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PUBLIC DISCLOSURECOPY **

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

P Do not enter Socla) Security numbers an this form as it may be made publlc

OMB No, 1545 0047

2013

A For the 2013 calendar year, or tax year beginning FBB 1, 2013 and ending JAN 3 1 2 014
B Checkll C Name of organization D Employer Identification number
applicable:
fdes* | AMYOTROPHIC LATERAL SCLEROSIS ASSN.
Dhenge Dolng Business As__ THE ALS ASSOCIATION 13-3271855
fokion Number and street {or P.0. box If mall is not delivered to sireet address) Room/sulte | B Telephone number
[__{rpupta- 1275 K. STREET NW 250 202-407-8580
JRen®dE - olty or town, state or province, country, and ZIP or forelgn postal code G Grossrecelpls § 25,671,171.
[ Jgete- | WASHINGTON, DC 20005 H(a} Is this a group relurn
P | e Name and address of principal officord ANE H. GILBERT for subordinates? __ [ ves {X]no
SAME AS C ABOVE H(b) Are al subordinates [ncluded?lz]ves No

| Tax-exempt status: (X1 501(c)(3) Ll 501{e) (

Y (insertno) L1 A947(a)(1)or LI 627

J Website: p» WWW . ALSA . ORG

if "No,* attach a list. {(see Instructions)
H{c) Group exempilon number P 4

119

i Form of organization: [ X | Corporation LTJ Trust || Assoclation [ | Other -

L. Year of formation: 1 9 85} s Stats of legal domiciie; DE,

[Partl]| Summary
2 1 Briefly doscribe the organization’s misslon or most significant activites: TO_LEAD THE FIGHT TO CURE AND
£ TREAT ALS THROUGH GLOBAL, CUTTING-EDGE RESEARCH.
g 2 Checkthisbox P L_lifthe organtzation discontinued its operations or dispused of more than 26% of Its net assels.
g 3  Number of voting members of the governing body (Past VI, line 1a) e e L8 18
o | 4 Number of Independent voling members of the governing body (Part Vi, Ine 1b) __________________________________________ 4 18
@] 6 Total number of Individuals employed in calendar year 2013 (Part V, lIne2a) . ._.........ccoeinvermrienerennnens 5 73
i’% & Total number of voluntsers {estimate If necessary) i 18
2 7 a Total unrelated buginess revenue from Part Viil, colurnn (C) Iine 12 e i 7a 0.
b Net unrelated business taxabla income from Form 880-T, N8 34 ... oot eeacvsiiecsiaees | D 0.
Prior Year Current Year
g | 8 Contributions and grants (Part Vi, line 1h) 19,357,009, 23,517,487,
Z| @ Program service revenue (Part VIIl, Ine 2g) 46,000. 56,675,
Eu 10 Investment income (Part VIll, column (&), fines 3, 4 and 7d) ______________________________________ 208,866. 440,600,
11 Other revenue {Part VI, column {A), lines 5, 6d, 8¢, 9c, 10c,and 11e) . ... ... .. 78,377, 15,925,
12 Total revenue - add lings 8 thraugh 11 (rmust equal Part VIil, column {(A), lne 12} ......... 19,690,252, 24,030,687,
13 Grants and similar amounts paid {Part IX, column {A), lines 1-8) 6,843,097. 7,086,727,
14 Benefits paid 10 o for members (Part IX, column (A}, ine ) 0. 0.
9 18 Salaries, other compensation, employee benefits (Part 1X, column (), lines 510) 5,138,716, 5,843,475,
g 16a Professional fundraising fees (Part IX, column (&), ine 116) oo, 709,621 467,822
8| b Tota fundraising expenses (Part IX, column (D), ine 25y B 3,600,870,
, il 17 Other expenses (Part IX, column (A), lines 11a-11d, 11+-240) __ e 7,105,147, 7,766,341,
18 Total expensos. Add lines 13-17 {must equal Part IX, colutnn (A), e 25) _____________________ 19,796,581.] 21,164,365,
- 19 Havenue less expenses. Subtract line 18 fromline 12 ... ... .o, -106,329. 2,866,322,
's§ Beginning of Current Year End of Year
§g 20 Total assets (Part X, line 16) 20,059,969, 24,512,086,
<ol 21 Total kabilitles (Part X, line 26) 2,587,775, 4,111,696,
5.2 22 Net assets or fund balances. Subtract line 21 from lino 20 . 17,502,194, 20,400,390.

e ——

Palg
Here WARREN R . NELSON, TREASURER N nit. 1. Reore
Type or print niarme and tife 7
Print/Type preparer's name Praparer’s signature Data chek 1_ 1] PIN

Pald  [DONITA M. JOSEPH ronores_[P00286656
Preparer {Firm's name p WINDES, INC, Fim'sEN . 95-~3001179
Use Only | Firm's address . P.C. BOX 87

LONG BEACH, CA 950801-0087 Phonena. (562)435-1191
May the IRS discuss this returh with the preparer shown above? (see instructions) LX_J Yes L _Ino

332001 10-20-13

LHA For Paperwork Reduction Act Notice, see the separate instructions.
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Form 990 {2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 133271855 page2
Part IHl:| Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line in this Part BF ... i L]
1 Briefly describe the organization’s mission:

LEADS THE FIGHT TQ CURE AND TREAT ALS THROUGH GLOBAL, CUTTING-EDGE
RESEARCH AND TO EMPOWER PEOPLE WITH LOU GEHRIG'S DISEASE AND THEIR
FAMILTES TO LIVE FULLER LIVES BY PROVIDING THEM WITH COMPASSIONATE
CARE AND SUPPORT.

