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. . OMB No. 1545-0047
ggo Return of Organization Exempt From Income Tax

Form Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung 2009

Department of the Treasury X X benefit trust or prlyate foundatl?n) X X Open to Public

Internal Revenue Service » The organization may have to use a copy of this return to satisfy state reporting requirements. Inspection

A For the 2009 calendar year, or tax year beginning JUL 1, 2009 andending JUN 30, 2010

B Check if

C Name of organization
applicable:

Please

fshees | oo ASSOCIATION, INC.

use RSINATIONAL TAY-SACHS & ALLIED DISEASES

D Employer identification number

Name type.

change Doing Business As
Initial

13-1912877

return See Number and street (or P.0. box if mail is not delivered to street address)

Room/suite | E Telephone number

[ |Termin- heew|2001 BEACON ST 204 617.277.4463
ﬁeﬁﬂded tions. City or town, state or country, and ZIP + 4 G Gross receipts $ 892 , 679.
ﬁgr'?"_ca' BRIGHTON, MA 02135-7772 H(a) Is this a group return
pending F Name and address of principal officerSUSAN R KAHN for affiliates? DYes No

SAME AS C ABOVE

H(b) Are all affiliates included?_JYes [_]No

| Tax-exempt status: 501(c) ( 3 )4 (insert no.) |:] 4947(a)(1) or |:] 527

If "No," attach a list. (see instructions)

J Website: p» WWW.NTSAD .ORG

H(c) Group exemption number P>

K Form of organization: Corporation | | Trust | | Association [ | Otherp»

| L Year of formation: 195 7| m State of legal domicile: MA

[Part1] Summary

o | 1 Briefly describe the organization’s mission or most significant activities: TO DETECT, PREVENT AND RESEARCH
% TAY-SACHS AND ALLIED DISEASES. THE ORGANIZATION ALSO PROVIDES
g 2 Check this box P> |:] if the organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 8 Number of voting members of the governing body (Part VI, lineta) 3 16
g 4 Number of independent voting members of the governing body (Part VI, line1b) 4 16
8 | 5 Total number of employees (PartV, line2a) ... 5 5
£ | 6 Total number of volunteers (estimate if necessary) ... 6 16
E 7a Total gross unrelated business revenue from Part VI, column (C), line 12 . 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 ..o 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, lineth) 687 P 479. 736 ’ 188.
2| 9 Program service revenue (Part Vill, ne2g) 161,081. 153,383.
3 | 10 Investment income (Part VIII, column (A), lines 3,4, and 7d) ... . 6 ’ 901. 3 ' 108.
= 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9c, 10c,and 11e) . . . .
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12) ... 855,461. 892,679.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 484,938. 381,084.
14 Benefits paid to or for members (Part IX, column (A), line 4) .
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 196, 256. 214,569.
2 | 16a Professional fundraising fees (Part IX, column (A), line 11e) . ..
§ b Total fundraising expenses (Part IX, column (D), line 25) P> 50,570.
W 117 Other expenses (Part IX, column (A), lines 11a-11d, 11f24f) 201,606. 212,328.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line25) . ... .. .. 882,800. 807,981.
19 Revenue less expenses. Subtract line 18 fromline 12 ... <27 ’ 339.p 84 ’ 698.
a§ Beginning of Current Year End of Year
85120 Totalassets (Part X, ine 16) ... 498,788. 673,228.
<5| 21 Totalliabilties (Part X, line 26) ... 74,463. 164,205.
§u§_ 22 Net assets or fund balances. Subtract line 21 fromline20 ... 424,325. 509,023.

Y

art Il | Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is true, correct,
and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.
Sign }
Here Signature of officer Date
SUSAN R KAHN, EXECUTIVE DIRECTOR
Type or print name and title
Paid P_reparer's } Date g}g?_ck It (F;rggianrg;ﬁ éﬁﬁgtsi;ying number
Preparers| SonAure 01/18/11|employed »
Use only |voueit . WALSH & CO. TS
Y |stemioes, W 632A MAIN STREET
address, an
ZP+4 WINCHESTER, MA 01890 Phoneno. » (781) 721-0295
May the IRS discuss this return with the preparer shown above? (see instructions) ... Yes |:] No
932001 02-04-10  LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2009)

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION



NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 page2

[ Part lll | Statement of Program Service Accomplishments

1  Briefly describe the organization’s mission:

THE MISSION OF THE NATIONAL-TAY SACHS & ALLIED DISEASES ASSOCIATION IS

TO LEAD THE FIGHT TO TREAT AND CURE TAY-SACHS, CANAVAN AND RELATED

GENETIC DISEASES AND TO SUPPORT AFFECTED FAMILIES AND INDIVIDUALS IN

LEADING FULLER LIVES.

2  Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-€22 ... [ves [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? . DYes No
If "Yes," describe these changes on Schedule O.

4  Describe the exempt purpose achievements for each of the organization’s three largest program services by expenses.
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and

allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: ) (Expenses $ 374,802. including grants of $ 337,834. )Revenue$ )
RESEARCH: MAKES GRANTS TO SCIENTISTS THROUGH A REQUEST FOR PROPOSL

PROCESS. THESE GRANTS ARE FOR RESEARCH PROJECTS THAT INVOLVE BASIC

RESEARCH, TRANSLATIONAL STUDIES OR CLINICAL STUDIES IN THE AREAS OF

NEURODEGENERATIVE DISORDERS AFFECTING THE CENTRAL NERVOUS SYSTEM.

4b (Code: ) (Expenses $ 213,199. including grants of $ ) (Revenue $
FAMILY SERVICES: CO-ORDINATE PARENT PEER COUNSELING PROGRAMS FOR MORE

THAN 420 FAMILIES, REFERRALS AND ADVOCACY SERVICE, CRISIS INTERVENTION,

COUNSELING, & CONSULTATION TO HEALTH WORKERS.

4c (Code: ) (Expenses $ 53,265. including grants of $ ) (Revenue $ )
EDUCATION: PUBLISH AND DISSEMINATE EDUCATIONAL LITERATURE TO

PROFESSIONALS AND LAY PERSONS, RESPOND TO REQUESTS FOR INFORMATION,

PARTICIPATE IN CONFERENCES AND PROVIDE PUBLIC SPEAKERS.

4d Other program services. (Describe in Schedule O.)
(Expenses $ 53,848. including grants of $ 43,250. ) (Revenue $ )

4e__Total program service expenses P> $ 695,114.

Form 990 (2009)
932002
02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page3

[ Part IV | Checklist of Required Schedules

Yes [ No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If "Yes," complete SCheQUI® A | e 1 [ X
2 s the organization required to complete Schedule B, Schedule of Contributors? ... 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part| 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities? If "Yes," complete Schedule C, Part Il 4 X
5 Section 501(c)(4), 501(c)(5), and 501(c)(6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If "Yes," complete Schedule C, Part lll . . ... 5
6 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes," complete Schedule D, Part| | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Partif 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
Schedule D, Part Il 8 X
9 Did the organization report an amount in Part X, line 21; serve as a custodian for amounts not listed in Part X; or provide
credit counseling, debt management, credit repair, or debt negotiation services? If "Yes," complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in term, permanent, or quasi-endowments?
If "Yes," complete Schedule D, Part V. 10 X
11 Is the organization’s answer to any of the following questions "Yes"? If so, complete Schedule D, Parts VI, Vil, Vill, IX, or X
@S @PPIICADIE || e 1] X
® Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," complete Schedule D,
Part V.
® Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 16?2 If "Yes," complete Schedule D, Part V.
® Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 16?2 If "Yes," complete Schedule D, Part VIil.
® Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 16? If "Yes," complete Schedule D, Part IX.
® Did the organization report an amount for other liabilities in Part X, line 257 If "Yes," complete Schedule D, Part X.
® Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 487? If "Yes," complete Schedule D, Part X.
12 Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts X, Xil, and Xll. 12 X
12A Was the organization included in consolidated, independent audited financial statements for the tax year? Yes | No
If "Yes," completing Schedule D, Parts XI, Xll, and Xlll is optional . ... 12A X
13 Is the organization a school described in section 170(b)(1)(A)(i))? If "Yes," complete Schedule 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? =~ 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
and program service activities outside the United States? If "Yes," complete Scheadule F, Part! 14b | X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If "Yes, " complete Schedule F, Partil 15 | X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance to individuals
located outside the United States? If "Yes," complete Schedule F, Part lll - ... 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part! 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI, lines
1c and 8a? If "Yes," complete Schedule G, Part Il 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If "Yes,"
complete Schedule G, Part Ill . e 19 X
20 Did the organization operate one or more hospitals? If "Yes," complete Schedule H ... 20 X
Form 990 (2009)
932003
02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page4d

[ Part IV | Checklist of Required Schedules (continued)

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

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

24a Did the organization have a tax-exempt bond issue with an 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 toline 25 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

any tax-exempt BONAS? | 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during theyear? 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 | 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 | 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 Scheadule L, Part!l 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related to such an individual? If "Yes," complete
Schedule L, Part Il 27 X

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

a A current or former officer, director, trustee, or key employee? If "Yes," complete Scheaule L, Parttv. 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member) was
an officer, director, trustee, or direct or indirect owner? If "Yes," complete Scheaule L, Parttv.-..... 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes," complete Schedule M 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
Schedule N, Part Il 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part | ... 33 X
34 Was the organization related to any tax-exempt or taxable entity?
If "Yes," complete Schedule R, Parts Il, Ill, IV, and V, line 1. 34 X
35 Is any related organization a controlled entity within the meaning of section 512(b)(13)?
If "Yes," complete Schedule R, Part V, line 2. 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, line 2. 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, PartVI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and 19?
Note. All Form 990 filers are required to complete Schedule O. .. 38 | X
Form 990 (2009)
932004
02-04-10
4
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Pageb

[Part V| Statements Regarding Other IRS Filings and Tax Compliance

Yes [ No
1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U.S. Information Returns. Enter -0-if not applicable . ... ... 1a 3
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) WINNINGS 10 Prize WINNE S 1c
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 5
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2b X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this return. (see instructions)
8a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this retun? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No," provide an explanation in ScheaueoO 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 account)? 4a X
b If "Yes," enter the name of the foreign country: >
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank and
Financial Accounts.
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
c If "Yes," to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Sheler TransaCtion? 5c
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible? 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were Not tax dedUCTi DI ? 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services
PrOVIdEd 10 tNE DAY O Y 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? 7b

¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
to file FOrm 82827 7c X

d If "Yes," indicate the number of Forms 8282 filed during the year

e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal

DeNel it oMt aCt ? 7e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . . 7f
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? . . . .. ... 79
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? . 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings
atany time during the Year? e 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section 49667 . . . ... 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter:
a |Initiation fees and capital contributions included on Part VIIl, line 12 . 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facilites .. . 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem.) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued duringthevyear ... | 12b
Form 990 (2009)
932005
02-04-10
5
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page6
Part VI | Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Section A. Governing Body and Management

Yes [ No
1a Enter the number of voting members of the governing body ... 1a 16
b Enter the number of voting members that are independent ... 1b 16
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key @mMPIOYEE? 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 prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a material diversion of the organization’s assets? 5 X
6 Does the organization have members or stockholders? 6 | X
7a Does the organization have members, stockholders, or other persons who may elect one or more members of the
QOVeINING DOGY 2 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 the year
by the following:
A The goVerning DOy ? e 8a | X
b Each committee with authority to act on behalf of the governing body? . . . . 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 mailing address? If "Yes, " provide the names and addresses in Schedule O ... ... 9 X

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

Yes [ No
10a Does the organization have local chapters, branches, or affiliates? . . ... ... ... 10a| X
b If "Yes," does the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with those of the organization? 10b | X
11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the form? 11 | X
11A Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Does the organization have a written conflict of interest policy? If "No," go to line13 12a | X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
toconflicts? . 12| X
¢ Does the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
in Schedule O how thisis done 12¢ X
13  Does the organization have a written whistleblower policy? 13| X
14 Does the organization have a written document retention and destruction policy? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official ... 15a | X
b Other officers or key employees of the organization L 15b X
If "Yes" to line 15a or 15b, describe the process in Schedule O. (See instructions.)
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity dUring the Year? 16a X

b If "Yes," has the organization adopted a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization’s

exempt status with respect to sUCh arrangemMeNtS? . i 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed »>MA

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for
public inspection. Indicate how you make these available. Check all that apply.
Own website Another’s website D Upon request
19 Describe in Schedule O whether (and if so, how), the organization makes its governing documents, conflict of interest policy, and financial
statements available to the public.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: P>

THE ORGANIZATION - 617.277.4463

2001 BEACON ST, NO. 204, BRIGHTON, MA 02135-7772

Form 990 (2009)

932006
02-04-10

6
15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page?

Part VII| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

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

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax
year. Use Schedule J-2 if additional space is needed.

® | ist all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F) if no compensation was paid.

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

® 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.

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

® | st 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.

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

(A) (B) (C) (D) (E) (F)
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week g the organizations compensation
% % organization (W-2/1099-MISC) from the
§ ® g; (W-2/1099-MISC) organization
= g |2y and related
£|2 & § é—g % organizations
TIM LORD
PRESIDENT 2.50 X 0. 0. 0.
KEVIN ROMER
EXECUTIVE VICE PRESIDENT 2.50|X X 0. 0. 0.
NIKKI J BORMAN
FINANCE VICE PRESIDENT 2.50|X X 0. 0. 0.
JAYNE GERSHKOWITZ
EDUCATION VICE PRESIDENT 2.50|X X 0. 0. 0.
RISA ASNEN
ANNUAL CONFERENCE VICE P 2.50|X X 0. 0. 0.
STEWART ALTMAN
CHAPTER RELATIONS VICE P 2.50|X X 0. 0. 0.
BRADLEY CAMPBELL
IMMEDIATE PAST PRESIDENT 2.50|X 0. 0. 0.
MERLE ADELMAN
DIRECTOR 2.50|X 0. 0. 0.
JOHN GORDON
DIRECTOR 2.50|X 0. 0. 0.
MARTHA KLEINMAN
FUNDRAISING VICE PRESIDE 2.50|X X 0. 0. 0.
FRAN BERKWITS
DIRECTOR 2.50|X 0. 0. 0.
SHERRI EPSTEIN
DIRECTOR 2.50|X 0. 0. 0.
DESIREE HOPF
DIRECTOR 2.50|X 0. 0. 0.
MERYL KALLISH
DIRECTOR 2.50|X 0. 0. 0.
STACI KALLISH
DIRECTOR 2.50|X 0. 0. 0.
THOMAS SEYFRIED
DIRECTOR 2.50|X 0. 0. 0.
SUSAN KAHN
EXECUTIVE DIRECTOR 40.00 X 93,500. 0. 1,050.
932007 02-04-10 Form 990 (2009)
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NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page8
|Part Vi I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (B) (C) (D) (E) (F)
Name and title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week g the organizations compensation
= @ % organization (W-2/1099-MISC) from the
% g o g; (W-2/1099-MISC) organization
s |2 g |2y and related
=12z |5 (25|t organizations
212|858 |& 25| e

b TOMAl oo > 93,500. 0. 1,050.

