P
g 8a Gross Income from fundraising
S events (not including $ 838,981
3 of contributions reported on line 1¢)
o SeePartIV,ine18 . . .. . ...... a 354,706
2 Less directexpenses . . . . . ..... b 354,706
6 ¢ Netincome or (loss) from fundraisingevents . . . . . . . . W
ey
9a Gross income from gaming actvities 3§"?§,§> x
See Part 1V, ine 19 e ... . a T
5%
b Less drectexpenses . . + + & v . . . . R A
¢ Netincome or (loss) from gaming activities . . . . . . . .
10a Gross sales of Inventory, less
returnsand allowances , , , . ..... a
b Less costofgoodssold. . . ...... :
¢ Netincome or (loss) fromsalesofinventory. . . . . ... .M Q
Miscellaneous Revenue Business Code | -7/= ..'.~ i 3
14a SALES OF MATERIALS 900099 21,931 21,931
b MISCELLANEOUS 500099 1,096 1,096.
c
d Allotherrevenue . . . ... ... .. ..
e Total.Addlines11a-11d + + + v ¢ v v v v v v v v v u o P 23,027 ety %f%
12 Total Revenue. Seenstructions . . - . + « « v v v v o . . P 7,011,472, 28,850.

JSA
9E1051 1 000
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Form 990 (2008) 13-3349872 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, (A) (B) ©) (D)
Total expenses Program service Management and Fundraising

7b, 8b, 9b, and 10b of Part Vill. expenses general expenses expenses
1 Grants and other assistance to governments and :

organizations in the US See Part IV, ine 21, ., 1,088,000. 1,088,000.| .
2 Crants and other assistance to individuals in N Do N

theUS SeePartIV,lne22 ., ........ 0. -,
3 Grants and other assistance to governments, . St d L A 7

organizations, and individuals outside the P R p
US SeePart IV, lines 15 and 16 30,000. 30,000, .o .-ed - o e
Benefits paid to or for members 0. R - N

5 Compensation of current officers, directors,
trustees, and key employees 454,349 312,113 66, 562. 75, 674.

6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and

persons described in section 4958(c)(3)(B) . . . 0. 0. 0. 0.
7 Other salanesandwages. . . . .. . .. . .. 1, 483, 074. 1,019,210. 217,356. 247,108.
Pension plan contributions (include section 401(k),
and section 403(b) employer contributions) . . . 57,930. 39,795. 8,487. 9,648.
9 Other employeebenefits . . . . .. ... ... 193,585. 132,983. 28,360. 32,242.
10 Payrolltaxes « « v v v @ v v e e e e e e 149,839. 102,932. 21,951. 24,956.
11 Fees for services (non-employees)
a Management , , ., ... .......... 0.
blegal ........... 0., 7, 711. 6,433. 385. 893.
C ACCOUNtING &+« v v v v 4 o s 4 v 0 h e e e 67,575. 56,376. 3,373. 7,826.
dlLlobbying « . ... i e 0. _ i _ _ I
e Professional fundraising serices See Part IV, line 17 O.oeiBgaing-wor o |~ JTEBGSy -
f Investment managementfees , , .. ... .. 0.
G Other + v v e e e e e e e e e 492,733, 411,076. 24,585, 57,062.
12 Advertisingand promotion . . . . . ... ... 0.
13 Officeexpenses . . . -« v v e e v v 0 v v e 104,954. 56,103. 39,932, 8,919.
14 Informationtechnology. . . . . . ... . ... 0.
15 Royaltles, . ., ... ......... .0 ... 0.
16 OCCUPANCY & & v v & v v 4 6 6 e v e o s s s 183,987. 133,071. 22,988, 27,928.
17 Travel . . . . o e e e e e 0.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials 0.
19 Conferences, conventions, and meetings . . . . 350, 621. 286,789. 40,528. 23,304.
20 Interest . . . .. .. ... ... .. ...

21 Paymentstoaffilates . ., ...........
22 Depreciation, depletion, and amortization , . . .
23 Insurance
24 Other expenses Itemize expenses not
covered above (Expenses grouped together
and labeled miscellaneous may not exceed | -' . :

260. 9,466. 0.
23,696. 5,3609. 5,8009.

5% of total expenses shown on line 25 below) | . . %. = "« O IR },\,}( B :’t:,_ “;2”;3

a PRINTING AND PUBLICATIONS 264,465. 130,667. 32,482. 101, 316.

b PRIZES, GIFTS & AWARDS 573,410. 144,773. 47,420. 381,217.

¢ POSTAGE AND SHIPPING 118, 716. 44,572. 47,022. 27,122.
gTELEPHONE 103,028. 84,977. 6,928. 11,123.
e OTHER MISCELLANEOUS EXPENSES 166,498. 115,751. 33,341. 17,406.

f All other expenses _ _ _ _ __ ___________ 197,142. 140,181. 28,169, 28,792.
25 Total functional expenses. Add lines 1 through 24f 6,132,817. 4,359,758, 684,714, 1,088,345.