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

the prior Form 990 or 900-EZ7 | e [Ives No
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?_ . . E:lYes No

If “Yes," describe these changas on Schedule O.

4  Describe the organization's program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501{c)(3) and 501(c)(4} organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reported.

da (Code: ) (Expenses $ 7 r 170 r 48 1. Inciuding grants of $ 6 ) 6 52 ’ 9 04. ) (Revenue $ )
RESEARCH PROGRAMS - FUND SCIENTIFIC RESEARCH GRANTS TO
DOCTORS/SCIENTISTS TO FIND THE CAUSE AND CURE OF AMYOTROPHIC LATERAL
SCLEROSIS (ALS) DISEASE. (113 RESEARCH GRANTS)

4b  {Code: } (Expenses $ 5 ) 0 8 9 ' 534. including grants of § 433 ' 824. ) (Revenue $ )
PATIENT & COMMUNITY SERVICES -~ THE ASSOCIATION PROVIDES OVERSIGHT AND
SUPPORT SERVICES TO ITS CHAPTERS. THROUGH THESE CHAPTERS THE
ASSOCIATION SERVES AS A CLEARING HOUSE FOR ALS SPECIFIC INFORMATION,
RESOURCES AND REFERRALS TO PATIENTS, FAMILIES, AND HEALTH CARE
PROFESSIONALS. WE NOT ONLY PROVIDE OVERSTIGHT AND ORGANIZATIONAL
DEVELOPMENT SUPPORT TO THE ASSOCIATION'S CHAPTERS IN SUPPORT OF THOSE
SERVICES, BUT ALSC PROVIDE GRANTS TO THE ASSOCIATION'S CERTIFIED
CENTERS.

4c  (Cods; ) (Expenses $ 3,387,682, Including granis of $ ) (Revenue$ 56,675, )
PUBLIC & PROFESSIQNAL EDUCATION - TO DEVELOP AWARENESS AND
UNDERSTANDING OF AMYOTROPHIC LATERAL SCLEROSIS (ALS) AND THE WORK OF
THE ALS ASSOCTATION AMONG THE GENERAL PUBLIC, HEALTHCARE PROFESSIONALS
AND SCIENTIFIC COMMUNITIES.

4d Other program services (Desctibe in Schedule 0.}
{Expenses $ including grants of § ) {Revenue§ )
4e Total program service expensas P 15,647,697,

Form 990 (2013)
332002
10-28-13
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Form 990 (2013) AMYOTROPHIC LATERAL SCLERQSIS ASSN. 13-3271855  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)?
1F "Yes," COmPIEte SCREUUIE A oo e 1 | X
2 s the organization required to complete Schedule B, Schedule of Contributorsy . 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of orin opposmon to candldates for
public office? /f Yes, " COMPIEte SONRUIe G, Part f e e e 3 X
4 Section 501{c)(3) crganizations. Did the organization engage in lobbying activities, or have a section 501 (h} efection in effect
during the tax year? If "Yes, " complete Schedule C, Parf I e 4 | X
5 Is the organization a section 501(c){4), 501(c)(5}, or 501(c)(6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-19? If "Yes, " complete Schedule C, Part it . . .15 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for whlch donors have the nght to
provide advice on the distribution or investment of amounts in such funds or accounts? If “Yes," complete Schedule D, Fart | 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, Parttt, . 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
SCREAUIE D, ParT Il oo e eee ettt 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability; serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or dsbt negotiation services?
If "Yes,” complete Schedule D, Part IV oo oo 9 X
10  Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? If "Yes," complete Schadule D, Part V e
11 If the organization’s answer to any of the following questions is "Yes," then complete Schedule D, Parts V1, VI, VIII, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 107 /f "Yes, " complete Schedule D,
PV ettt e e oo e 1a| X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VIl e 11b X
¢ Did the organization raport 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 162 If "Yes," complete Schedule D, Part Vit . 1t1e X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or mora of |ts totaE assets reported in
Part X, line 167 #f "Yes, " complate SCRate D, Part X e, 1d | X
e Did the organization report an amount for other liabilities in Part X, line 257 If "Yes, " complete Schedule D, Part X .. 11e | X
f 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 48 (ASC 740)? If “Yes, " complete Schedule D, Part X 11 | X
12a Did the organization obtain separate, independent audited financiat statements for the tax year? Jf "Yes," complete
Schedule D, Parts XIAn XU oot 12a | X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes," and if the organization answered "No" to fine 12a, then completing Schedule D, Parls X{ and Xll is optional | 12b X
13 |s the organization a school described in section 170(b)(1){(A)i)? # "Yes," complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? | ... 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes, " complete Schadule F, Parts L anad IV et 14h 1 X
15 Did the organization report on Part IX, column (&), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If "Yes," complete Schedule F, Paris ifand iV . l1s X
16  Did the organization report on Part 1X, column (A), line 3, more than $5, 000 of aggregate grants or other aSSIstance to
or for foreign individuals? If "Yes, " complete Schedule F, Parts Hand IV s 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (&), lines 6 and 1167 If "Yes," complete Schedule G, Part! e 17 § X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIl lines
1c and 8a? If "Yes," complete Schedule G, Part Il || | 18 | X
198  Did the organization report more than $15,000 of gross income from gaming activities on Part VI, line 9a? If "Yes,"
complete Schedule G, PArEIIL | ettt e 19 X
20a Did the organization operate one or more hospital facilities? If "Yes, " complete Schedule H 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return? ... 20b
Form 980 (2013)
3320023
19-29-13
3
09310613 794084 87573 2013.03050 AMYOTROPHIC LATERAL SCLEROS 87573_ 1




AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855  paged

Yes | No
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
government on Part X, column (&), line 17 If "Yes," complete Schedule I, Parts tand It 21 | X
22 Did the organization report more than $5,000 of grants or other assistance to individuals in the United States on Part IX,
column (&), line 27 If "Yes, " complete Schedule |, Parts [ ana I e 22 | X
23  Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? If "Yes, " complete
SCROAUIB oo oo e e 23| X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 If "Yes, " answer lines 24b through 24d and complete
Schedule K. If "No", goto line 258 | et 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? ... 24b
¢ Did the organization maintain an ascrow account other than a refunding escrow at any time during the year to defease
any tax-eXeMPL DONGS? | e e e e e e e et e e n e 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? _ ... .. 24d
25a Section 501{c}{3) and 501(c)(4} organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If "Yes,” complete Schedute L, Part b e 25a X
b s 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 890-EZ? If "Yes, " complete
SCRBUUE Ly PAEL e 25b X
26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? If so,
complete Schedule L, Part Il 26 X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlied entity or family member
of any of these persons? If "Yes, " complete Schedule L, Part et 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 i
a A current ar former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part iV 5 28a X_
b A family member of a curtent or former officer, director, trustee, or key employee? if “Yes," complete Schedule L ParHV . | 280 X
¢ An entity of which a current or former officer, director, trustes, or key employee (or a family member thereof} was an offlcer,
director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV i 28 X
29  Did the organization receive more than $25,000 in non-cash contributions? if "Yes," complefe Schedule M i l2@ | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservatlon
contibUtioNS 2 I "YES, " COMPIEte SOOI M 30 X
31 Did the organization liquidate, terminate, or dissolve and ceass operations?
1f "Yes," complete SChedule N, PAItL oo 31 X
32  Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes, " complete
Schedule N, Partl e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 If “Yes,” complete Schedule B, Partl 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Parl i, Hil, or IV, and
PV INE T oo oS e 3 | X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)2 ., 35a X
b If "Yes" to line 35a, did the organization receive any payment from ot engage in any transaction with a controlled entity
within the meaning of section 512(b){13)? If "Yes," complete Schedule R, Part V, line 2 e 35h
36 Section 501(c)(3} organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule B, Part Vo 08 2 e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? /f "Yes, " complete Schedule R, PantVt 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, Jines 11b and 187
Note. All Forrn 990 filers are reqguired to complete Schedule O Lo 38 | X
Form 990 (2013}
332004
10-20-13
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Form 980 (2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855  pageb

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

Check if Schedule O contains a response or note to any line in this Part V

2a

3a

4a

5a

Ga

Enter the number repotted in Box 3 of Form 1096. Enter -0- if notapplicabte . ... 1a 69 }' e :
Enter the number of Forms W-2G included in fine 1a. Enter -0- if not applicable .. ... b 0 |
Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming

{gambling) winnings to prize winners?
Enter the number of employess reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by thisreturn . .

If at least one is reported on line 2a, did the organization file all required federal employment tax returns?
Note. if the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)
Did the organization have unrelated business gross income of $1,000 or more during the year? ...
If “Yes," has it filed a Form 990-T for this year? If "No,” fo line 3b, provide an explanation in Schedule © ...
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 accounty? . .
If *Yes," enter the name of the foreign country: P>
See instructions for filing requirerments for Form TD F 80-22.1, Report of Foreign Bank and Financial Accounts.

Was the organization a party to a prohibited tax shefter transaction at any time during the taxyear? ... ...
Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? . ... ..
if "Yes," to line 5a or 5b, did the organization file Form 8886-T? . .. .. .
Does the organization have annual gross receipts that are normally greater than $1(}0 OUD and dld the organlzatlon soliclt
any contributions that were not tax deductible as charitable contributions? e
If "Yes," did the organization include with every solicitation an express staternent that such contributions or gifts

were not tax deductible?

2b ; X

aa X
3b

4a_ o X
5; %
5b X
5¢

6a X

7 Organizations that may receive deductible contributions under section 170{c).
a Did the organization receive a paymest in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the doner of the value of the goods ot services provided? . ... | X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
B0 T FON B2 B2 T oo oot e et e e e et eee e rin s e £e e e s e e R er e et et emte e emesaReeeeamteaeeernae e e e et e e s
d If "Yes," indicate the number of Forms 8282 filed during the year | 7d l
e Did the organization receive any funds, directly or indiractly, to pay premiums on a personal benefit contract?
f Did the organization, during the year, pay premiumns, directly or indirectly, on a personal benefit contract? . .
g If the organization received a conttibution of qualified intellectual property, did the organization file Form 8899 as requwed’? |1 7g N/BA
h If the organization received a contribution of cars, boats, airptanss, or other vehicles, did the organization file a Form 1098- crl7h | X
8  Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the supporting N/A e B
organization, or a denor advised fund maintained by a sponsering organization, have excess business holdings atany time during the year? 8
9 Sponsoring organizations maintaining donor advised funds. “ .
a Did the organization make any taxable distributions under section 49667 ... N / A .. | @a
b Did the organization make a distribution to a donor, donor advisor, of related person? 0 N / A |ob
10 Section 501(c)(7} organizations. Enter: i
a Initiation fees and capital contributions included on Part VIll, line 12 | N/A 10a
b Gross receipts, included on Form 990, Part VL, line 12, for public use of club faCIlItIBS _________________ 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members ot shareholders | . . N/A 11a
b Gross income from other sources {Do not net amounts due or pald to other SOUrces agalnst
amounts due or received Trom AN LY s 11b By
12a Section 4947(a){1) non-exempt charitable trusts. ls the organization filing Form 290 in lieu of Form 10417 12a
b If “Yes," enter the amount of tax-exempt interest received or acerued during the year N / A |12 | P
13  Section 501(c)(29) qualified nonprofit health insurance issuers. s
a Is the organization licensed to issue qualified health plans in more thanone state? || ... N / A | 1i8a
Note. See the instructions for additional information the organization must report on Schedule O. b
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified healthplans ... | 18D
¢ Enter the amount of reserves on hand 13c : B
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
b If "Yes," has it filed a Form 720 to report these payments? /f "No, “ provide an explanation in Schedule O 14h
Form 990 (2013)
332006
10-29-13
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Form 990 (2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pageh
Pari VI | Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7D below, and for a "No" response