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

compensation from the organization P> 0

Yes | No

3 Did the organization list any former officer, director or trustee, key employee, or highest compensated employee on

line 1a? If "Yes," complete Schedule J for such individual . 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization

and related organizations greater than $150,000? /f "Yes," complete Schedule J for such indiviQual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization for services rendered to

the organization? If "Yes," complete Schedule J forsuch person ... 5 X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. NONE

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

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

Form 990 (2009)
932008 02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page9
[Part VIl [ Statement of Revenue
(A) (B) (© Revanue
Total revenue Related or Unrglated excluded from
exempt function business tax under
revenue revenue SE?E?Q? 5511 f
g,g 1 a Federated campaigns 1a 135.
gg b Membership dues 1b 10,535.
,,,'g ¢ Fundraising events 1c 137 ’ 687.
%E d Related organizations 1d
g‘g e Government grants (contributions) 1e
-S g f All other contributions, gifts, grants, and
é% similar amounts not included above 1f 587,831.
gg g Noncash contributions included in lines 1a-1f: $
OS| h Total.Addlinesta-1f ... ... » | 736,188.
Business Code
8 | 2a ANNUAL CONFERENCE 107,258, 107,258.
'gg b QUALITY CONTROL 43,950. 43,950.
ng ¢ SALES 2,175. 2,175.
o f All other program service revenue
g Total.Addlines2a2f .. ... ... ... .. » | 153,383.
3 Investment income (including dividends, interest, and
other similar amounts) > 3,034. 3,034.
4 Income from investment of tax-exempt bond proceeds P>
5  Royalties ... >
(i) Real (ii) Personal
6 a Gross Rents
b Less: rental expenses
¢ Rental income or (loss)
d Netrentalincomeor (I0ss) ... >
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory 74.
b Less: cost or other basis
and sales expenses
¢ Gain or (loss) 74 .
d Netgainor (I0SS) ... > 74. 74.
o 8 a Gross income from fundraising events (not
g including $ of
E contributions reported on line 1c). See
5 Part IV, line 18 a
E-:") b Less: direct expenses b
¢ Net income or (loss) from fundraising events  ............... »
9 a Gross income from gaming activities. See
Part IV, line 19 a
b Less: direct expenses b
¢ Net income or (loss) from gaming activities ................ »
10 a Gross sales of inventory, less returns
and allowances a
b Less: cost of goods sold b
¢ Net income or (loss) from sales of inventory ................. >
Miscellaneous Revenue Business Code
11 a
b
c
d All other revenue
e Total. Add lines 11a-11d >
12 Total revenue. See instructions. ... ... .. S 892,679.] 156,491. 0. 0.
050410 Form 990 (2009)
9
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 page10
[ Part IX | Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns.
All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D).

Do not include amounts reported on lines 6b, (A) B) (C) D)
Total expenses Program service Management and Fundraising
7b, 8b, 9b, and 10b of Part VIIL. expenses general expenses expenses
1 Grants and other assistance to governments and
organizations in the U.S. See Part IV, line 21 381,084. 381,084.

2 Grants and other assistance to individuals in
the U.S. See Part IV, line 22
3 Grants and other assistance to governments,

organizations, and individuals outside the U.S.
See Part IV, lines 15 and 16
4 Benefits paid to or for members

5 Compensation of current officers, directors,

trustees, and key employees 94,550. 61,693. 15,959. 16,898.

6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)

7 Othersalariesandwages . . 87,606. 56,944. 14,893. 15,769.
8 Pension plan contributions (include section 401(k)
and section 403(b) employer contributions) 822. 719. 50. 53.
9  Other employee benefits ... 7,886. 6,892. 483. 511.
10 Payrolltaxes ... 23,705. 15,408. 4,030. 4,267.
11  Fees for services (non-employees):
a Management .
b Legal
¢ Accounting ... 8,875. 8,875.
d Lobbying .
e Professional fundraising services. See Part IV, line 17
f Investment managementfees
9 Other 1,812. 12. 1,800.
12 Advertising and promotion
13 Office expenses ... 46,773. 35,477. 2,463. 8,833.
14 Information technology .. ... .. 3,850. 3,850.
15 Royalties .
16 OCCUPANGY ... . ... 19,881. 16,302. 1,591. 1,988.
17  Travel 13,893. 12,169. 1,445. 279.

18 Payments of travel or entertainment expenses
for any federal, state, or local public officials

19 Conferences, conventions, and meetings 103, 945. 103,945.

20 Interest

21 Paymentsto affiiates .

22 Depreciation, depletion, and amortization 1,980. 176. 1,804.

23 Insurance

24 Other expenses. ltemize expenses not covered
above. (Expenses grouped together and labeled
miscellaneous may not exceed 5% of total
expenses shown on line 25 below.)

a SCHOLARSHIP AWARDS 4,000. 4,000.

b BANK SERVICE CHARGES 3,353. 70. 3,283.

¢ INSURANCE 2,376. 399. 1,896. 81.

d LICENSE & FEES 985. 985.

e DUES & SUBSCRIPTIONS 299. 299.

f All other expenses 306. 219. 87.
25  Total functional expenses. Add lines 1 through 24f 807,981. 695,114. 62,297. 50,570.

26 Joint costs. Check here p» L Tif 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

932010 02-04-10 Form 990 (2009)
10
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NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 page i
[ Part X [ Balance Sheet
(A) (B)
Beginning of year End of year
1 Cash-noninterestbearing 1
2 Savings and temporary cash investments ... 485,502.] » 658,315.
3 Pledges and grants receivable, net 3
4 Accountsreceivable,net 2,550.] 4 2,500.
5 Receivables from current and former officers, directors, trustees, key
employees, and highest compensated employees. Complete Part Il
of Schedule L 5
6 Receivables from other disqualified persons (as defined under section
4958(f)(1)) and persons described in section 4958(c)(3)(B). Complete
Partllof Schedule L 6
& | 7 Notes and loans receivable, net 7
@ | 8 Inventories forsale oruse ... 8
< | 9 Prepaid expenses and deferred charges 4,333.] o 1,072.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of ScheduleD . 10a 35,683.
b Less: accumulated depreciation . 10b 25,245. 4,460.] 10c 10,438.
11 Investments - publicly traded securities 1,043.] 11 3.
12 Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, line 11 13
14 Intangible assets . ... 14
15 Otherassets. See Part IV, line 11 900.| 15 900.
16 Total assets. Add lines 1 through 15 (mustequalline34) ... 498 ’ 788.| 16 673 ’ 228.
17 Accounts payable and accrued expenses ... 32,176.] 17 134,320.
18  Grantspayable ... 18
19 Deferredrevenue 19
20 Tax-exempt bond liabilities 20
@ |21 Escrow or custodial account liability. Complete Part IV of Schedule D 21
£ |22 Payables to current and former officers, directors, trustees, key employees,
ﬁ highest compensated employees, and disqualified persons. Complete Part ||
- of ScheduleL 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties . 24
25 Other liabilities. Complete Part X of ScheduleD 42,287.| 25 29,885.
26 Total liabilities. Add lines 17 through 25 ... ... ... ... ... .. ... 74,463.] 26 164,205.
Organizations that follow SFAS 117, check here P> and complete
8 lines 27 through 29, and lines 33 and 34.
S |27 Umestrotednetassets 19,360.| o7 82,219.
T |28 Temporariy restricted netassets .. 404,965.] 28 426,804.
T |29 Permanently restricted netassets ... 29
Z Organizations that do not follow SFAS 117, check here P> D and
5 complete lines 30 through 34.
% 30 Capital stock or trust principal, or currentfunds . 30
§ 31 Paid-in or capital surplus, or land, building, or equipment fund 31
% |32 Retained earnings, endowment, accumulated income, or other funds 32
Z |33 Totalnetassets or fund balances ... 424,325. 33 509,023.
34  Total liabilities and net assets/fund balances ... 498 ’ 788 .| 34 673 ’ 228.
Form 990 (2009)

932011 02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 page12
[ Part XI| Financial Statements and Reporting

Yes | No
1 Accounting method used to prepare the Form 990: D Cash Accrual D Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a X
b Were the organization’s financial statements audited by an independent accountant? 2| X
c If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2c X

If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
d If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were issued on a
consolidated basis, separate basis, or both:
Separate basis D Consolidated basis D Both consolidated and separate basis
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Circular A-133? 3a X

b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit

or audits, explain why in Schedule O and describe any steps taken to undergosuchaudits. ............................................ 3b
Form 990 (2009)

932012 02-04-10

12
15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



SCHEDULE A OMB No. 1545-0047

(Form 990 or 990-E2Z)

Public Charity Status and Public Support w

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

Department of the Treasury 4947(a)(1) nonexempt charitable trust. Open to Public

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

Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

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

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

1

[]
[]

A WODN

0 B0

10
11

N

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 hospital’'s name,
city, and state:

An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)(1)(A)(iv). (Complete Part I1.)

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 I1.)

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

An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part Ill.)

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 l:] Type | b l:] Type ll c l:] Type Il - Functionally integrated d l:] Type Il - Other

By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2).

f If the organization received a written determination from the IRS that it is a Type |, Type Il, or Type llI
supporting organization, check this box [
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 (ii) and (iii) below, Yes [ No
the governing body of the supported organization? . 119(i)
(ii) A family member of a person described in (i) above? 11g(ii)
(i) A 35% controlled entity of a person described in (i) or (i) above? 11g(iii)
h Provide the following information about the supported organization(s).
(yName of supported | (i) EIN drganion V)1 the organizaton) (v Did you oty the o (WU, o | i Amountof
organization (described on lines 1-9 A yot;r organization in CO;? (i) organized in the support
above or IRC section governing document?| (i) of your support? US.?
(see instructions)) Yes No Yes No Yes No
Total
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2009
Form 990 or 990-EZ.
932021 02-08-10
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Schedule A (Form 990 or 990-E7) 2009 ASSOCIATION,

NATIONAL TAY-SACHS & ALLIED DISEASES

INC.

13-1912877 Page 2

Part ll| Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part I.)

Section A. Public Support

Ca
1

6

lendar year (or fiscal year beginning in)p»>
Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.”)
Tax revenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf
The value of services or facilities
furnished by a governmental unit to
the organization without charge
Total. Add lines 1 through 3
The portion of total contributions
by each person (other than a
governmental unit or publicly
supported organization) included
on line 1 that exceeds 2% of the
amount shown on line 11,

column (f)

Public support. Subtract line 5 from line 4.

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(f) Total

421,2009.

479,108.

690,946.

687,479.

736,188.

3,014,930,

421,2009.

479,108.

690,946.

687,479.

736,188.

3,014,930,

358,375.

2,656,555,

Section B. Total Support

Ca
7
8

10

11
12
13

lendar year (or fiscal year beginning in)p»>
Amounts fromlined4
Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources
Net income from unrelated business
activities, whether or not the
business is regularly carried on
Other income. Do not include gain
or loss from the sale of capital
assets (ExplaininPart IV.))
Total support. Add lines 7 through 10

Gross receipts from related activities, etc. (see instructions)

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(f) Total

421,2009.

479,108.

690,946.

687,479.

736,188.

3,014,930,

11,692.

12,199.

14,381.

6,901.

3,108.

48,281.

3,063,211,

12 |

494,483.

First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here

Section C. Computation of Public Support Percentage

14 Public support percentage for 2009 (line 6, column (f) divided by line 11, column (f))
15 Public support percentage from 2008 Schedule A, Part Il line 14

14

86.72 o

15

84.19 o

16a 33 1/3% support test - 2009.If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization

b 33 1/3% support test - 2008.If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box

and stop here. The organization qualifies as a publicly supported organization

17a 10% -facts-and-circumstances test - 2009.If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,

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

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

b 10% -facts-and-circumstances test - 2008.If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or

more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the
organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization

932022
02-08-10

15240118 808512 131912877
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Schedule A (Form 990 or 990-EZ) 2009 Page 3
[ Part lll [ Support Schedule for Organizations Described in Section 509(a)(2) (Complete only if you checked the box on line 9 of Part 1.)

Section A. Public Support
Calendar year (or fiscal year beginning in)p»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

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

3 Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513

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

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

6 Total. Add lines 1 through 5

7a Amounts included on lines 1, 2, and

3 received from disqualified persons
b Amounts included on lines 2 and 3 received
from other than disqualified persons that
exceed the greater of $5,000 or 1% of the
amount on line 13 for the year
cAddlines7aand7b
8 Public support subiract ine 7¢ from line 6.)
Section B. Total Support
Calendar year (or fiscal year beginning in)p»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
9 Amounts fromline6
10a Gross income from interest,
dividends, payments received on

securities loans, rents, royalties
and income from similar sources

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

¢ Add lines 10a and 10b

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

12 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part IV.)) .-

13 Total support (add lines 9, 10c, 11, and 12.)

14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

Check this bOX and STOP NEIe ... ... e | 2 D
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column (f)) ... 15 %
16 Public support percentage from 2008 Schedule A, Part I, line 15 ... ... 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column (f)) . 17 %
18 Investment income percentage from 2008 Schedule A, Part lll, line17 18 %

19a 33 1/3% support tests - 2009. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not
more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organizaton . .

b 33 1/3% support tests - 2008. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organization

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions .......................
Schedule A (Form 990 or 990-EZ) 2009

932023 02-08-10
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Schedule B Schedule of Contributors OME No. 1545.0047
(Form 990, 990-EZ,

or 990-PF) p Attach to Form 990, 990-EZ, or 990-PF. 2009

Department of the Treasury
Internal Revenue Service

Name of the organization Employer identification number
NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877
Organization type (check one):
Filers of: Section:
Form 990 or 990-EZ 501(c)( 3 ) (enter number) organization

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization
Form 990-PF

501(c)(3) exempt private foundation

4947 (a)(1) nonexempt charitable trust treated as a private foundation

Jooo

501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.
Note. Only a section 501(c)(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

D For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 or more (in money or property) from any one
contributor. Complete Parts | and II.