26 Joint Costs. Check here p L_l 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

9E1oJ5§A1 000 Form 990 (2009)
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Form 990 (2009) 13-3349872 Page 11
Balance Sheet
) (A) (8)
Beginning of year End of year
1 Cash-non-nterestbearnng _ . . . .. . ... ....... ... ....... 1
2 Savings and temporary cashinvestments . . . . . . .. ... ... ..... 1,973,497 2 1,780,140.
3 Pledges and grants recevable,net . . . ... ... 161,720, 3 1,340,488.
4 Accounts recewable, net . .. ... ... ... ... 940,465 4 0.
5 Recewvables from current and former officers, directors, trustees, key . . )
employees, and highest compensated employees. Complete Part Il of ) / ©os
Schedule L . . .\ 5
6 Receivables from other disqualfied persons (as defined under section . 1 - .
4958(f)(1)) and persons described in section 4958(c)(3)(B). Complete H . B
° Partllof Schedule L . . . . . .. . .. ... ... 6
‘3,'3 7 Notesandloansrecewvable,net, . . . . ... . .. ... ... 7
2| 8 Inventoriesforsaleoruse. . . ... ... ... ... ... ... ... .. 8
9 Prepad expenses and deferredcharges . . . . . .. ... . ... ... ... 100,249, 9 134,462.
10a Land, buldings, and equipment cost or |[10a 254,103 17 3700 T s R e o S
other basis. Complete Part VI of Schedule D ARG T T PRSI
b Less: accumulated depreciation, , . .. ... .. 10b 228,400, 2,875.|10¢ 25,703.
11 Investments - publicly traded securtties. . . . . . . . . . .t 320,607 11 289,907.
12 Investments - other securities See Part IV, lne 11, . . . .. ... ... ... 12
13 Investments - program-related. See Part IV, lne11 . . . ... ........ 13
14 Intangible assets. . . . . . v vt e e e e e e 14
15 Otherassets.SeePartiV,lIne 11 . . . .. . ... ..., 158,788. 15 116,018.
16 Total assets. Add lines 1 through 15 (must equal line 34) . . .. ...... 3,668,201, 16 3,686,718.
17 Accounts payable and accrued expenses. . . . . . . .. ..o . 933,052.17 520,002.
18 Grantspayable, . . . . .. ... .. ... ... 2,507,500 18 1,905, 000.
19 Deferredrevenue . . ... .. ... ... ...ttt 81,927.119 123,013.
20 Tax-exemptbond habities . . . .. .. ........... .. .. .....
@ |21 Escrow or custodial account lability. Complete Part IV of Schedule D _
£122 Payables to current and former officers, directors, trustees, key | ... oy
g employees, highest compensated employees, and disqualified & . Jéﬁ‘%
- persons Complete Partilof ScheduleL , . ... .. .............
23 Secured mortgages and notes payable to unrelated third parties _ , . . . . .
24 Unsecured notes and loans payable to unrelated third parties, , . . .. . . .
25 Other liabilities Complete Part X of ScheduleD . , . . . .. ... ...... 25 114,890.
26 Total liabilities. Add lines 17 through25 .~ . 3,522,479, 26 2,662,905,
Organizations that follow SFAS 117, check here b |X | and Mpe b S g | R OOV
8 complete lines 27 through 29, and lines 33 and 34. 1 ot | RPN
é 27 Unrestncted netassets . . . . . . . ... 29 27 351, 465.
g 28 Temporarily restricted netassets , | . . .. . .. . ... .. 519,813. 28 672,348.
T129 Permanently restricted netassets, , . . . .. ..., .. ... ..., ... 302,200.| 29
z Organizations that do not follow SFAS 117, check here » [ | RTERRFSELI LAl PO B A A
5 and complete lines 30 through 34. e R R , A ‘g‘“
,g 30 Capttal stock or trust principal, or currentfunds , , . . ... ... ...... 30
® 131 Paid-in or capital surplus, or land, buillding, or equpmentfund , , . . .. .. 31
f 32 Retaned earnings, endowment, accumulated income, or other funds | | _ | 32
2|33 Totalnetassetsorfundbalances . . . . . . . .. ... 145,722 33 1,023,813,
34 Total habllities and net assets/fund balances, . . . ... . .. .. ... ... 3,668,201, 34 3,686,718.

JSA
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Form 990 (2009) page 12
'Financial Statements and Reporting
. ’ Yes | No
1 Accounting method used to prepare the Form 990: I:, Cash Accrual D Other ) :
If the organization changed its method of accounting from a prior year or checked "Other," explain in
Schedule O T
2a Were the organization's financial statements compiled or reviewed by an independent accountant? , , . . . . . 2a X
b Were the organization's financial statements audited by an independent accountant? , ., . . . ... .. ... .. 2b | X
c If"Yes" to line 2a or 2b, does the organization have a committee that assumes responsibiiity for oversight of
the audit, review, or compilation of its financial statements and selection of an independent accountant? _ | | | 2¢ | X
If the organization changed either its oversight process or selection process during the tax year, explain in )
Schedule O RS 2
d If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were ) . '
1ssued on a consolidated basis, separate basis, or both
I:] Separate basis Consolidated basis l:] Both consolidated and separate basis i
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 Circular A-133?, | | . . . . .. 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, explam why in Schedule O and describe any steps taken to undergo such audits 3b
Form 990 (2009)
JSA
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SCHEDULE A

(Form 990 or 990-E2) Public Charity Status and Public Support

) . Complete if the organization is a section 501(c)(3) organization or a section 2@0 9
Department of the Treasury 4947(a)(1) nonexempt charitable trust. - . Open to qu“c
Intemal Revenue Service P Attach to Form 990 or Form 990-EZ. P See separate instructions. Inspection
Name of the organization Employer identification number
HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872

Partl

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

The organization is not a private foundation because it 1s (For lines 1 through 11, check only one box.)

1

2
3
4

(3]

(11 [ O O

A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i).

A school described in section 170(b)(1)(A)(ii). (Attach Schedule E )

A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).

A medical research organization operated in conjunction with a hospital described In section 170(b)(1)(A)(iii). Enter the
hosptal's name, cty, endstate. ___
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 I )

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 Il )

An organization that normally receives. (1) more than 331/3% 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 331/3% 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 Iil.)

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 D Type | b |:| Type ll c D Type Ill - Functionally integrated d I:] Type Il - Other

By checking this box, | certify that the organization i1s 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).

f if the organization received a written determination from the IRS that it is a Type |, Type Il, or Type Ill supporting
organization, check thisbox e
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, either alone or together with persons described in (i) Yes | No
and (in) below, the governing body of the supported organizaton? . . . . .. 11g(i}
(i} Afamily member of a person described in (yabove? . 11g(i)
(i) A 35% controlled entity of a person described in (1) or (v) @above? ... ... 11g(iln)
h Provide the following information about the supported organization(s)
(i) Name of supported (i) EIN (iii} Type of organization| (iv) Is the organization | (v) Did you notify (vi) Is the (vii) Amount of
organization (described on lines 1-9 | 1n col (i) listed in your | the organization in | organization in col support
above or IRC section | governing document? col (i) of your (i) organized In the
(see instructions)) support? us?
Yes No Yes No Yes No
Total 2t =
For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 930 or 990-EZ) 2009

Form 990 or 990-EZ.
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Schedule A (Fon:n 990 or 990-EZ) 2009