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

Check if Schedule O contains a response or note to any line inthis Part Voo
Section A. Governing Boedy and Management

Yes | No

1a Enter the numbet of voting members of the governing body at the end of the tax year ... 1a

If there are material differences In voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive comittee or similar comumitiee, explain in Schedule 0.

b Enter the number of voting members included in line 1a, above, who are independsnt ... 1b
2 Did any officer, director, trustee, or key employes have a family relationship or a business relatlcmshsp with any othet i
officer, director, trustee, or key employee? | 2 X
3 Did the organization delegate control over management dut|es customarliy performed by or underthe d:rect superwslon
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 governing documents since the prior Form 990 was fited? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? ... ... 5 X
6 Did the arganization have members or StoCkhOIEIS? et 6 X
7a Did the organization have members, stockholdars, or other persons who had the power to elect or appoint one or
mors members of the governing body? s e 7a X
b Are any governance decisions of the organization reserved to {or subject to approval by) members, stockholders, or
persons other than the governing body? s 7b X

8  Did the organization contemporaneously document the meetings held or written actions undsriaken dusing the year by the following:

@ The QOVEIMINA BOUYT oottt e e £ e et e e e ee e ee e ae e e ee e e se e e b4 215 es e
b Each committee with authority to act on behalf of the governing body?

9 s 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 . o 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes { No
10a Did the organization have local chapters, branches, or affiliates? | . e 10a| X
b If“Yes," did the arganization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization's exempt purposes? | ... 10p ] X
11a Has the organization provided a complete copy of this Form 890 to all membeers of its governing body before filing the fom? |11al X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? i "No," go to fline 13 i 12a X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that couId gwe rise ¢ ta conflicts? _ 2 X
¢ Did the organization reguiarly and consistently monitor and enforce compliance with the policy? / "Yes,” descnbe
in Schedule O ROW TIS WaS GONE ||| oo eeee s 12¢ | X
13 Did the organization have a written whistleblowar pollCY? e e e 13| X
14  Did the organization have a written document retention and destruction policy? . 14 | X

15  Did the pracess for determining compensation of the following persons include a review and approval by independent
persons, comparabllity data, and contemporaneous substantiation of the deliberation and decision? i :
a The organization's CEQ, Executive Director, or top management official 15a] X

b Other officars or key employees of the OrQan Zation e e 156 | 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 simitar arrangement with a

taxable entity during the year? 16a X 7

b If °Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect fo such arrangements? 16b

Section C. Disclasure

17 List the states with which a copy of this Form 990 is required to be fled ™ CA , AL , AK, AR, CO, CT,DE,DC, FL,GA, HT , IL

18  Section 8104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c}{3}s only) available
for public inspection. Indicate how you made these available. Check all that apply.
Own website 1:‘ Another's website Upon request Other {explain in Schedule O)

19 Desctibe in Schedule O whether {and if so, how), the organization made its governing documenis, confiict of interest policy, and financial
statements available to the public during the tax yeat.

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: >
JOHN W. APPLEGATE - 818-880--9007
27001 AGOURA ROAD, SUITE 250, CALABASAS HILLS, CA 91301

332006 10-29-13 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2013)
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Form 990 (2013}

AMYOTROPHIC LATERAL SCLEROSTS ASSN.

13-32

71855 Paqu

Employees, and Independent Contractors
Check if Schedule O contains a response or note to any line in this Part Vi

Part VIi[ Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Section A. Officers, Directors, Trustees, Key Emplovees, 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.

® List all of the organization’s current officers, directors, trustees (whether individuals or organizations}, regardless of amount of compensation.
Enter -0- in columns (D), {E), and (F) if no compensation was paid.
® List all of the organization’s current key employees, if any. 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 report-
able 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.
® List all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.
® | 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 compansated employees;

and former such persons.

t:] Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

(A) {B) (C) (D) (E) {F)
Name and Title Average | (o nat cﬁgfmg’rgmm ane Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any % the organizations compensation
hours for | = = organization (W-2/1098-MISC) from the
related g § . g {W-2/1099-MISC) organization
organizations| £ | = and related
below § R E § HIE organizations
line) HEHELSE
(1) WILLIAM THOET 2.00
CHATRMAN X X 0. 0. 0.
(2) LUIS E. LEON 2.00
TREASURER X X 0. 0. 0.
{3) DOUGLAS BUTCHER 2.00
SECRETARY X X 0. 0. 0.
(4) LAWRENCE R, BARNETT, ESQ 2.00
TRUSTEE X 0. 0. 0.
{5) PHYLLIS R, BROURMAN, ESQ 2.00
TRUSTEE X 0. 0. 0.
{6) CHRIS W, BRUSSALIS 2.00
TRUSTEE X 0. 0. 0.
{7) DANIEL DEGRANDPRE 2.00
TRUSTEE X 0. 0. 0.
(8) CYNTHIA DOUTHAT 2.00
TRUSTEE X 0. 0. 0.
{9) DON CASEY 2.00
TRUSTEE X 0. 0. 0.
(10} KIM ANN MINK, PHD 2.00
TRUSTEE X 0. 0. 0.
(11) ELLYN G, PHILLIPS 2.00
TRUSTEE X 0. 0. 0.
{12) JONATHAN ROBERTS 2,00
TRUSTEE X 0. 0. 0.
(13) ALLAN J, TOBIN 2.00
TRUSTEE X 0. 0. 0.
(14) WILLIAM D, SOFFEL 2.00
TRUSTEE X 0. 0. 0.
{15) EDMUND G, MCCURTAIN II 2.00
TRUSTER X 0. 0. 0.
(16) ANDREA PAULS BACKMEN 2.00
TRUSTEE X 0. 0. 0.
{17) STUART OBERMANN 2.00
TRUSTEE X Q. 0. 0.
332007 10-29-13 Form 990 (2013)
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Form 990 (2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 Page 8
! Palﬁ‘t%Vl.l-I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued}
(A} (B) (8] 2) (E) (F)
Name and tite Average | ci‘c’firtnig’rg \han one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a directorftrustes} from from related other
{listany |5 the organizations compensation
hours for % = organization (W-2/1099-MISC) from the
related | 3 | & 8 (W-2/1099-MISC) organization
organizations| 2 | £ z B and related
pelow |Z1E|, |2 [EE] 5 organizations
(18) MARTY HERBERT 2.00
TRUSTEE X 0. 0. 0.
{19) JANE H, GILBERT 40.00
PRESTDENT AND CEO 339,475. 0.0 22,983,
(20) DANIEL M, REZNIKCV 40.00
CHIEF FINANCIAL OFFICER X 201, 2690. 0.] 11,264.
{21) STEVE GIBSON 40.00
CHIEF PUBLIC POLICY OFFICER X 182,862. 0. 19,343.
(22) KIMBERLY HARDING-MAGINNIS 40.00
CHIEF CARE SERVICES OFFICE X 160,646. 0. 8,778.
(23) LANCE SLAUGHTER 40.00
CHIEF CHAPTER RELATIONS OF X 152,692. 0.] 16,686.
(24) MICHELLE KEEGAN 40.00
CHIEF DEVELOPMENT OFFICER X 178,744. 0.] 17,136.
(25) JOHN W, APPLEGATE 40.00
ASSOCTATION FINANCE OFFICER X 118,726, 0.] 15,743.
{26) DAVID MOSES 40.90
DIRECTOR, PLANMED GIVING X 112,509. ¢.] 15,508.
b Sub-total e » | 1,446,514, 0.] 127,441,
¢ Total from continuation sheets to Part VI, Section A . .. ... » 365,894, 0. 39,525,
d Total (add lines band 16) . o » | 1,812,808, 0.l 166,966.
2 Total number of individuals (including but not limited to those listed above} who received more than $100,000 of reportable
compensation from the organization | - 14
Yes | No
3 Did the organization list any former officer, director, or trustes, key employee, or highest compensated employee on i
line 1a? If "Yes," complete Schedule J for suCh IndividUal e
4 For any individual isted on line 1a, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007? /f "Yes," complete Schedula J for such individual |
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or mdlwdual for services
rendered to the organization? If "Yes, " compiale Schedule Jforsuchperson ... .. oo 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. Report compensation for the calendar year ending with or within the organization’s tax year.

B G

Name and business addross Descriptio(n (})f services Comp(en)sation
NNE MARKETING
105 PAUL REVERE RD, CONCORD, MA 01742 MARKETING 352,554,
LUCIE BRUIJN, PHD, FLAT 5, 15 ST. GERMANS
PLACE, LONDON, UNITED KINGDOM SE3 ONN RESEARCH CONSULTANT 250,000.
2RTVER CONSULTING, LLC
315 C STREET SE , WASHINGTON, DC 20003 CONSULTANT 140,000.
MICHAEL COSCIA, 304 TWELFTH STREET SE PO
BOX 15084, WASHINGTON, DC 20003 MARKET ING 117,312,
BLACKSTONE MEDIA GROUP, 304 TWELFTH STREET
SE PO BOX 15084, WASHINGTON, DC 20003 MEDIA PRODUCTION 101,156.

2 Total number of independent contractors (including but not fimited to thase listed above) who received more than

$100,000 of compensation from the organization »-

5

SEE PART VII,

332008
10-29-13
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Form 890

AMYOTROPHIC LATERAL SCLERQSIS ASSN.

13-3271855

Part 'V“J Section A. Ofiicers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A} (B} <) (D) (E} F}
Name and fitle Average Position Repottable Reportable Estimated
hours {check all that apply) compensation compensation amount of
per from from related other
waak S the otganizations compensation
{list any -g E organization (W-2/1099-MISC) from the
hours for | = - % (W-2/1099-MISC}) organization
related |2 |2 2 and related
organizations| £ | 5 £le organizations
below ERE-N I = e
= | 5 El=]12 =
fine) Zl2l5|E |28
{27) CARRIE MUNK 40.00
CHIEF COMMUNICATIONS & MARKETING OFF X 142,875. 0. 8,023,
{28) PATRICK WILDMAN 40,00
DIRECTOR, COMMUNCATICNS & PUBLIC POL 112,358. 0.] 15,970.
{29) KATHI KROMER 40.00
DIRECTOR, STATE ADVOCACY OUTREACH X 110,661, 0.] 15,532.
Total to Part VI, Section A line 1C oo 365,894. 39,525,
332201
05-01-13
9
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Form 990 {2013)

AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855 page9

[Part VIl | Statement of Revenue

Check if Schadule O contains a response or note to any line in this Part VIl

B {BY c) (D)
o Total revenue Related or Unrelated R?Prgr]}ul% E’ﬁﬂgg?d
o exempt function business sections
LEeR e : : S revenue revenue 512-514
%% 1a Fedetated campaigns 1a 280,720,
g 3 b Membership dues N k)
‘,;E ¢ Fundraisingevents ____ |1e 335,522,
':-;_c_‘ﬁ d Related organizations ... 1d
g ‘% e Government grants (contributions) 1e 363,067,
.g % £ Al other contributions, gifts, grants, and
af similar amounts not included above 1t 22,538 178,
'Eg g Noncash contributions included in lines 1a-1f: $ 259 - 375,]: i ._
8| h Total. Add lines 181 voooooooies > 23,517,487,
Business Cade]
g 2 g CONFERENCE FEES 900099 56,675, 56,675,
£2
gl
] e
a f All other program service revenue ...
g Total.AddlinesaDdf ... | 2 56,675,
3 Investment income (including dividends, interest, and
other similaramounts) > 179,732, 179,732,
4  Income from investment of tax-exempt bond proceeds P
5 Royallies ... »
() Real (i) Personal
6 a Grossrents .
b Less:rental expenses |
¢ Rental income or {foss} .
d Net rental income or (I088) ... i |
7 a Gross amount from sales of | (i) Securities (i) Other
assets other than inventory 1,867,893,
b Less: cost or other basis
and sales expenses 1,607,025,
¢ Ganorfloss) 260,868, Gl
d Net gain o (I05S) oo oo > 260,868
o | 8 a Grossincome from fundraising events (not o
E including $ 335,522, of
é contributions reported on fine 1¢). See
- Part W, line 18 a 33,453
g b Less: directexpenses b 33,4594
¢ Net income or {loss) from fundraising everts .. »
9 a Gross income from gaming activities. See
PartIV,line 19 .. a
b Less:directexpenses ... ... b
¢ Net income or (ioss) from gaming activities ... |
10 a Gross sales of inventory, less returns
and allowances . a
b Less:costofgoodssold . ... b
¢ Net income or {loss) from sales of inventory ... | 2
Miscellaneaus Revenue Business Codel. : i : i
41 a MISCELLANEOUS INCOME 900099 15,925, 15,925,
b
c
d Allotherrevenue
e Total.Addlnes1la1id > 15,925,] : b E
12 Total revenue, Seeinstructions. ... » 24,030,687, 56,675, 456,525,
s Form 990 (2013)
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Form 980 (2013}

AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855 Paqe'lo

[ Part IX | Statement of Functional Expenses

Section 501(c)(3) and 501{cH4) organizations must complete all columns. Al other organizations must complete column (A).