Special Rules

For a section 501(c)(3) organization filing Form 990 or 990-EZ that met the 33 1/3% support test of the regulations under sections
509(a)(1) and 170(b)(1)(A)(vi), and received from any one contributor, during the year, a contribution of the greater of (1) $5,000 or (2) 2%
of the amount on (i) Form 990, Part VI, line 1h or (ii) Form 990-EZ, line 1. Complete Parts | and II.

l:] For a section 501(c)(7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
aggregate contributions of more than $1,000 for use exclusively for religious, charitable, scientific, literary, or educational purposes, or
the prevention of cruelty to children or animals. Complete Parts I, Il, and IIl.

l:] For a section 501(c)(7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
contributions for use exclusively for religious, charitable, etc., purposes, but these contributions did not aggregate to more than $1,000.
If this box is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Do not complete any of the parts unless the General Rule applies to this organization because it received nonexclusively

> $

religious, charitable, etc., contributions of $5,000 or more during the year.

Caution. An organization that is not covered by the General Rule and/or the Special Rules does not file Schedule B (Form 990, 990-EZ, or 990-PF),
but it must answer "No" on Part IV, line 2 of its Form 990, or check the box on line H of its Form 990-EZ, or on line 2 of its Form 990-PF, to certify
that it does not meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

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

923451 02-01-10
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Schedule B (Form 990, 990-EZ, or 990-PF) (2009)

Page 1 of 2 of Part |

Name of organization
NATIONAL TAY-SACHS & ALLIED DISEASES

Employer identification number

ASSOCIATION, INC. 13-1912877
Part | Contributors (see instructions)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
1 | BAIN CAPITAL CHILDREN'S CHARITY Person
Payroll |:]
111 HUNTINGTON AVENUE $ 20,000. Noncash [ |
(Complete Part Il if there
BOSTON, MA 02199 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
2 | CAMERON & HAYDEN LORD FOUNDATION Person
Payroll |:]
110 RIVERSIDE DR #12C $ 62,500. Noncash [ |
(Complete Part Il if there
NEW YORK, NY 10024 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
3 | CURE TAY-SACHS FOUNDATION Person
Payroll |:]
12730 TRISKETT ROAD $ 208,358. Noncash [ |
(Complete Part Il if there
CLEVELAND, OH 44111 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
4 GENZYME Person
Payroll |:]
ONE KENDALL SQUARE $ 21,300. Noncash [ |
(Complete Part Il if there
CAMBRIDGE, MA 02139 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
5 | MATHEW FORBES ROMER FOUNDATION Person
Payroll |:]
9858 GLADES ROAD 191 $ 54,500. Noncash [ |
(Complete Part Il if there
BOCA RATON, FL 33496 is a noncash contribution.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Aggregate contributions Type of contribution
6 | NTSAD - NEW YORK Person
Payroll |:]
1202 LEXINGTON AVENUE $ 79,975. Noncash [ |

NEW YORK, NY 10028

(Complete Part Il if there
is a noncash contribution.)

923452 02-01-10

15240118 808512 131912877
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Schedule B (Form 990, 990-EZ, or 990-PF) (2009)

Page 2 of 2 of Part |

Name of organization
NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC.

Employer identification number

13-1912877

Part | Contributors (see instructions)

(a) (b)
No. Name, address, and ZIP + 4

(c)

Aggregate contributions

(d)

Type of contribution

7 | LAURA & SIMEON SCHINDLEMAN

16125 48TH AVENUE N

$ 15,000.

PLYMOUTH, MN 55446-2054

Person
Payroll |:]
Noncash [ |

(Complete Part Il if there
is a noncash contribution.)

(a) (b)
No. Name, address, and ZIP + 4

(c)

Aggregate contributions

(d)

Type of contribution

Person D
Payroll |:]
Noncash [ |

(Complete Part Il if there
is a noncash contribution.)

(a) (b)
No. Name, address, and ZIP + 4

(c)

Aggregate contributions

(d)

Type of contribution

Person D
Payroll |:]
Noncash [ |

(Complete Part Il if there
is a noncash contribution.)

(a) (b)
No. Name, address, and ZIP + 4

(c)

Aggregate contributions

(d)

Type of contribution

Person D
Payroll |:]
Noncash [ |

(Complete Part Il if there
is a noncash contribution.)

(a) (b)
No. Name, address, and ZIP + 4

(c)

Aggregate contributions

(d)

Type of contribution

Person D
Payroll |:]
Noncash [ |

(Complete Part Il if there
is a noncash contribution.)

(a) (b)
No. Name, address, and ZIP + 4

(c)

Aggregate contributions

(d)

Type of contribution

Person D
Payroll |:]
Noncash [ |

(Complete Part Il if there
is a noncash contribution.)

923452 02-01-10

15240118 808512 131912877
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Schedule B (Form 990, 990-EZ, or 990-PF) (2009)

of of Part Il

Name of organization

NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC.

Employer identification number

13-1912877

Partll Noncash Property (see instructions)

@ (c)
No.
. (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(see instructions)
Part |
(a)
No. (c)
L (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(see instructions)
Part |
(a)
No. (c)
L (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(see instructions)
Part |
(a)
No. (c)
L (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(see instructions)
Part |
(a)
No. (c)
L (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(see instructions)
Part |
(a)
No. (c)
L (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
Part| (see instructions)

923453 02-01-10

19
15240118 808512 131912877

Schedule B (Form 9

90, 990-EZ, or 990-PF) (2009)

2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



Schedule B (Form 990, 990-EZ,

or 990-PF) (2009)

Page of of Part lll

Name of organization

NATIONAL TAY-SACHS & ALLIED DISEASES

ASSOCIATION,

INC.

Employer identification number

13-1912877

Part Il Exclusively religious, charitable, etc., individual contributions to section 501(c)(7), (8), or (10) organizations aggregating
more than $1,000 for the year. Complete columns (a) through (e) and the following line entry. For organizations completing

Part Ill, enter the total of exclusively religious, charitable, etc., contributions of

$1,000 or less for the year. (Enter this information once. See instructions.) B> $

(a) No.
g‘o[;ﬂl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
g‘o[;ﬂl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
g‘o[;ﬂl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
g‘o[;ﬂl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee

923454 02-01-10

15240118 80851
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OMB No. 1545-0047

Schedule D Supplemental Financial Statements 2009

(Form 990) P Complete if the organization answered "Yes," to Form 990,

Denartment of the T Part 1V, line 6,7, 8,9, 10, 11, or 12. Open to Public

Internal Revonue Servics. P> Attach to Form 990. p> See separate instructions. Inspection

Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

Part | 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 at end of year

Aggregate contributions to (during year)

Aggregate grants from (during year)

Aggregate value at end of year

a Hh ON

Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization’s exclusive legal control? D Yes D No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? e l:] Yes l:] No
I—Part Il I Conservation Easements. Complete if the organization answered "Yes" to Form 990, Part IV, line 7.

1 Purpose(s) of conservation easements held by the organization (check all that apply).

Preservation of land for public use (e.g., recreation or pleasure) 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.

Held at the End of the Tax Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure includedin(@) ... 2c
d Number of conservation easements included in (c) acquired after 8/17/06 . 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p>
4 Number of states where property subject to conservation easement is located P
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? D Yes D No
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year p>
7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year p> $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and Section 170(M@)B)IN? ... [Cves  [no
9 In Part X1V, 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.
Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

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

L

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

these items:
(i) Revenues included in Form 990, Part VIII, line 1. ... | )
(ii) Assets included in Form 990, Part X > $

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

a Revenues included in Form 990, Part VI, line 1 | )

b Assets included in Form 990, Part X > 3
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
932051
02-01-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule D (Form 990) 2009 ASSOCIATION, INC. 13-1912877 page2
[Part Il | 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 D Public exhibition d D Loan or exchange programs
b D Scholarly research e D 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 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? ... D Yes D No
Part IV | Escrow and Custodial Arrangements. Complete if organization answered "Yes" to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

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

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

Amount

Beginning balance 1c

Additions during the year 1d

Distributions during the year 1e

- 0 QO O

Ending balance 1f

2a Did the organization include an amount on Form 990, Part X, line 217 I:] Yes I:] No

b If "Yes," explain the arrangement in Part XIV.
I—Part \'/ I Endowment Funds. Complete if the organization answered "Yes" to Form 990, Part IV, line 10.

(a) Current year (b) Prior year (c) Two years back | (d) Three years back | (e) Four years back

1a Beginning of year balance

Contributions

Net investment earnings, gains, and losses

Grants or scholarships

® o 0O T

Other expenditures for facilities
and programs

-

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) unrelated organizations 3a(i)

(ii) related organizations . 3a(ii)

b If "Yes" to 3a(ii), are the related organizations listed as required on Schedule R? 3b

4 Describe in Part XIV the intended uses of the organization’s endowment funds.
]—Part VI |Investments - Land, Buildings, and Equipment. See Form 990, Part X, line 10.

Description of investment (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation

1a Land

b Buildings

¢ Leasehold improvements

d Equipment 35,683. 25,245. 10,438.

€ Other ...

,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,, > 10,438.
Schedule D (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule D (Form 990) 2009 ASSOCIATION, INC. 13-1912877 page3
[Part VII] Investments - Other Securities. See Form 990, Part X, line 12.

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

(c) Method of valuation:

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

Financial derivatives

Closely-held equity interests
Other

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

(c) Method of valuation:

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

Total. (Col (b) must equal Form 990, Part X, col (B) line 13.) p»
[Part IX] 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) lin€ 15.) ... >
[Part X | Other Liabilities. See Form 990, Part X, line 25.
1. (a) Description of liability (b) Amount
Federal income taxes
TRUSTEE OBLIGATION 29,885.

Total. (Column (b) must equal Form 990, Part X, col (B) line 25.) .. .. . > 29,885.
2. FIN 48 Footnote. In Part X1V, provide the text of the footnote to the organization’s financial statements that reports the organization’s liability for

uncertain tax positions under FIN 48.

090740 Schedule D (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule D (Form 990) 2009 ASSOCIATION, INC. 13-1912877 paged
[Part XI [Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 990, Part VIII, column (A), line 12) 1 892 P 679.

Total expenses (Form 990, Part IX, column (A), line 25) 807,981.

Excess or (deficit) for the year. Subtract line 2 from line 1 84,698.

Net unrealized gains (losses) on investments

Donated services and use of facilities

Investment expenses

Prior period adjustments

Other (Describe in Part XIV.) L

© ONOOGOP~ODN
O |N|jo |G|, [N

Total adjustments (net). Add lines 4 through 8 . 0.

10 Excess or (deficit) for the year per audited financial statements. Combinelines3and9 ..................... 10 84,698.
[Part X1l [Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenue, gains, and other support per audited financial statements 1 902,040.

2 Amounts included on line 1 but not on Form 990, Part VIIl, line 12:
Net unrealized gains on investments 2a

Donated services and use of facilities

Recoveries of prioryear grants .
Other (Describe in Part XIV.) 2d

Add lines 2a through 2d 2e 9 P 361.

® o 0 T O

3 Subtract line 2e from line 1 3 892,679.

4  Amounts included on Form 990, Part VIII, line 12, but not on line 1:
Investment expenses not included on Form 990, Part VI, line 7b 4a

Other (Describe in Part XIV.) 4b

¢ Add lines 4a and 4b 4c 0.

T o

5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part |, line 12.) . .. ... .. ... 5 892 ’ 679.
[Part XIlI] Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

1 Total expenses and losses per audited financial statements 1 817,342.

2 Amounts included on line 1 but not on Form 990, Part IX, line 25:
Donated services and use of facilities 2a 9,361.

Prior year adjustments 2b

Other losses 2c

Other (Describe in Part XIV.) 2d

Addlines 2athrough2d 2e 9,361.
3 807,981.

3 Subtract line 2e from line 1
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
Investment expenses not included on Form 990, Part VI, line 7b 4a

b Other (Describe in Part XIV.) 4b

c Addlinesdaanddb 4c 0.

5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part I, line 18.) ... 5 807,98 1.
[Part XIV] Supplemental Information

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

® o 0 T O

[V

Schedule D (Form 990) 2009
932054
02-01-10
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OMB No. 1545-0047

Schedule F Statement of Activities Outside the United States 2009

(Form 990) P> Complete if the organization answered "Yes" to Form 990,
Part IV, line 14b, 15, or 16. -
Department of the Treasury P> Attach to Form 990. P> See separate instructions. gg:géggn“b“c

Internal Revenue Service

Name of the organization Employer identification number

NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877
Part | General Information on Activities Outside the United States. Complete if the organization answered "Yes"
to Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or assistance, the
grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? . Yes D No

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

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

(a) Region (b) Number of | (c) Number of | (d) Activities conducted in region (e) If activity listed in (d) (f) Total
offices employees or (by type) (i.e., fundraising, is a program service, expenditures
in the region agents in program services, grants to describe specific type for region
region recipients located in the region) of service(s) in region

NORTH AMERICA 0 0 [GRANTS AWARDED RESEARCH 53,750,
EUROPE 0 0 [GRANTS AWARDED RESEARCH 22,500,
Totals . . . | 2 0 0 76,250,
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2009
932071

02-01-10

25

15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES

Schedule F (Form 990) 2009 ASSOCIATION, INC. 13-1912877 Page 2
Partll | Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 15, for any
recipient who received more than $5,000. Check this box if no one recipient received more than $5,000 | 2
Use Schedule F-1 (Form 990) if additional space is needed.
1 o (b) IRS code section _ (d) Purpose of (e) Amount (f) Manner of (g) Amount of (h) Description (i)_ Method of
(a) Name of organization . . (c) Region ) non-cash of non-cash \valuation (book, FMV,
and EIN (if applicable) grant of cash grant |cash disbursement| aggistance assistance appraisal, other)
EUROPE RESEARCH 22,500, 0.
NORTH AMERICA RESEARCH 27,500, 0.
NORTH AMERICA RESEARCH 0. 0.

2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt by
the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter | 2

3 Enter total number of other organizations OF ©NHHIES ...ttt ettt ettt ettt i e et eeieaias >

Schedule F (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES

Schedule F (Form 990) 2009 ASSOCIATION, INC. 13-1912877 Page 3
Partlll Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 16.
Use Schedule F-1 (Form 990) if additional space is needed.
) ) (c) Number of | (d) Amount of (e) Manner of (f) Amount of (g) Description of (h) Method of
(a) Type of grant or assistance (b) Region recipients cash grant cash disbursement non-cash non-cash assistance valuation
assistance (book, FMV,

appraisal, other)

Schedule F (Form 990) 2009

932073
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule F (Form 990) 2009 ASSOCIATION, INC. 13-1912877 pages
Part IV | Supplemental Information

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

ORGANIZATION HAS A GRANT POLICY WHICH APPLIES TO ALL GRANT RECIPIENTS.