13-3349872 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 online 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, contnbutions, and
membership fees received (Do not
include any "unusual grants ™) . . . . . . 5,722,452 12,076,003 6,167,222 6,202,968 6,982,622 37,151,267
2 Tax revenues levied for the organization's
benefit and either paid to or expended on
tsbehalf . . . . .. ... ... ..
3 The value of services or facilihes
furmished by a governmental unit to the
organization withoutcharge . . . . . . .
Total. Add lines 1 through 3. . . .+ . . . 5,722,452 12,076,003 6,167,222. 6,202,968 6,982,622 37,151,267
S The portion of total contributions by each
person (other than a governmental unit or . R
publicly supported organization) included |:; Ty .
on line 1 that exceeds 2% of the amount 3" oo Lo
shown on line 11, column(f), , . . . .. L : f ’ 1,510,313
6  Public support. Subtract line 5 from hne 4 L Tuo- 35,640,954.
Section B. Total Support
Calendar year (or fiscal year beginning in) p (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
7 Amountsfromined . . . . ... ... 5,722,452 12,076,003 6,167,222 6,202,968 6,982,622 37,151,267
8 Gross income from interest, dividends,
payments received on secunties loans,
rents, royaltes and income from similar
SOUTCES . . . . . v oo, 29,182. 34,516 51,089 65,540 2,580 182, 907.
9 Net income from unrelated business
activities, whether or not the business is
regularly carriedon . . . . . .. .. ..
10 Other income Do not include gain or
loss from the sale of captal assets
(Explaln n Part |V) VATCE 1., ... 27,817. -48,533 -94,273 -186,739 23,027 -278,701.
O g R [ - T Ee o e T
11 Total support. Add lines 7 through 10 . . & SEN S - PR B sl - 37,055,473,
12 Gross receipts from related activities, etc (SeeINStrUCtONS) + + « v v & v v v 4 b 4 e e e e e e e e e 12
13 First five years. If the Form 980 s for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check thisboxandstop here . . . . . . . . . i i v v i v i i v i et e i s v it e e e e e e e »
Section C. Computation of Public Support Percentage
14 Public support percentage for 2009 (line 6, column (f) divided by line 11, column(f)) . . . ... .. 14 96.18¢,
15 Public support percentage from 2008 Schedule A, Partl,line14 . . . . . ... ... ........ 15 100.004¢,
16a 331/3% support test - 2009. If the organization did not check the box on line 13, and line 14 is 331/3% or more, check

this box and stop here. The organization qualifies as a publicly supported organization . . , . .. ... ... ........ >
b 331/3% support test - 2008. If the organization did not check a box on line 13 or 16a, and line 15 1s 331/3% or more,
check this box and stop here. The organization qualifies as a publicly supported organization, . , . .. ... ........
10%-facts-and-circumstances test - 2009. If the organization did not check a boxon line 13, 16a or 16b, and line 14 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., . . . . .t i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e b
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 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 organzation meets the "facts-and-circumstances” test The organization qualfies as a publicly
supported organization

17a

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see
INSEFUCHIONS L L L 4 v v v v et v v e e b e e e e e e e e e e e e e e e e e e e et e et e e e >
Schedule A (Form 990 or 990-EZ) 2009
JSA
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Schedule A (Form 990 or 990-EZ) 2009 13-3349872 Page 3
Support Schedule for Organizations Described in Section 509(a)(2)
B {Complete only if you checked the box on line 9 of Part |.)
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 recepts from admissions, merchandise

sold or semces performed, or facilities
furnished 1n any activity that 1s 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  Taxrevenues levied for the organization’s
benefit and either paid to or expended on
its behalf

5 The value of services or factlities
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 lnes 2 and 3
received from other than disqualified
persons that exceed the greater of
$5,000 or 1% of the amount on line 13
fortheyear . . . . . .. .. ...

¢ Addlines7aand7b. . . . .. ... ..

8 Public support (Subtract line 7c from 3% Y P U , »ff
Y I 20 s 3 B S
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 fromlne6. . .. .... ...
10a Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from similar
SOUMCES . \ v v v v v v e v a an e s e
b Unrelated business taxable income (less
section 511 taxes) from businesses
acquired after June 30,1975 ., ., .
¢ Addlines 10aand10b , , , , ... ..
11 Net income from unrelated business
activities not included in lne 10b,
whether or not the business s regularly
carrled On = + v s s e 4 e e e s n e
12 Other income Do not include gain or
loss from the sale of capital assets
(ExplaninPart V) . . ... ......
13 Total support. (Add lines 9, 10c, 11,
and12) ...
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 thisboxandstophere. . . . . . . . . . . o . . . . L L L e e e e e e e e e e e e e e e »
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) dwvided by line 13, column (f)), . . . . .. . . . . .. 15 %
16 Public support percentage from 2008 Schedule A, Partill, line15. . . . . . . . . v v v v v v e v v s v uu 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (Iine 10c, column (f) divided by line 13, column (f)) , , . . . . . . .. 17 %
18 Investment income percentage from 2008 Schedule A, Partlll,ine17 . . . . .. . ... ........ 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 331/3%, and line
17 1s not more than 33 1/3% check this box and stop here The organization qualifies as a publicly supported organization P
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 331/3%, and
line 18 i1s not more than 331/3%, check this box and stop here The organization qualifies as a publicly supported organization M
20 Private foundation. |f the orgamization did not check a box on lne 14, 19a, or 19b, check this box and see instructions P
Schedule A (Form 990 or 990-EZ) 2009
2025CU L1611 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDED
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. . 13-3349872
Schedule A (Form 990 or 990-E2) 2009

Page 4
Supplemental Information. Complete this part to provide the explanation required by Part |l, line 10;
Rart Il, line 17a or 17b; or Part lll, line 12. Provide any other additional information See instructions
ATTACHMENT 1
SCHEDULE A, PART II - OTHER INCOME
DESCRIPTION 2005 2006 2007 2008 2009 TOTAL
MISCELLANEOUS 27,817 167 4,976 384 23,027. 56,371
SPECIAL EVENT NET INCOME -48,700 -98,249. -187,123. 0 -335,072
TOTALS 27,817. -48,533 -54,273 ~186,739 23,027 -278,701
1sA Schedule A (Form 990 or 990-EZ) 2009

9E1225 2 000
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SCHEDULE D

| OMB No 1545-0047

Supplemental Financial Statements

(Form 990)
. . » Complete if the organization answered "Yes," to Form 990,
be Part IV, line 6, 7, 8, 9, 10, 11, or 12. Open to Public
partment of the Treasury . . .
Intemal Revenue Service p Attach to Form 990. » See separate instructions. Inspection
Name of the organization Employer identification number

HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872

m 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 atendofyear . . .. ... ....
Aggregate contributions to (during year) . . . .
Aggregate grants from (duringyear) ... ...
Aggregate value atendofyear ... ... ...
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 legalcontrol? . . . .. ... ... [__—] Yes I:I No
6 Dud 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 adwisor, or for any other

purpose conferring impermissible privatebenefit? . . . . . ... ... . ... [ Jves [ Ino
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).

N W=

Preservation of land for pubiic use (e.g., recreation or pleasure) Preservation of an historically important land area
Protection of natural habitat Preservation of a certified historic structure
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.