Check if Schedule O contains a response or noteto any line in this Part X e L-X—I
Do ot include amounts reported on lines 6b, Total eﬁgenses Program service Managt(acn?ent and Func(ig\)ising
7h, 8b, 9b, and 10b of Part VIll. expenses general expenses expenses
1 Grants and other assistance to governments and e -
grganizations in the Uniled States. Ses Part v, ne21| 6,231,235, 6,231,235,
2 Grants and other assistance to individuals in
the United States. See Part IV, line 22 6,974. 6,974,
3 Grants and other assistance to governments,
organizations, and individuals outside the
United States. See Part 1V, lines 15and 16 ___ 848,518. 848,518.
4 Benefits paidtoorformembers ... [
5 Compensation of current officers, directors,
trustees, and key employees 1,313,769. 760,222, 284,623, 268,924,
6 Compensation not included above, to disqualified
persons (as defired under section 4958(f){ 1)} and
persons described in section 4968(cH3)XBY .
7 Othersalatiesandwages .. . ... 3,610,724. 2,187,073. 583,840. 839,811-
8 Pension plan agcruals and cantributioas (include
section 401(k} and 403(b) employer contributions) 171,082, 103,704, 27,615, 39,763,
9 Otheremployee benefits 356,385. 210,821, 66,645, 78,919.
10 PayroBaxes o, 391,515- 234,237- 69,135- 88,143.
11 Fees for services (non-employees):
a Management e
B Legal e 14,233. 5,810. 8,423,
G ACCOUNtING 55,730. 55,730.
d Lobbying 106,721, 106,721,
e Professional fundralsing services. Sea Part IV, line 17 467,822, e 467,822.
f Investment managementfees .. ...
g Other. {if line 11g amount exceeds 10% of line 25,
column (A) amourd, list line 11g expensesonsch0) | 3,420,747, 1,795,057, 377,349, 1,248,341,
12 Advertising and prometion 456,306. 347,120, 3,851, 105,335,
13 Office eXpenses oL 297,451. 119,964. 63,468, 114,019.
14 Informationtechnology . 14,33 6. 5,773. 8,563.
15 Royalties
16 OCCUPANCY 512, 312. 249,597- 157,519- 105,196-
17 Travel oo 1,348,628, 1,156,778, 86,069. 105,781.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and mestings
20 Interest
21 Paymentstoaffiiates | ... ... ...
22 Depreciation, depletion, and amortization 103,087. 54,243. 29,130. 19,714.
23 Insurance .
24  Other expenses. itemize expenses not covered
above. {List miscellaneous expenses in fine 24e, [f fine
24e amount exceeds 10% of line 25, column {A)
amount, list line 24e expenses on Schedele 0.) . R e b SR S
a CHAPTER SUPPORT 1,110,321.] 1,110,321.
p TELECOMMUNICATIONS 179,204. 108,027, 41,900. 29,277,
¢ MLSCELLANEQOUS 120,137, 11,312, 54,451, 54,374.
d CAR DONATION PROGRAM 27,128. 27,128,
e All other expenses
25 Total functional expenses. Add lines 1through24e | 21,164,365, 15,647,697, 1,915,698.] 3,600,970.
26 Joint costs. Compiste this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Gheck here B | X | if following SOP 96-2 (ASC 858-720) 1,056,192, 176,732. 0. 879,460.
5332010 10-26-13 Form 990 (2013)
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Form 990 (2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pageid
{ Part:X | Balance Sheet
Check if Schedule O contains a response or noteto any lineinthis Part X .o |
(A} (B)
Beginning of year End of year
1 Cash- NOMHOtereStbOANNG ...\ oo 5,525,946.] 1 8,998,024,
2 Savings and temporary cashinvestments . 1,77 6 ’ 766, » 1,427, 846.
3 Pledges and grants receivable, net e, 3,9 33 ’ 182.[ 3 1 ’ 541 ;9 69.
4 Accounts recelvable, net e 4
5§ Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of Schedule L
6 Loans and other receivables from other disqualified persons {as defined under
section 4958(f(1)), persons described in section 4958(c)(3)(B), and contributing
employers and spensoring organizations of section 501(c)(9) voluntary :
_,;2, employeas’ beneficiary organizations (see instr}. Complete Part [l of Sch L. | G
@ 7 Notesand loans receivable, et et 7
< B Inventories fOr SAlE OF US® s 8
9 Prepaid expenses and deferred charges 230,418.] o 262,525,
10a Land, buildings, and equipment: cost or other o b
basis. Complete Part VI of Schedule D 10a 1 r 487 ) 063. W e e S :
b Less: accumulated depreciation .. 10b 1 ' 251,4489. 222 ' 142.) 10¢c 235 ) 614.
11 Investments - publicly traded securities . . 7,314,287.] 11 7,7178,069.
12 Investments - other securities. See Part IV, ine 11 ... 12
13  Investments - program-related. See Part W, line 11 ... 13
14 Intangible @s86ts | 14
15 Otherassets. See Part IV, e 11 e, 1,067,228.] 15 4,268,439.
16 Total assets. Add lines 1 through 15 {mustequalline34} ... 20,059,969.] 16 24,512,086,
17 Accounts payable and acctued exXpenses . ., 2 ’ 377 [ 441.] 17 2 : 242 ] i02.
18 Grants PAYDIE ... e 180,334.] 18 1,002,005.
19 Deferred rovVenUe || .. .. ... s
20 Tax-exempt bond liabilities .. ... ...
21  Escrow or custodial account liability. Complete Part IV of Schedule D
@ (22 Loans and other payables to current and former officers, directors, trustees,
g key employees, highest compensated employees, and disqualified persons.
8 Complete Part Il of Schedule L ...
= |23 Secured mortgages and notes payable to unrelated third parties || ...
24 Unsecured notes and loans payable to unrelated third parties ... ...
25  Other labilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
SONBAUIG D ..o 0.] 25 867,389.
26 Total liabilities. Add lines 17 thiough 25 ..o 2,557,775.] 2 4,111,696
Organizations that follow SFAS 117 (ASC 958), check here > [ X | and L o
8 complete lines 27 through 29, and lines 33 and 34. ; Sammaaainn et
€ |27 Unrostricted Netassets ... 8,317,870, o7 8,312,123,
E 28 Temporarily restricted net assets e 8,260,444.| 28 11,165,117,
3 29 Permanently restricted net assets e, 923,880.] 20 919,150.
& Organizations that do not follow SFAS 117 (ASG 958), check here P L o
5 and complete lines 30 through 34. :
% 30 Capital stock or trust principal, orcurrentfunds . 30
ﬁ 31 Paid-in or capital surplus, or tand, building, or equipment fund .. 31
% |82 Retained eamnings, endowment, accumulated income, or other funds 32
Z | a3 Totalnetassets orfund balances 17,502,194. 33 20 ,400.390-
34  Total liabilities and net assets/fund balances ... ... 20,059,969.] 34 24,512,086.
Form 990 (2013)
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Form

990 (2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pagei2

| Part Xl | Reconciliation of Net Assets

Check if Schedule O contains a response or note toany lineinthis Part Xl ...
1 Total revenue (must equal Part VI, column (), INe 1) e 1 24,030,687,
2 Total expenses (must equal Part IX, column (A), Ine 28) e 2 21,164,365,
3 Revenus less expenses. Subtract line 2 from line 1 3 2,866,322,
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column &) ... 4 17,502,194,
5 Net unrealized gains (losses) on investments SO U O 5 -21,681.
6 Donated servicas and Use Of faCiteS e 6
7 IVeStMent eXPeNSES e 7
8 PHOTPENOA AAIUSEMENTS | L oo eee oo eere oot 8
8 Other changes in net assets or fund balances (explainin Schedule O} .. 9 53,555,
10 Net assets or fund balances at end of year. Gombine lines 3 through 9 (must equal Part X, line 33,
COIIMN (B)) oo 10 20,400,390.

[Part XII] Financial Statements and Reporting

Check if Schedule O contains a response or note to any line in this Part X1 ..o

2a

3a

Accounting method used to prepare the Form 990: |:| Cash Accrual |:| Other

[f the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O,
Waere the organization’s financial statements compiled or reviewed by an independent accountant?
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:

I:] Separate basis |:| Consolidated basis |:] Both consolidated and separate basis
Were the organization's financial statements audited by an independent accountant? .

If "Yes," check a box below to indicate whether the financial statements for the year were audlted ona separate ba31s

consolidated basis, or both:

Separate basis ] consolidated basis I:I Both consolidated and separate basis

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?
If the organization changed sither its oversight process or selection process during the tax year, explain in Schedule O.
As a result of a federal award, was the organization required to undergoe an audit or audits as set forth in the Single Audit
Act and OMB Circular A-1337

If "Yes," did the organization undergo tha required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits

3a

3b

332012
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OMB No, 1545-0047

2013

~ OpentoPublic

SCHEDULE A
(Form 990 or 990-EZ)

Public Charity Status and Public Support

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

Department of the Treasury P Attach to Form 990 or Form 990-EZ.