932074 02-01-10 Schedule F (Form 990) 2009
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SCHEDULE | OMB No. 1545-0047

(Form 990) Grants and Other Assistance to Organizations,
Governments, and Individuals in the United States 2009

Department of the Treasury Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22. Open to Public
Internal Revenue Service > Attach to Form 990. Inspection
Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877
Part | General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and the selection
criteria used to award the grants or assistance? . Yes [ Ino
2 Describe in Part IV the organization’s procedures for monitoring the use of grant funds in the United States.

Part i Grants and Other Assistance to Governments and Organizations in the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 21, for any
recipient that received more than $5,000. Check this box if no one recipient received more than $5,000. Use Part IV and Schedule I-1 (Form 990) if additional space is needed ... P> |:|

(f) Method of

1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of (e) Amount of valuation (book (g) Description of (h) Purpose of grant
or government if applicable cash grant non-cash FMV appraisal’ non-cash assistance or assistance
assistance other)

AUBURN UNIVERSITY
381 MELL ST [LYSOSOMAL STORAGE DISEASE
AUBURN, AL 36849 63-6000724 54,179, 0. RESEARCH
MASSACHUSETTS GENERAL HOSPITAL
55 FRUIT ST [LYSOSOMAL STORAGE DISEASE
BOSTON, MA 02114 04-2697983 26,250, 0. RESEARCH
RESEARCH FOUNDATION OF ST UNIV OF
NY - 1400 WASHINGTON AVE - ALBANY, [LYSOSOMAL STORAGE DISEASE
NY 12222 14-1368361 11,250, 0. RESEARCH
NY UNIVERSITY SCHOOL OF MEDICINE
550 FIRST AVENUE [LYSOSOMAL STORAGE DISEASE
NEW YORK, NY 10016 13-5562309 30,155, 0. RESEARCH
WASHINGTON UNIVERSITY
660 S EUCLID AV [LYSOSOMAL STORAGE DISEASE
ST LOUIS, MO 63110 43-0653611 26,250, 0. RESEARCH

2  Enter total number of section 501(c)(3) and government organizations | 2 5.

3 Enter total number of other organizations 0.
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule | (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule | (Form 990) 2009 ASSOCIATION, INC. 13-1912877

Page 2
Part lll | Grants and Other Assistance to Individuals in the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 22.
Use Part IV and Schedule I-1 (Form 990) if additional space is needed.
(a) Type of grant or assistance (b) Number of (c) Amount of  |(d) Amount of non- (e) Method of valuation (f) Description of non-cash assistance

recipients cash grant cash assistance | (book, FMV, appraisal, other)

I Part IV I Supplemental Information. Complete this part to provide the information required in Part |, line 2, and any other additional information.

SCHEDULE I, PART I, LINE 2: GRANT APPLICATIONS ARE RIGOROUSLY REVIEWED BY

SCIENTIFIC EXPERTS TO

DETERMINE THE APPLICANT'S QUALIFICATIONS AS WELL AS THE APPLICABILITY OF

THE PROPOSAL TO THE ORGANIZATION'S EXEMPT PURPOSE. GRANTS ARE ULTIMATELY

AWARDED VIA BOARD OF DIRECTORS VOTE.

932102 02-02-10 30 Schedule | (Form 990) 2009



SCHEDULE O Supplemental Information to Form 990 T T

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

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

Internal Revenue Service P Attach to Form 990. Inspection

Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

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

SERVICES TO FAMILIES AND CHILDREN THAT ARE LIVING WITH THE DISEASES.

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

LEGISLATIVE ADVOCACY

EXPENSES $ 10598. INCLUDING GRANTS OF $ 0. REVENUE $ 0.

PREVENTION & QUALITY CONTROL: PROVIDE TECHNICAL ASSISTANCE TO GROUPS

WANTING TO PERFORM SCREENINGS & PUBLISH AND DISSEMINATE LISTS OF

INTERNATIONAL QUALITY CONTROL LABS AND CENTERS

EXPENSES $ 43250. INCLUDING GRANTS OF $ 43250. REVENUE $ 0.

FORM 990, PART VI, SECTION A, LINE 6: NTSAD IS A MEMBERSHIP ORGANIZATION.

FORM 990, PART VI, SECTION A, LINE 7A: NTSAD HAS MEMBERS WHO ELECT BOARD

OF DIRECTORS.

FORM 990, PART VI, SECTION A, LINE 7B: CERTAIN DECISIONS OF THE GOVERNING

BODY ARE SUBJECT TO APPROVAL OF THE MEMBERSHIP.

FORM 990, PART VI, SECTION B, LINE 11: A COPY OF THE FORM 990 IS PRESENTED

TO THE BOARD PRIOR TO ITS FILING

FORM 990, PART VI, SECTION B, LINE 15A: THE PROCESS OF DETERMINING

COMPENSATION OF THE EXECUTIVE DIRECTOR MUST BE IN ACCORDANCE WITH THE

EXECUTIVE COMPENSATION POLICY.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009
932211
02-03-10
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OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990

(Form 990) Complete to provide information for responses to specific questions on 2009
Form 990 or to provide any additional information. Open to Public
ﬁfgi';?‘;gj;’nszesgi,a;““y P> Attach to Form 990. Inspection
Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

FORM 990, PART VI, SECTION C, LINE 19: THE ORGANIZATION MAKES ITS

GOVERNING DOCUMENTS, CONFLICT OF INTEREST POLICY AND FINANCIAL STATEMENTS

AVAILABLE UPON REQUEST

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009
932211
02-03-10
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Form 8868 Application for Extension of Time To File an

(Rev. April 2009) Exem pt Organization Return OMB No. 1545-1709
Department of the Treasury

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

® |f you are filing for an Automatic 3-Month Extension, complete only Part | and check thisbox . | 2

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

Part | Automatic 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
Part | only

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.

Electronic Filing (e-file). Generally, you can electronically file Form 8868 if you want a 3-month automatic extension of time to file one of the returns
noted below (6 months for a corporation required to file Form 990-T). However, you cannot file Form 8868 electronically if (1) you want the additional
(not automatic) 3-month extension or (2) you file Forms 990-BL, 6069, or 8870, group returns, or a composite or consolidated Form 990-T. Instead,
you must submit the fully completed and signed page 2 (Part Il) of Form 8868. For more details on the electronic filing of this form, visit
www.irs.gov/efile and click on e-file for Charities & Nonprofits.

Type or Name of Exempt Organization Employer identification number
print NATIONAL TAY-SACHS & ALLIED DISEASES

ASSOCIATION, INC. 13-1912877
File by the

due date for | Number, street, and room or suite no. If a P.O. box, see instructions.

fingyour | 2001 BEACON ST, NO. 204

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

BRIGHTON, MA 02135-7772

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

Form 990 l:] Form 990-T (corporation) l:] Form 4720

Form 990-BL l:] Form 990-T (sec. 401(a) or 408(a) trust) l:] Form 5227
D Form 990-EZ D Form 990-T (trust other than above) D Form 6069
(1 Form 990-PF (1 Form 1041-A (1 Form 8870

THE ORGANIZATION
° Thebooksareinthecareof> 2001 BEACON ST, NO. 204 - BRIGHTON, MA 02135—7772

Telephone No.p> 617.277.4463 FAX No. p>
® |f the organization does not have an office or place of business in the United States, check thisbox .~ | 2 D
® |f this 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 P l:] . If it is for part of the group, check this box P> l:] and attach a list with the names and EINs of all members the extension will cover.

1 | request an automatic 3-month (6-months for a corporation required to file Form 990-T) extension of time until
FEBRUARY 15, 2011 , to file the exempt organization return for the organization named above. The extension
is for the organization’s return for:

| 2 [ calendar year or
» [X] tax year beginning JUL 1, 2009 Jandending JUN 30, 2010
2  |If this tax year is for less than 12 months, check reason: l:] Initial return l:] Final return l:] Change in accounting period

3a If this application is for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See instructions. 3a| $
b If this application is for Form 990-PF or 990-T, enter any refundable credits and estimated

tax payments made. Include any prior year overpayment allowed as a credit. 3b | $
¢ Balance Due. Subtract line 3b from line 3a. Include your payment with this form, or, if required,

deposit with FTD coupon or, if required, by using EFTPS (Electronic Federal Tax Payment System).

See instructions. 3c | $ N/A

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.

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

923831
05-26-09
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Caution: Forms printed from within Adobe Acrobat products may not meet IRS or state taxing agency
specifications. When using Acrobat 5.x products, uncheck the "Shrink oversized pages to paper size" and
uncheck the "Expand small pages to paper size" options, in the Adobe "Print" dialog. When using Acrobat
6.x and later products versions, select "None" in the "Page Scaling" selection box in the Adobe "Print" dialog.

STATE COPY



The Commonwealth of Massachusetts

Office Use Only: Fiscal Year

OFFICE OF THE ATTORNEY GENERAL

NON-PROFIT ORGANIZATIONS/PUBLIC CHARITIES DIVISION
ONE ASHBURTON PLACE

BOSTON, MASSACHUSETTS 02108

Form PC

Report for the Fiscal Period: 07/01/09 to 06 /30/10

Attorney General’s Account #: 026505

FederalID#: 13-1912877

When did the organization first engage in
charitable work in Massachusetts?

Has the organization applied for or been granted
IRS tax exempt status?

If yes, date of application OR date of
determination letter:

IRS Exemption under 501(c):

If exempt under 501(c), are contributions to the
organization tax deductible as charitable contributions?

Organization Data

Name: NATIONAL TAY-SACHS & ALLIED DISEASES ASSOCIATION,

10/01/57

Yes l:] No

10/01/59

3
l:] Yes No

(617) 727-2200, ext. 2101
www.mass.gov/ago/charities

Check all items attached
(if applicable)
Schedule A-1
Schedule A2
[_1 Schedule RO
|:] Probate Account
@ Copy of IRS Return
Audited Financial
Statements/Review
Filing Fee
D Amended Articles/
By-Laws

INC.

Mailing Address: 2001 BEACON ST, NO. 204

City: BRIGHTON

Phone Number: 617 .277.4463

Email:

Fax Number:

State: MA

zip: 02135-7772

617-277-0134

Website: WWW.NTSAD.ORG

In the table below, please enter the appropriate codes from the corresponding tables found in the instructions.

Enter up to 2 codes from Table 3 for your organization’s main purpose(s)

Category Code Category Code
County (Table 1) 13 Organization Purpose Code 1 45
Type of Organization (Table 2) 7 Organization Purpose Code 2 21
Please check box if final return prior to dissolution: D
Office Use Only: Payment Received
Form PC Page 1 of 14

02-11-10

1
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NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877

All questions must be completed in their entirety whether or not similar questions are answered in an attached federal form. See instructions
and definition section for guidance.

1. On what date was the organization created? 10/01/1957

2. Where was the organization created? MASSACHUSETTS

3. What is the form of organization? (check one)

Corporation Testamentary Trust D
Unincorporated Association D Inter Vivos Trust D
Other (please describe):
4. Was your organization related to any other organization(s) during the reporting year (see definition of "Related Organization")? If yes, please
complete the Schedule RO on pages 13 and 14. D Yes D No
5. Enter your summary of financial data:
Financial Data Amounts
A. | Contributions, gifts, grants, and similar amounts received 736,188.
B. | Gross support and revenue 892,605.
C.| Program services and similar amounts paid out 695,114.
D. | Fundraising expenses 50,570.
E. | Management and general expenses 62,297.
F. | Payments to affiliates
G.| Total expenses 807,981.
H. | Net assets or fund balances at the end of the year 509,023.
6. List the total compensation you provided to your five highest paid employees:
Name/Title Hrs/ Salary and Benefit Plans Other .
Week Other Income Compensation
SUSAN R KAHN
1. EXEC DIR 40 93,500. 1,050.
KIMBERLY KUBILUS
2. FAM SVCE COOR 40 42,010. 8,708.
DIANA PANGONIS
3. DEV MGR 18 33,904.
KATHRYN VELLUTI
4, ADM ASST 4 2,434,
INGRID MILLER
5.ADM ASST 4 4,554,

7. Was any compensation provided to any of the individuals listed in question 6 above which was not quantified in your response to 67 If yes, please

D Yes No

provide explanation (attach separate sheet).

Form PC
978002
02-25-10

15240118 808512 131912877

Page 2 of 14

Rev. 02/2010
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NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877
8. List the name, amount of compensation paid, and the nature of services rendered by each of the organization’s five highest paid
consultants providing professional services (e.g. attorneys, architects, accountants, management companies, investment
advisors, professional solicitors, professional fundraising counsel).

Name/Title Amount of Compensation Type(s) of Service
1. PR EDWIN KOLODNY 592.FACILITATOR
2. WALSH & CO 7,100.AUDIT SERVICES
3. ADELMAN ASSOCIATES 4,328 .PROJECT MANAGER
4. PAMELA BRACKEN 1,738 .BOOKKEEPER
5.[LIA COMPANY 635.GRAPHIC DESIGNER

9. Bank(s) in which the organization’s funds are deposited (include bank addresses and phone numbers):

Bank Address Phone Number
2000 BEACON ST BROOKLINE, MA

CITIZENS BANK 02135 617.264.4377
1924 BEACON ST BROOKLINE, MA

CITIBANK 02135 617.730.8767

10. What is the organization’s accounting method? D Cash Accrual

D Other (specify):

11. If organization’s mailing address is a P.O. Box, list the organization’s full street address:

Address:

City: State: ZIP Code:

12. Contact Person Name: SUSAN KAHN

Street Address: 2001 BEACON ST

city: BROOKLINE State: MA ZIP Code: 02135

Phone Number: 617 .277.4463

Form PC Page 3 of 14 Rev. 02/2010
978003
02-11-10
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NATIONAL TAY-SACHS & ALLIED DISEASES

ASSOCIATION, INC. 13-1912877
13. During the fiscal year reported here, did your organization solicit contributions or have funds
solicited on its behalf? D Yes No

14. At any time during the fiscal year following the year reported here, will your organization, or others
acting on its behalf, solicit contributions? D Yes No
If you answered yes to Question 13 or 14, you must complete Schedule A-1 and/or Schedule A-2 unless you are exempt from
the solicitation certificate requirement.