(#88] Held at the End of the Year

a Total number of conservationeasements . . . . . .. . ... .. . .ttt 2a
b Total acreage restricted by conservatoneasements . .. ................... 2b
¢ Number of conservation easements on a certified historic structure includedin(a). . . . . . 2¢c
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 tax year »
4 Number of states where property subject to conservation easement is located »
5 Does the organization have a written policy regarding the periodic monttoring, inspection, handling of

violations, and enforcement of the conservation easements itholds? . . . .. ... ... .. ..o v'.... I:] Yes ':] 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

| &
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section

170(h)(4)(B)(1) and 170(R)(A) B . o i o e e e e e e e e e e e e e e e e e e D Yes D No

9 In Part 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

Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if 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
an, 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, PartVllLline 1 . . . . . . . . . .. . . it i i i | 2
(i) Assets included n Form 990, Part X . . . . . . . . . L i e e e e e e e >3

2 If the organization received or held works of ar, 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 990, PartVIILINe 1 . . v . . o o v v i i e e e e e e e e e e e e |

b Assetsincluded in Form 890, Part X . . . & . . i i i e e e e e e e e e e e e e e e e >3
For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
JSA
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Schedule D {Form 990) 2009 13-3349872 Page 2
Part i 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
collection items (check all that apply):
a Public exhibition d Loan or exchange programs
b Scholarly research e B Other
c 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 Durning the year, did the organization solictt 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 [_| No

m Escrow and Custodial Arrangements. Complete if the organization answered "Yes" to Form 990, Part
IV, line 9, or reported an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not
included on Form 990, Part X?. . . . . . .t e e e e e e e e e e e e e e |:] Yes I::] No
b If "Yes," explain the arrangement in Part XIV and complete the following table:

Amount
c Begnnmingbalance . . . . ... L e e e e 1c
d Additonsduringtheyear . .. ... ... . .. ... 1d
e Distributions duringtheyear. . . . . . . . .. . . .. . e 1e
f Endingbalance . . . . . . i . i e e e e e e e e e e e 1f
2a Dud the organization include an amount on Form 990, Part X, line 21?7 . . . . . . . v v v v v i i i . l_l Yes |__] No

b If "Yes," explain the arrangement in Part XIV

Endowment Funds. Complete if 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

VI T
PRGN {’{'\'

1a Beginning of year balance . . . .
b Contributions . . . ... .....
¢ Net investment earnings, gains,

andlosses. . . . .........

d Grants or scholarships . .. ...
e Other expenditures for facilities .
andprograms. . . . .. .. ...

f Administrative expenses . . . . .
g Endofyearbalance. . ... ...
2 Provide the estimated percentage of the year end balance held as:

a Board designated or quasi-endowment p %

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
(i) unrelatedorganizations. . . . . . . . o L e e e e e e e e e e e e e e e e e e e e e e 3a(i)
(i) related organizations . . . . . . . . L e e e e e e e 3a(ii)

b If "Yes" to 3a(n), are the related organizations listed as requredon Schedule R? . . . v v v v v v v e v v e o n 3b

4 Describe in Part XIV the intended uses of the organization's endowment funds.
a7l  Investments - Land, Buildings, and Equipment. See Form 990, Part X, line 10.

Descniption of investment (a) Cost or other basis (b) Cost or other (¢) Accumulated (d) Book value
(investment) basis {(other) depreciation
1a Land. . . . . . oo Lo oo ) T e
b Buldings . ... ...,
¢ Leasehold mprovements. . . . . .. ... 30,489 29,647L 842.
d Equipment .. ............... 206,529 181, 668] 24,861.
e Other . ... ... ... ... ... 17,085 17,085}
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10(c)). . . . . . > 25,703.

Schedule D (Form 990) 2009

JSA
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Schedule D (Form 990) 2009 13-3349872 Page 3
Ihvestments - Other Securities. See Form 990, Part X, line 12.

(a} Description of security or category (b) Book*value (c) Method of valuation-
(including name of security) Cost or end-of-year market value
Financialderivatives , . . . . . ... .. ........
Closely-held equity interests , . . . ., .........
Other _ __ _ _ _ _
Total. (Column (b) must equal Form 990, Part X, col (B) ne 12) P> T e .7 v n
REUAAN Investments - Program Related. See Form 990, Part X, line 13.
(a) Description of investment 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) P> PR AP T I st e B
Other Assets. See Form 990, Part X, line 15.
(a) Description (b) Book value
Total. (Column (b) must equal Form 990, Part X, col (B)IIN6 15) . . . . . v v v v v v v i v e e e et e e e e e e e e »
Other Liabilities. See Form 990, Part X, line 25.
et b
1. (a) Description of liability (b) Amount W e gg%v i N AT A S %‘
Federal income taxes . o . .
DEFERRED RENT 114,890~ ¢ % S TR AT SN I N
§ o T AR I R S o 2
;s A % Bo<w 7
M % ,? N L8 s o
I T & o ( PR ?r
ooy LA s § N
o T TP T B I S O P 3
Total. (Column (b) must equal Form 990, Part X, col (B) lne 25) P 114,890. : - ]

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

9E12J7%A1 000 Schedule D (Form 990) 2009
2025CU L161 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDED



.Sched‘ule D (Form 990) 2009 13-3349872
Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements

-
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o o

O Q0 T o

Page 4

. Total revenue (Form 990, Part VIII, column (A), ine 12) . . . . . . . . . . . . . . . 1
Total expenses (Form 990, Part IX, column (A), line28) . . . . ... . . . . . ... . ... . .... 2
Excess or (deficit) for the year. Subtractine2fromtne 1 | . . . . . . .. .. .. ... . . ... 3
Net unrealized gains (losses)oninvestments | | . . . . . . . . . . . . 4
Donated services and useoffacities | | . .. ... ... ... .. ... .. .......... 5
INVESTMENt EXPENSES . . . . . L .\ .\ e 6
Prior period adjustments | | L L e 7
Other (Describe nPart XIV.) | . . . . . . . . e 8
Total adjustments (net). Add lines 4 through 8 | . . . . . . .. . . . . . 9
Excess or (deficit) for the year per audited financial statements Combinelnes3and9 .. ... .. 10

Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

Total revenue, gains, and other support per audited financial statements _ . . . . . .. .. .. ... .. 1
Amounts included on line 1 but not on Form 990, Part Viil, ine 12:
Net unrealzed gains on investments _ _ . . . . . ... ... ... ...... 2a ‘?‘:v ’
Donated services and useof facilies | , , . . . . . ... ... ..... ... 2b ’;
Recoveries of prioryeargrants | . . . ... ... ........ . ..... 2c i
Other (Describemn Part XIV) | . . ... ... ............... 2d )
Add lines 2athrough2d . . . . . ... . e 2e
Subtractine 2e from line 1 . . . . . . . . L e e e e e e e e e e 3
Amounts included on Form 990, Part VIIi, line 12, but not on line 1:
Investment expenses not included on Form 990, Part VIl ine7b , ., . . . 4a %
Other (Describe nPart XIV) | | .. .. ... ... ...........0.... 4b s
Addlines4aanddb . . L ac
Total revenue. Add lines 3 and 4c¢. (This must equal Form 990, Partl,lne 12) . . . . . . . . . v v .. . 5

Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

Total expenses and losses per audited financial statements

Amounts included on line 1 but not on Form 990, Part IX, line 25:

Donated services and use of facites ... ... ..
Prior year adjustments L L
Other losses

Amounts included on Form 990, Part IX, ine 25, but not on line 1-
Investment expenses not included on Form 990, Part VIil, line7b
Other (Describe in Part XIV')

Addlinesdaanddb L
Total expenses Add lines 3 and 4c. (This must equal Form 990, Part |, Iine 18 )

P U4 Supplemental Information

Complete this part to provide the descriptions required for Part [I, ines 3, 5, and 9, Part lll, ines 1a and 4; Part IV, lines 1b
and 2b; Part V, line 4; Part X, line 2, Part XI, line 8, Part XlI, lines 2d and 4b; and Part X!l lines 2d and 4b Also complete
this part to provide any additional information.

JSA

9E1271 1 000

2025CU Llél 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDED
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Schedule B (Form 990) 2009 13-3349872 Page 5
" Supplemental Information (continued)

FIN 48

FORM 990, SCHEDULE D, PART X

THE SOCIETY ADOPTED THE PROVISION OF FINANCIAL ACCOUNTING STANDARDS
BOARD'S ACCOUNTING STANDARDS CODIFICATION ("ASC") 740-10-05 RELATING TO
THE ACCOUNTING AND REPORTING FOR UNCERTAINTY IN INCOME TAXES. BECAUSE OF
THE SOCIETY'S GENERAL TAX-EXEMPT STATUS, THE ADOPTION OF ASC 740-10-05
HAS NOT HAD, AND IS NOT EXPECTED TO HAVE, A MATERIAL IMPACT ON THE

SOCIETY'S FINANCIAL STATEMENTS.

Schedule D (Form 990) 2009

JSA
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I OMB No 1545-0047

'Schedule'F

Statement of Activities Outside the United States
(Form 990)

p Complete if the organization answered "Yes" to Form 990,
Part IV, line 14b line 15, or line 16.

Open to Public

Department of the Treasury p Attach to Form 990. p See separate instructions. 4
Intemal Revenue Service Inspection
Name of the organization Employer identification number

HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872

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 mamntain 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? X | Yes

I:,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 Regron. (Use Schedule F-1 (Form 990) if addittonal space is needed )

(a) Region {b) Number of | (c) Number of (d) Activities conducted m (e) If activity isted in (d) 1s {f) Total
offices in the | employees or region (by type) (te, a program semvice, expenditures in
region agents in fundraising, program services, describe specific type of region
region grants to rectpients located in service(s) i region
the region)
NORTH AMERICA 0 0 | GRANTMAKING 10,000
EUROPE 0 0 | GRANTMAKING 20,000
-2 e DR

Totals . . . . . . ...... > 0 0 RS 30,000.

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

JSA
9E1274 2 000
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Schedule F (Form 990) 2009 13-3349872 Page 4
Supplemental Information
Complete this part to provide the information required in Part |, line 2, and any additional information.

MAINTAINING RECORDS FOREIGN ACTIVITIES

FORM 990, SCHEDULE F, PART I, LINE 1 _

JSA Schedule F (Form 990) 2009

9E1277 1 000
2025CU L161 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDED



| OMB No 1545-0047

Supplemental Information Regarding

SCHEDULE G en ! gar
Fundraising or Gaming Activities

(F oram 990 or 990-EZ)

. Complete if the org. ar d *Yes™ to Form 990, Part IV, lines 17, 18, or 19, or if the Open To Public

Department of the Treasury organization entered more than $15,000 on Form 990-EZ, line 6a )
Intemal Revenue Service P> Attach to Form 990 or Form 930-EZ.  p» See separate instructions Inspection
Employer identification number

Name of the organization
HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC.

Part | 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

13-3349872

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

(1) Name of indmdual (i) Activity (iii) Did fundraiser have | (iv) Gross receipts (v) Amount paud to (vi) Amount pad to
or entity (fundraiser) custody or control of from activity (or retained by) (or retained by)
contnbutions? fundraiser listed in organization
col (i)
Yes No
Total . . v e e e e e e e e e e e e e e e e e e e e >

3 List all states in which the orgamization is 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

JSA

9E1281 2 000
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Schedule G (Form 890 or 980-EZ) 2008 13-3349872 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 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
N GOLF 19| (add col (a) through
(event type) (event type) (total number) col (c))
b}
3
S |1 Grossrecepts . . .. 461,542. 104,046, 628,099. 1,193, 687.
& | 2 Less: Chartable
contributions | . . ... .. ... 439,882. 38,882. 360,217. 838, 981.
3 Gross income (line 1
minus in€2). . . . . .o 21,660. 65,164 267,882, 354,706.
4 Cashprizes . . . . ....
5 Noncashprizes _ . . ... .. .. 17,601. 13,287 71,571, 102,459.
78]
qc(;; 6 Rentffacility costs _ . . . . . .. 3,200. 42,435, 65,627, 111,262.
(]
(=%
& | 7 Food and beverages . _ . . . . . . . 229. 9,442 111,269, 120, 940.
k]
[
S| 8 Entertanment . 630. 19,415. 20,045.
9 Other direct expenses . . . .
10 Direct expense summary Add lines 4 through 9 in column (@) » | 354,706

Net income summary. Combine line 3, column(d},andlne 10 . . . . . . . v v v v v v v v v v e v o u. >

11
LAl 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.

@ (a) Bingo (b) Puil tabs/instant (c) Other gaming (d) Total gaming (add
2 bingo/progressive bingo col (a) through col. (c))
4
nd:J
1 Grossrevenue . . . . . . .. . ...
$| 2 Cashprizes | ... .......
g
q) 0
| 3 Noncashprizes ...........
i
I3)
2! 4 Rent/ffacitycosts = . . ..
a
5 Other directexpenses . . . ... ..
| |Yes % | |Yes % Yes
6 Volunteer labor . = = . . . .. No No No
7 Direct expense summary Add lines 2 through 5incolumn(d) . . . . . . .. ... ... ... ..... pI{ )
8 Net gaming income summary. Combine ine 1, columnd,andlne? . . . . ... ............ p
Yes | No
9 Enter the state(s) In which the organization operates gaming activites ___ el ’
a Is the organization licensed to operate gaming activities in each of these states? , , . . . .. . . ... .. ..... 9a
b If "No," explain: TS I R
_____________________________________________________________________________ SRS PR P +4
_____________________________________________________________________________ ! o 3
10 a Were any of the organization’'s gaming licenses revoked, suspended or terminated during the tax year? 10a
b If "Yes," explain Fod,
PYoR AN
————————————————————————————————————————————————————————————————————————————— 5 R
_______________________________________ ’ > 'f\”a”
11 Does the organization operate gaming activities with nonmembers?, . . . . . . . . . . . . . . ... 11
12 Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity BOTRR LI e Ao
formed to administer charitable gaming? . . . . . . . L . . i e e e e e e e e e e a e e e e e ase e 12