15. If you are claiming an exemption from the solicitation certificate requirement, please indicate by checking the box to the right
to identify which exemption applies to your organization.

a religious organization I:]
an organization which: (a) does not raise more than $5,000 during a calendar year OR does not receive contributions from

more than ten persons during a calendar year; AND (b) carries out all of its activities, including fundraising, through unpaid
volunteers. (The conditions at both (a) and (b) must be met for your organization to qualify for this exemption.) D

16. Attach a list of names, addresses (street and/or mailing), and telephone numbers of other offices/chapters/branches/affiliates.

17. Attach a list of names, titles, and addresses (street and/or mailing) of officers, directors, trustees, and the principal salaried executives
of organization.
STATEMENT 1
18. Attach a list of names, titles, and addresses (street and/or mailing) of any individual(s) authorized to sign checks, and any individual(s)
responsible for: custody of funds; distribution of funds; fundraising; and custody of financial records.
STATEMENT 2
19. Has this organization or any of its officers, directors, employees or fundraisers solicited funds in any D Yes No
other state?

If you attach list of states where solicitation was conducted, including registered agency, dates of registration, registration numbers, any
other names under which the organization was/is registered, and the dates and type (mail, telephone, door to door, special events, etc.) of
the solicitation conducted.

Form PC Page 4 of 14 Rev. 02/2010
978004
02-11-10

4
15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES ASS 13-1912877

FORM PC OFFICERS, DIRECTORS, TRUSTEES AND EXECUTIVES STATEMENT 1

NAME

TIM LORD

TITLE

PRESIDENT

ADDRESS

NAME

KEVIN ROMER

TITLE

EXECUTIVE VICE PRESIDENT

ADDRESS

NAME

NIKKI J. BORMAN

TITLE

FINANCIAL VICE PRESIDENT

ADDRESS

NAME

MARTHA KLEINMAN

TITLE

FUNDRASING VICE PRESIDENT

ADDRESS

5 STATEMENT(S) 1
15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES ASS 13-1912877

NAME

RISA ASNEN

TITLE

ANNUAL CONFERENCE VP

ADDRESS

NAME

STEWART ALTMAN

TITLE

CHAPTER RELATIONS VP

ADDRESS

NAME

JOHN GORDON

TITLE

DIRECTOR

ADDRESS

NAME

MERLE ADELMAN

TITLE

DIRECTOR

ADDRESS

15240118 808512 131912877

6 STATEMENT(S) 1
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NATIONAL TAY-SACHS & ALLIED DISEASES ASS

13-1912877

FORM PC PAGE 4 LINE 18 STATEMENT 2
NAME AREA OF RESPONSIBILITY

SUSAN R. KAHN RESPONSIBLE FOR CUSTODY OF FUNDS
ADDRESS

NAME AREA OF RESPONSIBILITY

SUSAN R. KAHN RESPONSIBLE FOR DISTRIBUTION OF FUNDS
ADDRESS

NAME AREA OF RESPONSIBILITY

SUSAN R. KAHN RESPONSIBLE FOR FUNDRAISING

ADDRESS

NAME AREA OF RESPONSIBILITY

SUSAN R. KAHN CUSTODY OF FINANCIAL RECORDS

ADDRESS

NAME AREA OF RESPONSIBILITY

SUSAN R. KAHN AUTHORIZED TO SIGN CHECKS

ADDRESS

NAME AREA OF RESPONSIBILITY

NIKKI J. BORMAN RESPONSIBLE FOR CUSTODY OF FUNDS
ADDRESS

15240118 808512 131912877

7 STATEMENT(S) 2
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NATIONAL TAY-SACHS & ALLIED DISEASES ASS 13-1912877

NAME

NIKKI J.

ADDRESS

BORMAN

NAME

NIKKI J.

ADDRESS

BORMAN

NAME

NIKKI J.

ADDRESS

BORMAN

NAME

NIKKI J.

ADDRESS

BORMAN

15240118 808512 131912877

AREA OF RESPONSIBILITY

RESPONSIBLE FOR DISTRIBUTION OF FUNDS

AREA OF RESPONSIBILITY

RESPONSIBLE FOR FUNDRAISING

AREA OF RESPONSIBILITY

CUSTODY OF FINANCIAL RECORDS

AREA OF RESPONSIBILITY

AUTHORIZED TO SIGN CHECKS

8 STATEMENT(S) 2
2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877

20. Has this organization or any of its officers, directors, or employees:
If yes, please attach an explanation.

(@) Been enjoined or otherwise prohibited by a government agency/court from operating

or soliciting contributions? l:] Yes No
(b) Ever been refused registration or had its registration or tax exemption denied, suspended,

modified or revoked by a governmental agency? D Yes No
(c) Been the subject of a proceeding regarding any solicitation or registration? D Yes No

(d) Entered into a voluntary agreement of compliance or consent judgment with any government
agency or in a case before a court or administrative agency? D Yes No

21. Have any restrictions been removed during the year from donor-restricted funds? l:] Yes No
If yes, please attach an explanation.

22. Have donor-restricted funds been loaned to unrestricted funds? D Yes No
If yes, please attach an explanation.

23. This question involves "Termination of Employment or Changes of Control Compensatory Arrangements" with certain "Related
Parties" (see instructions and definition sections). Report only if payments made or promised to any individual are in excess
of four months salary or $100,000, whichever dollar amount is less.

(@) Did you make actual payments or otherwise transfer value under such an arrangement to any individual described
in Related Party definition, sections (a) or (b), which payments are not reported in Question 6 or 7 above? D Yes No

(b) Do you have an agreement with any individual described in Related Party definition, sections (a) or (b), containing

such an agreement? D Yes No

If you answered yes for Question 23(a) or 23(b) above, please attach an explanation identifying the individual(s) involved, stating the
amount of any payments made or value transferred, and describing the terms of each agreement.

Form PC Page 5 of 14 Rev. 02/2010
978005
02-11-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877

24. This question applies to related party transactions, which include transactions with officers, directors, trustees, certain employees, relative,

and organizations they own or control. Please consult the instructions and definition sections for the definition of a "Related Party" and

"Indebtedness" before answering. Note that transactions involving related parties must be reported even when there is no accounting

recognition (e.g. in-kind gifts, waiver of interest not otherwise reported).

If the answer to any part of Question 24 is yes, attach a schedule stating the name and address of the related party, the nature of the
transaction, the value or the amounts involved in the transaction, and the procedure followed in authorizing the transaction.

During the year:

A. | Has your organization sold or transferred assets to or purchased assets from or exchanged assets with a

related party? D Yes No
B. | Has your organization leased assets to or leased assets from a related party? D Yes No
C. | Has your organization been indebted to a related party? D Yes No
D. | Has your organization allowed a related party to be indebted to it? D Yes No
E. | Has your organization made or held an investment in a related party? l:] Yes No
F. | Has your organization furnished goods, services, or facilities to a related party? D Yes No
G. | Has your organization acquired goods, services, or facilities from a related party who received compensation

or other value in return? l:] Yes No
H. | Has your organization paid or became obligated to pay wages, salary, or other compensation to a related party? D Yes No

Has your organization transferred income or assets to or for use by a related party? D Yes No
J. | Was your organization a party to any transaction in which any of its officers, directors, or trustees has a material

financial interest, or did any officer, director, or trustee receive anything of value not reported as compensation? l:] Yes No
K. | Has your organization invested in any corporate stock of a company in which any officer, director, or trustee owns

more than 10% of the outstanding shares? l:] Yes No
L. [Is any property of the organization held in the name of or commingled with the property of any other person

or organization? l:] Yes No
M. | Did your organization make a grant award or contribution to any other organization in which any of this organization’s

officers, directors, or trustees has a relationship? D Yes No

Form PC Page 6 of 14 Rev. 02/2010

978006
02-11-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877

Signature Required

Under penalty of perjury, | declare that the information furnished in this report, including all attachments, is true and
correct to the best of my knowledge.

Signature: Date:

Printed Name:

Titte: EXECUTIVE DIRECTOR

Name of Preparerr WALSH & CO.

Address 632A MAIN STREET

city WINCHESTER State MA zIP Code 01890

Phone Number ( 781) 721-0295

Form PC Page 7 of 14 Rev. 02/2010
978007
02-11-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877
Schedule A-1
Solicitation Activities During Fiscal Year Covered By This Report

List any names which will be used by the organization in connection with the solicitation of funds, other than the official name which appears on
page 1.

Types of solicitation activities in which you expect to engage (check all that apply):

Mass Mailing Via the Internet
Door-to-door L] Raffle, beano, bingo or gaming event L]
Entertainment event Sale of goods other than by telephone
Telemarketing without sale of goods or ads L] individual Mailings
Telemarketing with sale of goods I:] Corporate solicitations
Telemarketing with sale of ads I:] Grant Proposals
|:] Other (specify):
Identify the method or methods you expect to use for the fundraising (check all that apply):
Professional solicitor* I:] Own employees
Professional fundraising counsel* |:] Volunteers
Commercial co-venturer* L]
* Provide applicable names and addresses:
Professional Solicitor Name:
Address
City State ZIP Code
Professional Fundraising Counsel Name:
Address
City State ZIP Code
Commercial Co-Venturer Name:
Address
City State ZIP Code
QF%BTS PC - Schedule A-1 Page 8 of 14 Rev. 02/2010
02-11-10

12
15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES

ASSOCIATION, INC.

Schedule A-1 ctd.

13-1912877

Solicitation Activities During Fiscal Year Covered By This Report

Identify the individuals who will have final responsibility for the charity’s custody of contributions:

SUSAN R. KAHN
Name and Title: EXECUTIVE DIRECTOR

Address
City State ZIP Code
NIKKI J. BORMAN

Name and Title: FINANCIAL VP

Address

City State ZIP Code

Name and Title:

Address

City State ZIP Code
Identify the individuals who will have final responsibility for the charity’s distribution of contributions:

BOARD OF DIRECTORS

Name and Title:

Address

City State ZIP Code

Name and Title:

Address

City State ZIP Code

Name and Title:

Address

City State ZIP Code
57%%%19 PC - Schedule A-1 Page 9 of 14 Rev. 02/2010
02-11-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877
Schedule A-2
Solicitation Activities Planned for Fiscal Year Which Follows the Reporting Year

List any names which will be used by the organization in connection with the solicitation of funds, other than the official name which appears on
page 1.

Types of solicitation activities in which you expect to engage (check all that apply):

Mass Mailing Via the Internet
Door-to-door L] Raffle, beano, bingo or gaming event L]
Entertainment event Sale of goods other than by telephone
Telemarketing without sale of goods or ads L] individual Mailings
Telemarketing with sale of goods I:] Corporate solicitations
Telemarketing with sale of ads I:] Grant Proposals
|:] Other (specify):
Identify the method or methods you expect to use for the fundraising (check all that apply):
Professional solicitor* I:] Own employees
Professional fundraising counsel* |:] Volunteers
Commercial co-venturer* L]
* Provide applicable names and addresses:
Professional Solicitor Name:
Address
City State ZIP Code
Professional Fundraising Counsel Name:
Address
City State ZIP Code
Commercial Co-Venturer Name:
Address
City State ZIP Code
9F7%To PC - Schedule A-2 Page 10 of 14 Rev. 02/2010
02-11-10
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NATIONAL TAY-SACHS & ALLIED DISEASES

ASSOCIATION, INC.

Solicitation Activities Planned for Fiscal Year Which Follows the Reporting Year

Identify the individuals who will have final responsibility for the charity’s custody of contributions:

SUSAN R. KAHN
Name and Title: EXECUTIVE DIRECTOR

Schedule A-2 ctd.

13-1912877

Address

City

State

NIKKI J. BORMAN
Name and Title: FINANCIAL VP

ZIP Code

Address

City

State

Name and Title:

ZIP Code

Address

City

State

Identify the individuals who will have final responsibility for the charity’s distribution of contributions:

BOARD OF DIRECTORS

Name and Title:

ZIP Code

Address

City

State

Name and Title:

ZIP Code

Address

City

State

Name and Title:

ZIP Code

Address

City

State

Form PC - Schedule A-2
978011
02-11-10

ZIP Code

Page 11 of 14
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Certification by Organization
Two different signatures required. Signers must be organization president or other authorized officer or trustee.

Under penalty of perjury, we declare that the information furnished in this report, including all attachments, is true and correct to the best
of our knowledge.

Signature: Date:

Print Name:

Titte: EXECUTIVE DIRECTOR

Signature: Date:
Print Name:
Title:
Form PC Page 12 of 14 Rev. 02/2010
978012
02-11-10
16
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Schedule RO

1. Please read the instructions and definition of "Related Organization" carefully before completing this section. (f you have more than five Related
Organizations, please attach a list)

() liabilities

() liabilities

() liabilities

Name: Primary purpose or activity:

FYE A. Donor restricted funds B. 3rd party restricted funds | C. Unrestricted funds D. Total net assets
() liabilities () liabilities () liabilities (A+B+C)

Name: Primary purpose or activity:

FYE A. Donor restricted funds B. 3rd party restricted funds | C. Unrestricted funds D. Total net assets
() liabilities () liabilities () liabilities (A+B+C)

Name: Primary purpose or activity:

FYE A. Donor restricted funds B. 3rd party restricted funds | C. Unrestricted funds D. Total net assets
() liabilities () liabilities () liabilities (A+B+C)

Name: Primary purpose or activity:

FYE A. Donor restricted funds B. 3rd party restricted funds | C. Unrestricted funds D. Total net assets
() liabilities () liabilities () liabilities (A+B+C)

Name: Primary purpose or activity:

FYE A. Donor restricted funds B. 3rd party restricted funds | C. Unrestricted funds D. Total net assets

(A+B+C)

Form PC - Schedule RO
978013
02-11-10

15240118 808512 131912877

Page 13 of 14

17

Rev. 02/2010

2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281




Schedule RO ctd.

2. List the total compensation paid by your organization and/or any other related organization to your chief executive (e.g. executive director)
and to the four other current or former directors, trustees, officers, or employees within the system of related organizations identified at
question 1, above, receiving the highest aggregate compensation (see instructions). Use additional lines below to itemize by compensation

source.