JSA

9E1282 1 000 Schedule G (Form 990 or 990-EZ) 2009
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Schedu

le G (Form 990 or 990-E2) 2009 13-3349872

Page 3
. Yes | No
13 .Indicate the percentage of gaming activity operated in: )
a Theorganization'sfacility . . . . . . . . . .. i i i i i ittt e e e 13a %
b Anoutsidefacility . . . . . .. . e e e e e e e e e 13b %
14 Enter the name and address of the person who prepares the organization's gaming/special events books )
and records B P
Name P _ &
Address B B 1
l.«:'x )\‘2’ ‘k‘
15a Does the organization have a contract with a third party from whom the organization receives gaming | ' «
FEVENUE? . . o i i i it i ittt ot e e e e e e e e e e e e e e e e e e e e e e e e e e e 15a
b If "Yes," enter the amount of gaming revenue recewved by the organizaton®» $ and the ‘
amount of gaming revenue retained by the thrd party » $ __ ¢
¢ If"Yes," enter name and address of the third party. .
Name W .,
Address » ______ _ _ _____—_—
16  Gaming manager information
Neme ™ __
Gaming manager compensaton » $ ___
Description of services provided »
D Director/officer D Employee |:| 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 ICENSE?. . . . . . . . L i i it i it e e e e e e e e e e e e e e e e e e
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 taxyear » $ S0 B DA
Schedule G (Form 990 or 990-EZ) 2009
JSA
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SCHEDULE J Compensation Information | oM No 15450047

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
. Compensated Employees 2@ 0 9

p Complete if the organization answered "Yes" to Form 990,

Department of the Treasury Part IV, line 23. Open to Public
Intemnal Revenue Service > Attach to Form 990. P> See separate instructions. Inspection
Name of the organization Employer identification number
HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872
mQuestions 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 . W o 5
990, Part VII, Section A, ine 1a. Complete Part Il to provide any relevant information regarding these items. J 4 e
First-class or charter travel Housing allowance or residence for personal use v o
Travel for companions Payments for business use of personal residence LR ;
Tax indemnification and gross-up payments Heailth or social club dues or nitiation fees .
Discretionary spending account Personal services (e g, maid, chauffeur, chef) N
b If any of the boxes on line 1a i1s checked, did the organization follow a written policy regarding payment -
g;r(le;mbursement or provision of all of the expenses described above? If "No," complete Part lll to ‘
2 Digthe organization require substantiation prior to reimbursing or allowing expenses incurred by all
officers, directors, trustees, and the CEO/Executive Director, regarding the items checked inline 12? , _ . . . 2
3 Indicate which, if any, of the following the orgamzation uses to establish the compensation of the ; %
organization's CEO/Executive Director. Check all that apply. i : b
- Compensation committee Written employment contract {;;)
- Independent compensation consultant Compensation survey or study & g{\ ife
Form 990 of other organizations Approval by the board or compensation committee oo - Yo
4 During the year, did any person listed in Form 990, Part VI, Section A, line 1a, with respect to the filing x&; - ) Kg“
organization or a related organization. S :
a Recelve a severance payment or change-of-control payment? . . .. 4a X
b Participate in, or receive payment from, a supplemental nonqualffied retirementplan? _ . ., . . .. ... . .. 4b X
¢ Participate In, or receive payment from, an equity-based compensation arrangement?, . . . . . . ... ... .. 4c X
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part Ill. : ]l
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 '\& R f%‘?
compensation contingent on the revenues of: ol .
a Theorganization?, | . L e e e e e e e e Sa X
b Anyrelated OrGanIZation? . . . . . . ... 5b X
If "Yes" to line 5a or 5b, describe in Part IlI. é%;"
6 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any KA %
compensation contingent on the net earnings of o
a The organization?, | . . . . . . . L e e 6a X
b Anyrelated organization? | L e e e 6b X
If "Yes" to hne 6a or 6b, describe in Part Iii. K B P
7 For persons listed in Form 990, Part VIi, Section A, line 1a, did the organization provide any non-fixed
payments not described in lines 5 and 67 If "Yes," descrbe nPart Il , _ . . . . . ... ... ... ... 7 X
8 Were any amounts reported in Form 990, Part Vil, paid or accrued pursuant to a contract that was
subject to the imtial contract exception described in Regs section 53.4958-4(a)(3)? ¥ "Yes," describe
TN 2= L 8 {1 8 X
9 If"Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53 4958-6(C) 7 . . . . . . . v i i i i e e e e e e e e e e e e e e e 9
For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2009
JSA
9E 1290 2 000
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SCHEDULE M
(Form 990)

Depariment of the Treasury
Intemal Revenue Service

Noncash Contributions

» Complete if the organizations answered "Yes" on Form
990, Part IV, lines 29 or 30.

» Attach to Form 990.