Name: Title:

Income Source: Salary and Other Income: Benefits Plan: Other Compensation:
Name: Title:

Income Source: Salary and Other Income: Benefits Plan: Other Compensation:
Name: Title:

Income Source: Salary and Other Income: Benefits Plan: Other Compensation:
Name: Title:

Income Source: Salary and Other Income: Benefits Plan: Other Compensation:
Name: Title:

Income Source: Salary and Other Income: Benefits Plan: Other Compensation:

3. Is asset and/or compensation information for religious organizations and/or certain non-charitable entities related to

foundations excluded pursuant to instructions? D Yes No
9F7%BT4 PC - Schedule RO Page 14 of 14 Rev. 02/2010
02-11-10
18
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15240118 808512 131912877

. . OMB No. 1545-0047
ggo Return of Organization Exempt From Income Tax

Form Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung 2009

Department of the Treasury X X benefit trust or prlyate foundatl?n) X X Open to Public

Internal Revenue Service » The organization may have to use a copy of this return to satisfy state reporting requirements. Inspection

A For the 2009 calendar year, or tax year beginning JUL 1, 2009 andending JUN 30, 2010

B Check if

C Name of organization
applicable:

Please

fshees | oo ASSOCIATION, INC.

use RSINATIONAL TAY-SACHS & ALLIED DISEASES

D Employer identification number

chinge | ¥ | Doing Business As 13-1912877
ration See Number and street (or P.0. box if mail is not delivered to street address) |Room/suite | E Telephone number
[ ]Termin- heew|2001 BEACON ST 204 617.277.4463
ﬁeﬁﬂded tions. City or town, state or country, and ZIP + 4 G Gross receipts $ 892 , 679.
ﬁgr'?"_ca' BRIGHTON, MA 02135-7772 H(a) Is this a group return
pending F Name and address of principal officerrSUSAN R KAHN for affiliates? l:]Yes No

SAME AS C ABOVE

| Tax-exempt status: 501(c) ( 3 ) (insert no.) L] 4947(a)(1) or L_|s07

J Website: p» WWW.NTSAD .ORG

H(b) Are all affiliates included?_JYes [_]No
If "No," attach a list. (see instructions)
H(c) Group exemption number P>

K Form of organization: Corporation | | Trust | | Association [ | Otherp»

| L Year of formation: 195 7| m State of legal domicile: MA

[Part1] Summary

o | 1 Briefly describe the organization’s mission or most significant activities: TO DETECT, PREVENT AND RESEARCH
% TAY-SACHS AND ALLIED DISEASES. THE ORGANIZATION ALSO PROVIDES
g 2 Check this box P> |:] if the organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting members of the governing body (Part VI, line 1a) . 3 16
g 4 Number of independent voting members of the governing body (Part VI, line 1b) . ... . ... 4 16
g | 5 Total number of employees (Part V, line 2a) ... 5 5
£ | 6 Total number of volunteers (estimate if necessary) ... 6 16
E 7a Total gross unrelated business revenue from Part VIIl, column (C), line 12 . . ... 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 ..o 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, lineth) 687,479. 736,188.
2| 9 Program service revenue (Part Vill, ne2g) 161,081. 153,383.
3 | 10 Investment income (Part VI, column (A), lines 3,4,and 7d) ... 6,901. 3,108.
= 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9c, 10c,and 11e) . . . .
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12) ... 855,461. 892,679.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 484,938. 381,084.
14 Benefits paid to or for members (Part IX, column (A), line4)
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 196, 256. 214,569.
2 | 16a Professional fundraising fees (Part IX, column (A), line 11e) . ..
§ b Total fundraising expenses (Part IX, column (D), line 25) P> 50,570.
W 117 Other expenses (Part IX, column (A), lines 11a-11d, 11f24f) 201,606. 212,328.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line25) . ... .. .. 882,800. 807,981.
19 Revenue less expenses. Subtract line 18 fromline 12 ... <27 ’ 339.p 84 ’ 698.
a§ Beginning of Current Year End of Year
%é 20 Total assets (Part X, line 16) 498,788. 673,228.
<5| 21 Total liabilities (Part X, line 26) 74,463. 164,205.
§u§_ 22 Net assets or fund balances. Subtract line 21 from line 20 424,325, 509,023.

Y

art Il | Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is true, correct,
and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.

Sign }
Here Signature of officer Date
SUSAN R KAHN, EXECUTIVE DIRECTOR
Type or print name and title
Paig  |EPaErs e o et
Preparers signature 01/18/11|employed »

Use Onl ;iorur:::ifname(or WALSH & CO.
V| seemoioyea) 632A MAIN STREET

address, and

EIN D>

ZP+4 WINCHESTER, MA 01890 Phoneno. » (781) 721-0295
May the IRS discuss this return with the preparer shown above? (see instructions) ... Yes |:] No
932001 02-04-10  LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2009)

SEE SCHEDULE O FOR ORGANIZATION MISSMION STATEMENT CONTINUATION

2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 page2

[ Part lll | Statement of Program Service Accomplishments

1  Briefly describe the organization’s mission:

THE MISSION OF THE NATIONAL-TAY SACHS & ALLIED DISEASES ASSOCIATION IS

TO LEAD THE FIGHT TO TREAT AND CURE TAY-SACHS, CANAVAN AND RELATED

GENETIC DISEASES AND TO SUPPORT AFFECTED FAMILIES AND INDIVIDUALS IN

LEADING FULLER LIVES.

2  Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-€22 ... [ves [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? . DYes No
If "Yes," describe these changes on Schedule O.

4  Describe the exempt purpose achievements for each of the organization’s three largest program services by expenses.
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and

allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: ) (Expenses $ 374,802. including grants of $ 337,834. )Revenue$ )
RESEARCH: MAKES GRANTS TO SCIENTISTS THROUGH A REQUEST FOR PROPOSL

PROCESS. THESE GRANTS ARE FOR RESEARCH PROJECTS THAT INVOLVE BASIC

RESEARCH, TRANSLATIONAL STUDIES OR CLINICAL STUDIES IN THE AREAS OF

NEURODEGENERATIVE DISORDERS AFFECTING THE CENTRAL NERVOUS SYSTEM.

4b (Code: ) (Expenses $ 213,199. including grants of $ ) (Revenue $
FAMILY SERVICES: CO-ORDINATE PARENT PEER COUNSELING PROGRAMS FOR MORE

THAN 420 FAMILIES, REFERRALS AND ADVOCACY SERVICE, CRISIS INTERVENTION,

COUNSELING, & CONSULTATION TO HEALTH WORKERS.

4c (Code: ) (Expenses $ 53,265. including grants of $ ) (Revenue $ )
EDUCATION: PUBLISH AND DISSEMINATE EDUCATIONAL LITERATURE TO

PROFESSIONALS AND LAY PERSONS, RESPOND TO REQUESTS FOR INFORMATION,

PARTICIPATE IN CONFERENCES AND PROVIDE PUBLIC SPEAKERS.

4d Other program services. (Describe in Schedule O.)
(Expenses $ 53,848. including grants of $ 43,250. ) (Revenue $ )

4e__Total program service expenses P> $ 695,114.

Form 990 (2009)
932002
02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page3

[ Part IV | Checklist of Required Schedules

Yes [ No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If "Yes," complete SCheQUI® A | e 1 [ X
2 s the organization required to complete Schedule B, Schedule of Contributors? ... 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part| 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities? If "Yes," complete Schedule C, Part Il 4 X
5 Section 501(c)(4), 501(c)(5), and 501(c)(6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If "Yes," complete Schedule C, Part lll . . ... 5
6 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes," complete Schedule D, Part| | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Partif 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
Schedule D, Part Il 8 X
9 Did the organization report an amount in Part X, line 21; serve as a custodian for amounts not listed in Part X; or provide
credit counseling, debt management, credit repair, or debt negotiation services? If "Yes," complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in term, permanent, or quasi-endowments?
If "Yes," complete Schedule D, Part V. 10 X
11 Is the organization’s answer to any of the following questions "Yes"? If so, complete Schedule D, Parts VI, Vil, Vill, IX, or X
@S @PPIICADIE || e 1] X
® Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," complete Schedule D,
Part V.
® Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 16?2 If "Yes," complete Schedule D, Part V.
® Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 16?2 If "Yes," complete Schedule D, Part VIil.
® Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 16? If "Yes," complete Schedule D, Part IX.
® Did the organization report an amount for other liabilities in Part X, line 257 If "Yes," complete Schedule D, Part X.
® Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 487? If "Yes," complete Schedule D, Part X.
12 Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts X, Xil, and Xll. 12 X
12A Was the organization included in consolidated, independent audited financial statements for the tax year? Yes | No
If "Yes," completing Schedule D, Parts XI, Xll, and Xlll is optional . ... 12A X
13 Is the organization a school described in section 170(b)(1)(A)(i))? If "Yes," complete Schedule 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? =~ 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
and program service activities outside the United States? If "Yes," complete Scheadule F, Part! 14b | X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If "Yes, " complete Schedule F, Partil 15 | X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assistance to individuals
located outside the United States? If "Yes," complete Schedule F, Part lll - ... 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part! 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI, lines
1c and 8a? If "Yes," complete Schedule G, Part Il 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If "Yes,"
complete Schedule G, Part Ill . e 19 X
20 Did the organization operate one or more hospitals? If "Yes," complete Schedule H ... 20 X
Form 990 (2009)
932003
02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page4d

[ Part IV | Checklist of Required Schedules (continued)

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

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

24a Did the organization have a tax-exempt bond issue with an 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 toline 25 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

any tax-exempt BONAS? | 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during theyear? 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 | 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 | 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 Scheadule L, Part!l 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related to such an individual? If "Yes," complete
Schedule L, Part Il 27 X

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

a A current or former officer, director, trustee, or key employee? If "Yes," complete Scheaule L, Parttv. 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member) was
an officer, director, trustee, or direct or indirect owner? If "Yes," complete Scheaule L, Parttv.-..... 28¢c X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Scheaule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes," complete Schedule M 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
Schedule N, Part Il 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complete Schedule R, Part | ... 33 X
34 Was the organization related to any tax-exempt or taxable entity?
If "Yes," complete Schedule R, Parts Il, Ill, IV, and V, line 1. 34 X
35 Is any related organization a controlled entity within the meaning of section 512(b)(13)?
If "Yes," complete Schedule R, Part V, line 2. 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, line 2. 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, PartVI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and 19?
Note. All Form 990 filers are required to complete Schedule O. .. 38 [ X
Form 990 (2009)
932004
02-04-10
22

15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281



NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Pageb

[Part V| Statements Regarding Other IRS Filings and Tax Compliance

Yes [ No
1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U.S. Information Returns. Enter -0-if not applicable . ... ... 1a 3
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) WINNINGS 10 Prize WINNE S 1c
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 5
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2b X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this return. (see instructions)
8a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this retun? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No," provide an explanation in ScheaueoO 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 account)? 4a X
b If "Yes," enter the name of the foreign country: >
See the instructions for exceptions and filing requirements for Form TD F 90-22.1, Report of Foreign Bank and
Financial Accounts.
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
c If "Yes," to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Sheler TransaCtion? 5c
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible? 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were Not tax dedUCTi DI ? 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services
PrOVIdEd 10 tNE DAY O Y 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? 7b

¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
to file FOrm 82827 7c X

d If "Yes," indicate the number of Forms 8282 filed during the year

e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal

DeNel it oMt aCt ? 7e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . . 7f
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? . . . .. ... 79
h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? . 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings
atany time during the Year? e 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section 49667 . . . ... 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter:
a |Initiation fees and capital contributions included on Part VIIl, line 12 . 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facilites .. . 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem.) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued duringthevyear ... | 12b
Form 990 (2009)
932005
02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page6
Part VI | Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Section A. Governing Body and Management

Yes [ No
1a Enter the number of voting members of the governing body ... 1a 16
b Enter the number of voting members that are independent ... 1b 16
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key @mMPIOYEE? 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 prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a material diversion of the organization’s assets? 5 X
6 Does the organization have members or stockholders? 6 | X
7a Does the organization have members, stockholders, or other persons who may elect one or more members of the
QOVeINING DOGY 2 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 the year
by the following:
A The goVerning DOy ? e 8a | X
b Each committee with authority to act on behalf of the governing body? . . . . 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 mailing address? If "Yes, " provide the names and addresses in Schedule O ... ... 9 X

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

Yes [ No
10a Does the organization have local chapters, branches, or affiliates? . . ... ... ... 10a| X
b If "Yes," does the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with those of the organization? 10b | X
11 Has the organization provided a copy of this Form 990 to all members of its governing body before filing the form? 11 | X
11A Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Does the organization have a written conflict of interest policy? If "No," go to line13 12a | X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise
toconflicts? . 12| X
¢ Does the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
in Schedule O how thisis done 12¢ X
13  Does the organization have a written whistleblower policy? 13| X
14 Does the organization have a written document retention and destruction policy? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official ... 15a | X
b Other officers or key employees of the organization L 15b X
If "Yes" to line 15a or 15b, describe the process in Schedule O. (See instructions.)
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity dUring the Year? 16a X

b If "Yes," has the organization adopted a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization’s

exempt status with respect to sUCh arrangemMeNtS? . i 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed »>MA

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for
public inspection. Indicate how you make these available. Check all that apply.
Own website Another’s website D Upon request
19 Describe in Schedule O whether (and if so, how), the organization makes its governing documents, conflict of interest policy, and financial
statements available to the public.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: P>

THE ORGANIZATION - 617.277.4463

2001 BEACON ST, NO. 204, BRIGHTON, MA 02135-7772

Form 990 (2009)

932006
02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page?

Part VII| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

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

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax
year. Use Schedule J-2 if additional space is needed.

® | ist all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F) if no compensation was paid.

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

® 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.

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

® | st 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.

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

(A) (B) (C) (D) (E) (F)
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week g the organizations compensation
% % organization (W-2/1099-MISC) from the
§ ® g; (W-2/1099-MISC) organization
= g |2y and related
£|2 & § é—g % organizations
TIM LORD
PRESIDENT 2.50 X 0. 0. 0.
KEVIN ROMER
EXECUTIVE VICE PRESIDENT 2.50|X X 0. 0. 0.
NIKKI J BORMAN
FINANCE VICE PRESIDENT 2.50|X X 0. 0. 0.
JAYNE GERSHKOWITZ
EDUCATION VICE PRESIDENT 2.50|X X 0. 0. 0.
RISA ASNEN
ANNUAL CONFERENCE VICE P 2.50|X X 0. 0. 0.
STEWART ALTMAN
CHAPTER RELATIONS VICE P 2.50|X X 0. 0. 0.
BRADLEY CAMPBELL
IMMEDIATE PAST PRESIDENT 2.50|X 0. 0. 0.
MERLE ADELMAN
DIRECTOR 2.50|X 0. 0. 0.
JOHN GORDON
DIRECTOR 2.50|X 0. 0. 0.
MARTHA KLEINMAN
FUNDRAISING VICE PRESIDE 2.50|X X 0. 0. 0.
FRAN BERKWITS
DIRECTOR 2.50|X 0. 0. 0.
SHERRI EPSTEIN
DIRECTOR 2.50|X 0. 0. 0.
DESIREE HOPF
DIRECTOR 2.50|X 0. 0. 0.
MERYL KALLISH
DIRECTOR 2.50|X 0. 0. 0.
STACI KALLISH
DIRECTOR 2.50|X 0. 0. 0.
THOMAS SEYFRIED
DIRECTOR 2.50|X 0. 0. 0.
SUSAN KAHN
EXECUTIVE DIRECTOR 40.00 X 93,500. 0. 1,050.
932007 02-04-10 Form 990 (2009)
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NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page8
|Part Vi I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (B) (C) (D) (E) (F)
Name and title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week g the organizations compensation
= @ % organization (W-2/1099-MISC) from the
% g o g; (W-2/1099-MISC) organization
s |2 g |2y and related
=12z |5 (25|t organizations
212|858 |& 25| e

b TOMAl oo > 93,500. 0. 1,050.