| OMB No 1545-0047

2009

Open To Public
Inspection

Name of the organization

Employer identification number

HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872
mypes of Property
(a) (b) () (d)
Check If Number of contributions Revenues reported on Method of determining
applicable Form 990, Part Vill, line 1g revenues
1 Art-Worksofart . . . ... ....
2 Art-Historical treasures . . . ...
3 Art-Fractional interests . . . ...
4 Books and publications . . . . . . o :
5 Clothing and household . g
goods . ... ... e
6 Cars and othervehicles . . . . ..
7 Boatsandplanes .........
8 Intellectual property. . . ... ..
9 Securities-Publicly traded . . . . . X 12 258,407. |FMV
10 Secunties-Closely held stock ., . .
11 Secunties-Partnership, LLC,
ortrustinterests. . . .. ... ..
12 Securities-Miscellaneous . . . . .
13 Qualified conservation
contribution-Historic
structures . . . .. ........
14 Qualified conservation
contribution-Other . . ... ...
15 Realestate-Residential . . . ...
16 Real estate-Commercial . . . . ..
17 Realestate-Other . ... .. ...
18 Collectibles . ...........
19 Foodinventory. .. ........
20 Drugs and medical supplies. . . .
21 Taxidermy .. ...........
22 Historicalartifacts . . . ... ...
23 Scientfic specimens. . . .. ...
24 Archeological artifacts, . . . . ..
25 Otherb(__z}_'llqi_% _______ ) 6l. 24,381.
26 Other»(____ _ __________ )
27 Other»(______ _________ )
28 Otherw»(______ _________ )
29 Number of Forms 8283 recewved by the organization during the tax year for contributions for
which the organization completed Form 8283, Part IV, Donee Acknowledgement . . . .. ... .. 29 0
Yes | No
30a During the year, did the organization receive by contribution any property reported in Part |, line 1-28 that A ‘ﬁ
it must hold for at least three years from the date of the initial contribution, and which is not requred tobe |,. . | : | -~
used for exempt purposes for the entire holding pernod? . . . . . L .. . 0 ittt e e e e e e e e 30a X
b If "Yes," describe the arrangement in Part II. A N P
31 Does the organizaton have a gift acceptance policy that requires the review of any non-standard |- - “ -51"“_5
oMt DUIONS ? L . L L L L e e e e e e e e e e e e e e e e e e e e e e e e e 31 X
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
oM DUIONS ? L L L . . i L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 32a X
b If "Yes," describe in Part Ii. BN &
33 If the organization did not report revenues in column (c) for a type of property for which column (a) is checked, ‘?}“ ; ¥ '?;‘f‘
describe in Part Il RPN Il I

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

JSA

9E1298 2 000

2025CU Lle6l 12/1/2011

10:07:18 AM V 09-9.4

Schedule M (Form 990) 2009

305881 AMENDED



Schedule M (Form 990) 2009 13~3349872 Page 2

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

ATTACHMENT 3

SCHEDULE M, PART I - OTHER NONCASH CONTRIBUTIONS

(B) NUMBER OF (C) REVENUES (D) METHOD OF
DESCRIPTION (A) CHECK CONTRIBUTIONS REPORTED DETERMINING
MISCELLANEOUS GOODS__ __2( ________ 61 L 24 ,_381 _EI‘QV _
rofALS 61 24,388.
JSA Schedule M (Form 990) 2009

9E1299 1 000

2025CcU L161 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDE




SCHEDULE o
{(Form 990)

| oMB No 15450047

Supplemental Information to Form 990

Complete to provide information for responses to specific questions on
Form 990 or to provide any additional information.

Open to Public -

Department of the Treasury

Intemal Revenue Service » Attach to Form 990. Inspection
Name of the organization ] Employer identification number
HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872

ATTACHMENT 4

REVIEW OF FORM 990

FORM 990, PART VI, SECTION A, LINE 10

MANAGEMENT THOROUGHLY REVIEWS AND SUBSEQUENTLY PROVIDES AN ELECTRONIC
DRAFT COPY OF FORM 8990 TO THE GOVERNING BODY FOR REVIEW BEFORE FILING

WITH THE IRS.

CONFLICT OF INTEREST POLICY
FORM 990, PART VI, SECTION B, LINE 12C

OFFICERS AND TRUSTEES ARE REQUESTED TO ANNUALY SIGN DOCUMENTATION.

OFFICER COMPENSATION

FORM 990, PART VI, SECTION B, LINE 15A AND B

15A - COMPENSATION IS DETERMINED BY A COMBINATION OF A REVIEW AND
APPROVAL BY INDEPENDENT PERSONS, COMPARABILITY DATA, AND CONTEMPORANEOUS

SUBSTANTIATION OF THE DELIBERATION AND DECISION.

15B - COMPENSATION IS DETERMINED BY A COMBINATION OF COMPARABILITY DATA

AND CONTEMPORANEOUS SUBSTANTIATION OF THE DELIBERATION AND DECISION.

GOVERNING DOCUMENTS
FORM 890, PART VI, SECTION C, LINE 19
THE ORGANIZATION MAKES ITS GOVERNING DOCUMENTS, CONFLICT OF INTEREST

POLICY, AND FINANCIAL STATEMENTS AVAILABLE TO THE PUBLIC UPON REQUEST.

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

9E1227 2 000
2025CU Lle61 12/1/2011 10:07:18 2aM V 09-9.4 305881 AMENDED



'Scll'\ed_ule O (Form 990) 2003 Page 2

Name of the org&nization Employer identification number

HUI:ITINGT,ON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872
ATTACHMENT 4 (CONT'D)

EXTENSION OF TIME TO FILE

AN EXTENSION OF TIME TO FILE WAS PAPER FILED.

AMENDED FORM 990

FORM 950, PAGE 1

THE SOCIETY IS THE CENTRAL ORGANIZATION HOLDING THE GROUP EXEMPTION
RULING, GROUP EXEMPTION NUMBER 9201. THE 2009 FORM 990 HAS BEEN AMENDED
TO EXCLUDE THE SOCIETY MEMBER AFFILIATES THAT HAVE ELECTED TO FILE AS
PART OF A GROUP RETURN UNDER SPECIAL EIN:90-0658125. 1IN ADDITION, THE
2009 FORM 990 HAS BEEN AMENDED TO REFLECT THE CHANGES IN THE 2008 AMENDED

FORM 9590.

ATTACHMENT 5

FORM 990, PART III, LINE 4D - OTHER PROGRAM SERVICES

DESCRIPTION GRANTS EXPENSES REVENUE
EDUCATION 1143559.
TOTALS 1143559.

ATTACHMENT 6

FORM 990, PART VI, LINE 17 - STATES

AL, AK,AZ,AR,CA,CO,CT, DE,
FL,GA,HI,ID,IL,IN,IA,KS,KY,LA,ME,MD,MA,MI,
MN, MS, MO, MT, NE, NV, NH, NJ, NM, NY, NC, ND, OH, OK, OR, PA,

~RI,SC,SD,TN,TX,VT,VA, WA, WV, WI, WY

ATTACHMENT 7
JSA Schedule O (Form 990) 2009

9E1228 2 000
2025CU L161 12/1/2011 10:07:18 AM V 09-9.4 305881 AMENDED




Schedule O (Form 990) 2009

Page 2

Name of the orggnzaUOn

HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC.

Employer identification number

13-3349872

ATTACHMENT 7 (CONT'D)

990, PART VII- COMPENSATION OF THE FIVE HIGHEST PAID IND. CONTRACTORS

NAME AND ADDRESS

J&R GRAPHICS
P.O. BOX 2671
FAIR LAWN, NJ 07410

VIZION GROUP, 1INC.
790 EAST MARKET STREET
WEST CHESTER, PA 19382

, SUITE 385

TOTAL COMPENSATION

DESCRIPTION OF SERVICES COMPENSATION

PRINTING 264,852.
WALK CONSULTANT 193,597.
458,449.