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

compensation from the organization P> 0

Yes | No

3 Did the organization list any former officer, director or trustee, key employee, or highest compensated employee on

line 1a? If "Yes," complete Schedule J for such individual . 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization

and related organizations greater than $150,000? /f "Yes," complete Schedule J for such indiviQual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization for services rendered to

the organization? If "Yes," complete Schedule J forsuch person ... 5 X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. NONE

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

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

Form 990 (2009)
932008 02-04-10
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NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 Page9
[Part VIl [ Statement of Revenue
(A) (B) (© Revanue
Total revenue Related or Unrglated excluded from
exempt function business tax under
revenue revenue SE?E?Q? 5511 f
g,g 1 a Federated campaigns 1a 135.
gg b Membership dues 1b 10,535.
,,,'g ¢ Fundraising events 1c 137 ’ 687.
%E d Related organizations 1d
g‘g e Government grants (contributions) 1e
-S g f All other contributions, gifts, grants, and
é% similar amounts not included above 1f 587,831.
gg g Noncash contributions included in lines 1a-1f: $
OS| h Total.Addlinesta-1f ... ... » | 736,188.
Business Code
8 | 2a ANNUAL CONFERENCE 107,258, 107,258.
'gg b QUALITY CONTROL 43,950. 43,950.
ng ¢ SALES 2,175. 2,175.
o f All other program service revenue
g Total.Addlines2a2f .. ... ... ... .. » | 153,383.
3 Investment income (including dividends, interest, and
other similar amounts) > 3,034. 3,034.
4 Income from investment of tax-exempt bond proceeds P>
5  Royalties ... >
(i) Real (ii) Personal
6 a Gross Rents
b Less: rental expenses
¢ Rental income or (loss)
d Netrentalincomeor (I0ss) ... >
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory 74.
b Less: cost or other basis
and sales expenses
¢ Gain or (loss) 74 .
d Netgainor (I0SS) ... > 74. 74.
o 8 a Gross income from fundraising events (not
g including $ of
E contributions reported on line 1c). See
5 Part IV, line 18 a
E-:") b Less: direct expenses b
¢ Net income or (loss) from fundraising events  ............... »
9 a Gross income from gaming activities. See
Part IV, line 19 a
b Less: direct expenses b
¢ Net income or (loss) from gaming activities ................ »
10 a Gross sales of inventory, less returns
and allowances a
b Less: cost of goods sold b
¢ Net income or (loss) from sales of inventory ................. >
Miscellaneous Revenue Business Code
11 a
b
c
d All other revenue
e Total. Add lines 11a-11d >
12 Total revenue. See instructions. ... ... .. S 892,679.] 156,491. 0. 0.
050410 Form 990 (2009)
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 page10
[ Part IX | Statement of Functional Expenses

Section 501(c)(3) and 501(c)(4) organizations must complete all columns.
All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D).

Do not include amounts reported on lines 6b, (A) B) (C) D)
Total expenses Program service Management and Fundraising
7b, 8b, 9b, and 10b of Part VIIL. expenses general expenses expenses
1 Grants and other assistance to governments and
organizations in the U.S. See Part IV, line 21 381,084. 381,084.

2 Grants and other assistance to individuals in
the U.S. See Part IV, line 22
3 Grants and other assistance to governments,

organizations, and individuals outside the U.S.
See Part IV, lines 15 and 16
4 Benefits paid to or for members

5 Compensation of current officers, directors,

trustees, and key employees 94,550. 61,693. 15,959. 16,898.

6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)

7 Othersalariesandwages . . 87,606. 56,944. 14,893. 15,769.
8 Pension plan contributions (include section 401(k)
and section 403(b) employer contributions) 822. 719. 50. 53.
9  Other employee benefits ... 7,886. 6,892. 483. 511.
10 Payrolltaxes ... 23,705. 15,408. 4,030. 4,267.
11  Fees for services (non-employees):
a Management .
b Legal
¢ Accounting ... 8,875. 8,875.
d Lobbying .
e Professional fundraising services. See Part IV, line 17
f Investment managementfees
9 Other 1,812. 12. 1,800.
12 Advertising and promotion
13 Office expenses ... 46,773. 35,477. 2,463. 8,833.
14 Information technology .. ... .. 3,850. 3,850.
15 Royalties .
16 OCCUPANGY ... . ... 19,881. 16,302. 1,591. 1,988.
17  Travel 13,893. 12,169. 1,445. 279.

18 Payments of travel or entertainment expenses
for any federal, state, or local public officials

19 Conferences, conventions, and meetings 103, 945. 103,945.

20 Interest

21 Paymentsto affiiates .

22 Depreciation, depletion, and amortization 1,980. 176. 1,804.

23 Insurance

24 Other expenses. ltemize expenses not covered
above. (Expenses grouped together and labeled
miscellaneous may not exceed 5% of total
expenses shown on line 25 below.)

a SCHOLARSHIP AWARDS 4,000. 4,000.

b BANK SERVICE CHARGES 3,353. 70. 3,283.

¢ INSURANCE 2,376. 399. 1,896. 81.

d LICENSE & FEES 985. 985.

e DUES & SUBSCRIPTIONS 299. 299.

f All other expenses 306. 219. 87.
25  Total functional expenses. Add lines 1 through 24f 807,981. 695,114. 62,297. 50,570.

26 Joint costs. Check here p» L Tif 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

932010 02-04-10 Form 990 (2009)
28

15240118 808512 131912877 2009.05020 NATIONAL TAY-SACHS & ALLIED 13191281




NATIONAL TAY-SACHS & ALLIED DISEASES

Form 990 (2009) ASSOCIATION, INC. 13-1912877 page i
[ Part X [ Balance Sheet
(A) (B)
Beginning of year End of year
1 Cash-noninterestbearing 1
2 Savings and temporary cash investments ... 485,502.] » 658,315.
3 Pledges and grants receivable, net 3
4 Accountsreceivable,net 2,550.] 4 2,500.
5 Receivables from current and former officers, directors, trustees, key
employees, and highest compensated employees. Complete Part Il
of Schedule L 5
6 Receivables from other disqualified persons (as defined under section
4958(f)(1)) and persons described in section 4958(c)(3)(B). Complete
Partllof Schedule L 6
& | 7 Notes and loans receivable, net 7
@ | 8 Inventories forsale oruse ... 8
< | 9 Prepaid expenses and deferred charges 4,333.] o 1,072.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of ScheduleD . 10a 35,683.
b Less: accumulated depreciation . 10b 25,245. 4,460.] 10c 10,438.
11 Investments - publicly traded securities 1,043.] 11 3.
12 Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, line 11 13
14 Intangible assets . ... 14
15 Otherassets. See Part IV, line 11 900.| 15 900.
16 Total assets. Add lines 1 through 15 (mustequalline34) ... 498 ’ 788.| 16 673 ’ 228.
17 Accounts payable and accrued expenses ... 32,176.] 17 134,320.
18  Grantspayable ... 18
19 Deferredrevenue 19
20 Tax-exempt bond liabilities 20
@ |21 Escrow or custodial account liability. Complete Part IV of Schedule D 21
£ |22 Payables to current and former officers, directors, trustees, key employees,
ﬁ highest compensated employees, and disqualified persons. Complete Part ||
- of ScheduleL 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties . 24
25 Other liabilities. Complete Part X of ScheduleD 42,287.| 25 29,885.
26 Total liabilities. Add lines 17 through 25 ... ... ... ... ... .. ... 74,463.] 26 164,205.
Organizations that follow SFAS 117, check here P> and complete
8 lines 27 through 29, and lines 33 and 34.
S |27 Umestrotednetassets 19,360.| o7 82,219.
T |28 Temporariy restricted netassets .. 404,965.] 28 426,804.
T |29 Permanently restricted netassets ... 29
Z Organizations that do not follow SFAS 117, check here P> D and
5 complete lines 30 through 34.
% 30 Capital stock or trust principal, or currentfunds . 30
§ 31 Paid-in or capital surplus, or land, building, or equipment fund 31
% |32 Retained earnings, endowment, accumulated income, or other funds 32
Z |33 Totalnetassets or fund balances ... 424,325. 33 509,023.
34  Total liabilities and net assets/fund balances ... 498 ’ 788 .| 34 673 ’ 228.
Form 990 (2009)
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NATIONAL TAY-SACHS & ALLIED DISEASES
Form 990 (2009) ASSOCIATION, INC. 13-1912877 page12
[ Part XI| Financial Statements and Reporting

Yes | No
1 Accounting method used to prepare the Form 990: D Cash Accrual D Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a X
b Were the organization’s financial statements audited by an independent accountant? 2| X
c If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2c X

If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
d If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were issued on a
consolidated basis, separate basis, or both:
Separate basis D Consolidated basis D Both consolidated and separate basis
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Circular A-133? 3a X

b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit

or audits, explain why in Schedule O and describe any steps taken to undergosuchaudits. ............................................ 3b
Form 990 (2009)

932012 02-04-10
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SCHEDULE A OMB No. 1545-0047

(Form 990 or 990-E2Z)

Public Charity Status and Public Support w

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

Department of the Treasury 4947(a)(1) nonexempt charitable trust. Open to Public

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

Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

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

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

1

[]
[]

A WODN

0 B0

10
11

N

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 hospital’'s name,
city, and state:

An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)(1)(A)(iv). (Complete Part I1.)

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 I1.)

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

An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part Ill.)

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 l:] Type | b l:] Type ll c l:] Type Il - Functionally integrated d l:] Type Il - Other

By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2).

f If the organization received a written determination from the IRS that it is a Type |, Type Il, or Type llI
supporting organization, check this box [
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 (ii) and (iii) below, Yes [ No
the governing body of the supported organization? . 119(i)
(ii) A family member of a person described in (i) above? 11g(ii)
(i) A 35% controlled entity of a person described in (i) or (i) above? 11g(iii)
h Provide the following information about the supported organization(s).
(yName of supported | (i) EIN drganion V)1 the organizaton) (v Did you oty the o (WU, o | i Amountof
organization (described on lines 1-9 A yot;r organization in CO;? (i) organized in the support
above or IRC section governing document?| (i) of your support? US.?
(see instructions)) Yes No Yes No Yes No
Total
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2009
Form 990 or 990-EZ.
932021 02-08-10
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Schedule A (Form 990 or 990-E7) 2009 ASSOCIATION,

NATIONAL TAY-SACHS & ALLIED DISEASES

INC.

13-1912877 Page 2

Part ll| Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part I.)

Section A. Public Support

Ca
1

6

lendar year (or fiscal year beginning in)p»>
Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.”)
Tax revenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf
The value of services or facilities
furnished by a governmental unit to
the organization without charge
Total. Add lines 1 through 3
The portion of total contributions
by each person (other than a
governmental unit or publicly
supported organization) included
on line 1 that exceeds 2% of the
amount shown on line 11,

column (f)

Public support. Subtract line 5 from line 4.

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(f) Total

421,2009.

479,108.

690,946.

687,479.

736,188.

3,014,930,

421,2009.

479,108.

690,946.

687,479.

736,188.

3,014,930,

358,375.

2,656,555,

Section B. Total Support

Ca
7
8

10

11
12
13

lendar year (or fiscal year beginning in)p»>
Amounts fromlined4
Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources
Net income from unrelated business
activities, whether or not the
business is regularly carried on
Other income. Do not include gain
or loss from the sale of capital
assets (ExplaininPart IV.))
Total support. Add lines 7 through 10

Gross receipts from related activities, etc. (see instructions)

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(f) Total

421,2009.

479,108.

690,946.

687,479.

736,188.

3,014,930,

11,692.

12,199.

14,381.

6,901.

3,108.

48,281.

3,063,211,

12 |

494,483.

First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here

Section C. Computation of Public Support Percentage

14 Public support percentage for 2009 (line 6, column (f) divided by line 11, column (f))
15 Public support percentage from 2008 Schedule A, Part Il line 14

14

86.72 o

15

84.19 o

16a 33 1/3% support test - 2009.If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization

b 33 1/3% support test - 2008.If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box

and stop here. The organization qualifies as a publicly supported organization

17a 10% -facts-and-circumstances test - 2009.If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,

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

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

b 10% -facts-and-circumstances test - 2008.If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or

more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the
organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization

932022
02-08-10
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Schedule A (Form 990 or 990-EZ) 2009 Page 3
[ Part lll [ Support Schedule for Organizations Described in Section 509(a)(2) (Complete only if you checked the box on line 9 of Part 1.)

Section A. Public Support
Calendar year (or fiscal year beginning in)p»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

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

3 Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513

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

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

6 Total. Add lines 1 through 5

7a Amounts included on lines 1, 2, and

3 received from disqualified persons
b Amounts included on lines 2 and 3 received
from other than disqualified persons that
exceed the greater of $5,000 or 1% of the
amount on line 13 for the year
cAddlines7aand7b
8 Public support subiract ine 7¢ from line 6.)
Section B. Total Support
Calendar year (or fiscal year beginning in)p»> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
9 Amounts fromline6
10a Gross income from interest,
dividends, payments received on

securities loans, rents, royalties
and income from similar sources

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

¢ Add lines 10a and 10b

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

12 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part IV.)) .-

13 Total support (add lines 9, 10c, 11, and 12.)

14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

Check this bOX and STOP NEIe ... ... e | 2 D
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column (f)) ... 15 %
16 Public support percentage from 2008 Schedule A, Part I, line 15 ... ... 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column (f)) . 17 %
18 Investment income percentage from 2008 Schedule A, Part lll, line17 18 %

19a 33 1/3% support tests - 2009. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not
more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organizaton . .

b 33 1/3% support tests - 2008. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box andstop here. The organization qualifies as a publicly supported organization

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions .......................
Schedule A (Form 990 or 990-EZ) 2009
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OMB No. 1545-0047

Schedule D Supplemental Financial Statements 2009

(Form 990) P Complete if the organization answered "Yes," to Form 990,

Denartment of the T Part 1V, line 6,7, 8,9, 10, 11, or 12. Open to Public

Internal Revonue Servics. P> Attach to Form 990. p> See separate instructions. Inspection

Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

Part | 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 at end of year

Aggregate contributions to (during year)

Aggregate grants from (during year)

Aggregate value at end of year

a Hh ON

Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization’s exclusive legal control? D Yes D No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? e l:] Yes l:] No
I—Part Il I Conservation Easements. Complete if the organization answered "Yes" to Form 990, Part IV, line 7.