JSA

9E1228 2 000
2025CU L161 12/1/2011

10:07:18 AM V 09-9.4

Schedule O (Form 990) 2009

305881 AMENDED
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' m 8868 Applic _.on for Extension of Time To. 2 an

~av January 2011) Exempt Organization Return OMB No 1545-1709
‘, *ment ‘of the Treasury

Revenue Serice ) File a separate application for each return.

4 are filing for an Automatic 3-Month Extension, complete only Part Iand check thisbox _ , . .. . ... ........ > X
e h are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form)

Do nu. vuaigiete Part Il unless you have already been granted an automatic 3-month extension on a previously filed Form 8868.

Electronic filing (e-file). You can electronically file Form 8868 if you need a 3-month automatic extension of time to file (6 months for
a corporation required to file Form 980-T), or an additional (not automatic) 3-month extension of time You can electronically file Form
8868 to request an extension of time to file any of the forms hsted in Part | or Part ll with the exception of Form 8870, Information
Retum for Transfers Associated With Certain Personal Benefit Contracts, which must be sent to the IRS in paper format (see
instructions). For more details on the electronic filing of this form, visit www.irs.gov/efile and click on e-file for Charities & Nonprofits

mAutomatic 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

PAILIONY | . o\ ot et e e e e e e e e e e »[]
All other corporations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time

to file income tax returns

Type or Name of exempt organization Employer identification number
print HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872

File by the Number, street, and room or suite no f a P O box, see mnstructions

due date for 505 EIGHTH AVENUE

:gEfny%ue; City, town or post office, state, and ZIP code For a foreign address, see instructions

instructions NEW YORK, NY 10018

Enter the Return code for the return that this application 1s for (file a separate appiication for eachreturn) _ ., . . . ... .. n
Application Return | Application Return
Is For Code |IsFor Code
Form 990 01 Form 990-T (corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 990-EZ 03 Form 4720 09
Form 990-PF 04 Form 5227 10
Form 990-T (sec. 401(a) or 408(a) trust) 05 Form 6069 11
Form 990-T (trust other than above) 06 Form 8870 12

e The books are in the care of » NADENE ALLEYNE DIR. FINANCE

Telephone No » 212 242-1968 FAXNo » 212 239-3430
e |[f the organization does not have an office or place of business in the United States, check thisbox , . . . . .. ... ... .. > |:]
e |f this is for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this 1s
for the whole group, check thisbox | | | . ., > D . Ifits for part of the group, check thisbox , | . . . . > l__l and attach

a list with the names and EINs of all members the extension s for
1 I request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of time

until 05/15 ,20 11 , tofile the exempt organization return for the organization named above. The extension s
for the organization's return for:

> calendaryear20 ___ or

btaxyearbegmnmg 10/10,2008 |, and ending 09/30 ,2010

2 If the tax year entered in line 1 is for less than 12 months, check reason' D Initial return D Final return
Change in accounting period

3a If this application 1s for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any

nonrefundable credits. See instructions 3al$

b If this application 1s for Form 990-PF, 980-T, 4720, or 6069, enter any refundable credits and

estimated tax payments made Include any prior year overpayment allowed as a credit. 3b|$

¢ Balance Due. Subtract line 3b from line 3a Include your payment with this form, if required, by using EFTPS

(Electronic Federal Tax Payment System). See instructions 3¢l$

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

For Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rev 1-2011)

9F8 0%§A3 000
2/8/2011  10:05:55 AM V 09-9.1




Form 8858 (Rew 1-2011)
o if You are filing for an Additional {Not Automatic) 3-Month Extension, complete only Part | and check thisbox, . . .. . . | | X l
Note. Only complete Part Il If you have already been granted an automatic 3-month extension on a previously filed Form 8868

e |f you are filing for an Automatic 3-Month Extension, complete only Part | (on page 1)
Eﬁ/‘ﬂ Additional (Not Automatic) 3-Month Extension of Time. Only file the original (no coples needed)

Page 2

Type of - | Marse of exempt organization Employer identification number
print HUNTINGTON'S DISEASE SOCIETY OF AMERICA, INC. 13-3349872

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

Gaended | 505 EIGHTH AVENUE

filing your City, town or post office, state, and ZIP code For a foreign address, see instructions

mamchons | NEW YORK, NY 10018

Enter the Return code for the return that this application 1s for (file a separate application foreachreturn) _ . . . .. . . .. .. ﬂ
Application Return } Application Return
Is For Code |lIsFor Code
Form 990 01 S pl5e -5 s D0 S Fe L D R
Form 990-BL 02 Form 1041-A 08
Form 990-EZ 03 Form 4720 09
Form 990-PF 04 Form 5227 10
Form 990-T (sec 401(a) or 408(a) trust) 05 Form 6069 11
Form 980-T (trust other than above) 06 Form 8870 12

STOP! Do not complete Part lI if you were not already granted an automatic 3-month extension on a previously filed Form 8868.
e The books are in the care of » NADENE ALLEYNE DIR. FINANCE

Telephone No » 212 242-1968 FAXNo » 212 239-3430
¢ if the organization does not have an office or place of business in the United States, check thisbox | | . . . .. ... ..... 4 D
e |[fthis is for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this is
for the whole group, check this box . . . . > D If it 1s for part of the group, check thisbox | .. .. > l:_| and attach a
list with the names and EINs of all members the extension Is for
4  |request an additional 3-month extenston of time until 08/15 ,2011
5  For calendar year , or other tax year beginning 10/01 20 09 , and ending_ 09/30 ,2010

6 If the tax year entered in line 5 1s for less than 12 months, check reason I_j Initial return [__l Final return

Change In accounting period
7 State in detall Why you need the extension INFORMATION NECESSARY TO FILE A COMPLETE AND

ACCURATE RETURN IS NOT YET AVAILABLE.

8a |If this apphcation 1s for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any

nonrefundable credits See instructions 8al$
b If this appiication 1s for Form 880-PF, 990-T, 4720, or 6069, enter any refundable credits and

estimated tax payments made. Include any prior year overpayment allowed as a credit and any |g

amount paid previously with Form 8868 8bl$
¢ Balance Due. Subtract ine 8b from line 8a Include your payment with this form, if required, by using EFTPS
(Electronic Federal Tax Payment System) See instructions 8c|$

Signature and Verification
Under penaltes of perjury, | declare that | have examined this form, including accompanying schedules and statements, and to the best of my knowledge and belef,
it 1s true, correct, and complete, and that | am authonzed to prepare this form

s D an O PO LA LM

\ Form 8368 (Rev 1-2011)

JSA

0F 8055 3 000
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