1 Purpose(s) of conservation easements held by the organization (check all that apply).

Preservation of land for public use (e.g., recreation or pleasure) 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.

Held at the End of the Tax Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure includedin(@) ... 2c
d Number of conservation easements included in (c) acquired after 8/17/06 . 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p>
4 Number of states where property subject to conservation easement is located P
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? D Yes D No
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year p>
7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year p> $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and Section 170(M@)B)IN? ... [Cves  [no
9 In Part X1V, 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.
Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

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

L

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

these items:
(i) Revenues included in Form 990, Part VIII, line 1. ... | )
(ii) Assets included in Form 990, Part X > $

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

a Revenues included in Form 990, Part VI, line 1 | )

b Assets included in Form 990, Part X > 3
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
932051
02-01-10
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule D (Form 990) 2009 ASSOCIATION, INC. 13-1912877 page2
[Part Il | 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 D Public exhibition d D Loan or exchange programs
b D Scholarly research e D 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 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? ... D Yes D No
Part IV | Escrow and Custodial Arrangements. Complete if organization answered "Yes" to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

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

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

Amount

Beginning balance 1c

Additions during the year 1d

Distributions during the year 1e

- 0 QO O

Ending balance 1f

2a Did the organization include an amount on Form 990, Part X, line 217 I:] Yes I:] No

b If "Yes," explain the arrangement in Part XIV.
I—Part \'/ I Endowment Funds. Complete if the organization answered "Yes" to Form 990, Part IV, line 10.

(a) Current year (b) Prior year (c) Two years back | (d) Three years back | (e) Four years back

1a Beginning of year balance

Contributions

Net investment earnings, gains, and losses

Grants or scholarships

® o 0O T

Other expenditures for facilities
and programs

-

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) unrelated organizations 3a(i)

(ii) related organizations . 3a(ii)

b If "Yes" to 3a(ii), are the related organizations listed as required on Schedule R? 3b

4 Describe in Part XIV the intended uses of the organization’s endowment funds.
]—Part VI |Investments - Land, Buildings, and Equipment. See Form 990, Part X, line 10.

Description of investment (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation

1a Land

b Buildings

¢ Leasehold improvements

d Equipment 35,683. 25,245. 10,438.

€ Other ...

,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,, > 10,438.
Schedule D (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule D (Form 990) 2009 ASSOCIATION, INC. 13-1912877 page3
[Part VII] Investments - Other Securities. See Form 990, Part X, line 12.

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

(c) Method of valuation:

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

Financial derivatives

Closely-held equity interests
Other

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

(c) Method of valuation:

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

Total. (Col (b) must equal Form 990, Part X, col (B) line 13.) p»
[Part IX] 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) lin€ 15.) ... >
[Part X | Other Liabilities. See Form 990, Part X, line 25.
1. (a) Description of liability (b) Amount
Federal income taxes
TRUSTEE OBLIGATION 29,885.

Total. (Column (b) must equal Form 990, Part X, col (B) line 25.) .. .. . > 29,885.
2. FIN 48 Footnote. In Part X1V, provide the text of the footnote to the organization’s financial statements that reports the organization’s liability for

uncertain tax positions under FIN 48.

090740 Schedule D (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule D (Form 990) 2009 ASSOCIATION, INC. 13-1912877 paged
[Part XI [Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 990, Part VIII, column (A), line 12) 1 892 P 679.

Total expenses (Form 990, Part IX, column (A), line 25) 807,981.

Excess or (deficit) for the year. Subtract line 2 from line 1 84,698.

Net unrealized gains (losses) on investments

Donated services and use of facilities

Investment expenses

Prior period adjustments

Other (Describe in Part XIV.) L

© ONOOGOP~ODN
O |N|jo |G|, [N

Total adjustments (net). Add lines 4 through 8 . 0.

10 Excess or (deficit) for the year per audited financial statements. Combinelines3and9 ..................... 10 84,698.
[Part X1l [Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenue, gains, and other support per audited financial statements 1 902,040.

2 Amounts included on line 1 but not on Form 990, Part VIIl, line 12:
Net unrealized gains on investments 2a

Donated services and use of facilities

Recoveries of prioryear grants .
Other (Describe in Part XIV.) 2d

Add lines 2a through 2d 2e 9 P 361.

® o 0 T O

3 Subtract line 2e from line 1 3 892,679.

4  Amounts included on Form 990, Part VIII, line 12, but not on line 1:
Investment expenses not included on Form 990, Part VI, line 7b 4a

Other (Describe in Part XIV.) 4b

¢ Add lines 4a and 4b 4c 0.

T o

5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part |, line 12.) . .. ... .. ... 5 892 ’ 679.
[Part XIlI] Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

1 Total expenses and losses per audited financial statements 1 817,342.

2 Amounts included on line 1 but not on Form 990, Part IX, line 25:
Donated services and use of facilities 2a 9,361.

Prior year adjustments 2b

Other losses 2c

Other (Describe in Part XIV.) 2d

Addlines 2athrough2d 2e 9,361.
3 807,981.

3 Subtract line 2e from line 1
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
Investment expenses not included on Form 990, Part VI, line 7b 4a

b Other (Describe in Part XIV.) 4b

c Addlinesdaanddb 4c 0.

5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part I, line 18.) ... 5 807,98 1.
[Part XIV] Supplemental Information

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

® o 0 T O

[V

Schedule D (Form 990) 2009
932054
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OMB No. 1545-0047

Schedule F Statement of Activities Outside the United States 2009

(Form 990) P> Complete if the organization answered "Yes" to Form 990,
Part IV, line 14b, 15, or 16. -
Department of the Treasury P> Attach to Form 990. P> See separate instructions. gg:géggn“b“c

Internal Revenue Service

Name of the organization Employer identification number

NATIONAL TAY-SACHS & ALLIED DISEASES
ASSOCIATION, INC. 13-1912877
Part | General Information on Activities Outside the United States. Complete if the organization answered "Yes"
to Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or assistance, the
grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? . Yes D No

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

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

(a) Region (b) Number of | (c) Number of | (d) Activities conducted in region (e) If activity listed in (d) (f) Total
offices employees or (by type) (i.e., fundraising, is a program service, expenditures
in the region agents in program services, grants to describe specific type for region
region recipients located in the region) of service(s) in region

NORTH AMERICA 0 0 [GRANTS AWARDED RESEARCH 53,750,
EUROPE 0 0 [GRANTS AWARDED RESEARCH 22,500,
Totals . . . | 2 0 0 76,250,
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2009
932071

02-01-10
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NATIONAL TAY-SACHS & ALLIED DISEASES

Schedule F (Form 990) 2009 ASSOCIATION, INC. 13-1912877 Page 2
Partll | Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 15, for any
recipient who received more than $5,000. Check this box if no one recipient received more than $5,000 | 2
Use Schedule F-1 (Form 990) if additional space is needed.
1 o (b) IRS code section _ (d) Purpose of (e) Amount (f) Manner of (g) Amount of (h) Description (i)_ Method of
(a) Name of organization . . (c) Region ) non-cash of non-cash \valuation (book, FMV,
and EIN (if applicable) grant of cash grant |cash disbursement| aggistance assistance appraisal, other)
EUROPE RESEARCH 22,500, 0.
NORTH AMERICA RESEARCH 27,500, 0.
NORTH AMERICA RESEARCH 0. 0.

2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt by
the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter | 2

3 Enter total number of other organizations OF ©NHHIES ...ttt ettt ettt ettt i e et eeieaias >

Schedule F (Form 990) 2009

932072
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NATIONAL TAY-SACHS & ALLIED DISEASES

Schedule F (Form 990) 2009 ASSOCIATION, INC. 13-1912877 Page 3
Partlll Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 16.
Use Schedule F-1 (Form 990) if additional space is needed.
) ) (c) Number of | (d) Amount of (e) Manner of (f) Amount of (g) Description of (h) Method of
(a) Type of grant or assistance (b) Region recipients cash grant cash disbursement non-cash non-cash assistance valuation
assistance (book, FMV,

appraisal, other)

Schedule F (Form 990) 2009

932073
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule F (Form 990) 2009 ASSOCIATION, INC. 13-1912877 pages
Part IV | Supplemental Information

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

ORGANIZATION HAS A GRANT POLICY WHICH APPLIES TO ALL GRANT RECIPIENTS.

932074 02-01-10 Schedule F (Form 990) 2009
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SCHEDULE | OMB No. 1545-0047

(Form 990) Grants and Other Assistance to Organizations,
Governments, and Individuals in the United States 2009

Department of the Treasury Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22. Open to Public
Internal Revenue Service > Attach to Form 990. Inspection
Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877
Part | General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and the selection
criteria used to award the grants or assistance? . Yes [ Ino
2 Describe in Part IV the organization’s procedures for monitoring the use of grant funds in the United States.

Part i Grants and Other Assistance to Governments and Organizations in the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 21, for any
recipient that received more than $5,000. Check this box if no one recipient received more than $5,000. Use Part IV and Schedule I-1 (Form 990) if additional space is needed ... P> |:|

(f) Method of

1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of (e) Amount of valuation (book (g) Description of (h) Purpose of grant
or government if applicable cash grant non-cash FMV appraisal’ non-cash assistance or assistance
assistance other)

AUBURN UNIVERSITY
381 MELL ST [LYSOSOMAL STORAGE DISEASE
AUBURN, AL 36849 63-6000724 54,179, 0. RESEARCH
MASSACHUSETTS GENERAL HOSPITAL
55 FRUIT ST [LYSOSOMAL STORAGE DISEASE
BOSTON, MA 02114 04-2697983 26,250, 0. RESEARCH
RESEARCH FOUNDATION OF ST UNIV OF
NY - 1400 WASHINGTON AVE - ALBANY, [LYSOSOMAL STORAGE DISEASE
NY 12222 14-1368361 11,250, 0. RESEARCH
NY UNIVERSITY SCHOOL OF MEDICINE
550 FIRST AVENUE [LYSOSOMAL STORAGE DISEASE
NEW YORK, NY 10016 13-5562309 30,155, 0. RESEARCH
WASHINGTON UNIVERSITY
660 S EUCLID AV [LYSOSOMAL STORAGE DISEASE
ST LOUIS, MO 63110 43-0653611 26,250, 0. RESEARCH

2  Enter total number of section 501(c)(3) and government organizations | 2 5.

3 Enter total number of other organizations 0.
LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule | (Form 990) 2009
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NATIONAL TAY-SACHS & ALLIED DISEASES
Schedule | (Form 990) 2009 ASSOCIATION, INC. 13-1912877

Page 2
Part lll | Grants and Other Assistance to Individuals in the United States. Complete if the organization answered "Yes" to Form 990, Part IV, line 22.
Use Part IV and Schedule I-1 (Form 990) if additional space is needed.
(a) Type of grant or assistance (b) Number of (c) Amount of  |(d) Amount of non- (e) Method of valuation (f) Description of non-cash assistance

recipients cash grant cash assistance | (book, FMV, appraisal, other)

I Part IV I Supplemental Information. Complete this part to provide the information required in Part |, line 2, and any other additional information.

SCHEDULE I, PART I, LINE 2: GRANT APPLICATIONS ARE RIGOROUSLY REVIEWED BY

SCIENTIFIC EXPERTS TO

DETERMINE THE APPLICANT'S QUALIFICATIONS AS WELL AS THE APPLICABILITY OF

THE PROPOSAL TO THE ORGANIZATION'S EXEMPT PURPOSE. GRANTS ARE ULTIMATELY

AWARDED VIA BOARD OF DIRECTORS VOTE.

932102 02-02-10 43 Schedule | (Form 990) 2009



SCHEDULE O Supplemental Information to Form 990 T T

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

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

Internal Revenue Service P Attach to Form 990. Inspection

Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

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

SERVICES TO FAMILIES AND CHILDREN THAT ARE LIVING WITH THE DISEASES.

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

LEGISLATIVE ADVOCACY

EXPENSES $ 10598. INCLUDING GRANTS OF $ 0. REVENUE $ 0.

PREVENTION & QUALITY CONTROL: PROVIDE TECHNICAL ASSISTANCE TO GROUPS

WANTING TO PERFORM SCREENINGS & PUBLISH AND DISSEMINATE LISTS OF

INTERNATIONAL QUALITY CONTROL LABS AND CENTERS

EXPENSES $ 43250. INCLUDING GRANTS OF $ 43250. REVENUE $ 0.

FORM 990, PART VI, SECTION A, LINE 6: NTSAD IS A MEMBERSHIP ORGANIZATION.

FORM 990, PART VI, SECTION A, LINE 7A: NTSAD HAS MEMBERS WHO ELECT BOARD

OF DIRECTORS.

FORM 990, PART VI, SECTION A, LINE 7B: CERTAIN DECISIONS OF THE GOVERNING

BODY ARE SUBJECT TO APPROVAL OF THE MEMBERSHIP.

FORM 990, PART VI, SECTION B, LINE 11: A COPY OF THE FORM 990 IS PRESENTED

TO THE BOARD PRIOR TO ITS FILING

FORM 990, PART VI, SECTION B, LINE 15A: THE PROCESS OF DETERMINING

COMPENSATION OF THE EXECUTIVE DIRECTOR MUST BE IN ACCORDANCE WITH THE

EXECUTIVE COMPENSATION POLICY.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009
932211
02-03-10
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OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990

(Form 990) Complete to provide information for responses to specific questions on 2009
Form 990 or to provide any additional information. Open to Public
ﬁfgi';?‘;gj;’nszesgi,a;““y P> Attach to Form 990. Inspection
Name of the organization NATIONAL TAY-SACHS & ALLIED DISEASES Employer identification number
ASSOCIATION, INC. 13-1912877

FORM 990, PART VI, SECTION C, LINE 19: THE ORGANIZATION MAKES ITS

GOVERNING DOCUMENTS, CONFLICT OF INTEREST POLICY AND FINANCIAL STATEMENTS

AVAILABLE UPON REQUEST

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009
932211
02-03-10
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