Intesnal Revenue Service P Information about Sehedule A {Form 960 or 990-E2) and its Instructions is atwww.irs.qov/formago. |- nspection -
Name of the organization Employer identification number
AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855

{Partl:] Reason tor 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 L1 A church, convention of churches, or association of churches described in section 170(b){ 1)(A)i)-

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

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

4 A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iit). 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 |1}
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). (Complate Part I1)
A community trust desctibed in section 170(h){ 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 acguired by the organization after June 30, 1975.
See section 509(a)(2). {Complate Part il1.)
An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
An organization arganized 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 lings 11e through 11h.
a ] Type b Typa ll c |:| Type lil - Functionally integrated d (I Type H - Non-functionally integrated
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 mare publicly supported organizations described in section 509(a)(1) or section 509(a){2).

o0 ®0 O

10
1

0

o]

f If the organization received a written determination from the [RS that it is a Type |, Type Il, or Type lli
supporting organization, Gheck this DOX | et ettt ee et L]
g Since August 17, 2008, has the organization accepted any gift or contribution from any of the following persons?
{i} A person who directly or indirectly controls, either alone or together with persons described in (i) and (i} below, Yes | No
the governing body of the supported organization? e | 1)
{ii} A family member of a person described N () @D0VE e | 11g(ii}
{iii) A 35% controlled entity of a person described in () or (1) @DOVE T e 11g(iii)

h Provide the following information about the supported organization(s}).

(1) Name of supported (i} EIN (i) Type of organization [Iv)'s the organization {v)Did you notify the | (VNS e |ty Amount of monetary
organization (described on lines 1-9  jn col. {i) listed In your| organization in col. (i)gorganized i the support
above or IRC section  [governing document?| (i) of your support? Us.?
{sce instructions)) Yes No Yes No Yes No

Total

LHA For Paperwork Redu

Form 990 or 990-EZ.
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Schedule A {Form 990 or 990-£7) 2013 AMYQTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855 page2

| Part 1l ] Support Schedule for Organizations Described in Sections 170{b)(1)(A)iv) and 170(b)(1)(A)(vI)
(Comptete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part Ili. If the organization
fails to qualify under the tests listed helow, please complete Pait [I1.)

Section A. Public Support

Calendar year (or fiscal year beginning in) p»

{a} 2009

{b) 2010

(c) 2011

{d) 2012

(e) 2013

(f) Total

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

14,583,917,

17,744,381,

19,126,742,

19,357,009,

23,550,946,

94,362,995,

2 Tax revenues levied for the organ-
ization’s benefit and either paid to
orexpended onits behalf

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

4 Total. Add lines 1 through 3 .

14 583,917,

17,744,381,

19,126,742,

19,357,009,

23,550,946,

94,362,995,

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

6 _Public support. Subtrast line 5 from line 4. | - L

4,089,387,

90,273,608,

Section B. Total Support

Calendar year (or fiscal year beginning in) p

(a) 2009

{b) 2010

{c) 2011

{d) 2012

{e} 2013

{f) Total

7 Amounts from line 4

14,583 917,

17,744,381,

19,126,742,

19,357,009,

23,550,946,

94,362,995,

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

77,526.

55,620.

119,967.

174,222,

179,732,

607,067,

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

10 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part IV) ..

47,654,

31,744

15 926.

140,221.

11 Total support. Add lines 7 through 10

30,161

95,110,283,

12 Gross receipts from related achivities, elc. (see |nstruct:ons)

.521

211,052,

13 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 2013 {line 6, cotumn (f) divided by line 11, column (®) ... ...
15 Public support percentage from 2012 Schedule A, Part Il line 14
16a 33 1/3% support test - 2013. If the organization did not check the box on Iine 13 and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization

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

14

15

.......................................................................................... >
b 33 1/3% support test - 2012, 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
.................................................................................... ]
17a 10% -facts-and-circumstances test - 2013. If the organization did not check a box online 13, 163, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances™ test, check this box and stop here. Expiain 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 - 2012, If the organization did not check a box on line 13, 16a, 16b, or 1743, and Ilne 15is 10% or
mare, 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-circttmistances” test. The organization qualifies as a publicly supported organization . » |:|
18 Private foundation. If the organization did not check a box on line 13, 163, 18b, 17a, or 17b, check this box and see instructions ... .. » D

332022
09-25-13

09310613 794084 87573
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Scheduls A (Form 980 or 990-EZ) 2013 Page 3
Part I { Support Schedule for Organizations Described in Section 500(a)2)
{Complete only if you checked the box on Jine 9 of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please complete Part il.)
Section A. Public Support
Calendar year (or fiscal year beginning in) p {a) 2009 {b) 2010 (c) 2011 {d} 2012 (e} 2013 (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 ravenues levied for the organ-
ization's benefit and either paid to
or expendad on its behalf

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

6 Total. Add lines 1 through5 ...

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

b Amounts Included on lines 2 and 3 received
from other than disqualified persons that

excaed the greater of $5,000 or 1% of the
amount an tine 13 for the year

cAddlines7aand7b ...

8 Public support Sibietline 7c from ling 6.
Section B. Total Support

Calendar year (or fiscal year beginning in) p» (a) 2009 {b} 2010 {c) 2011 {d} 2012 {e) 2013 {f} Total
9 Amounts from line &

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 busingsses
acquired after June 30, 1975

c Add lines 10aand 10b .
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly cariedon
12 Gther income. Do not include gain
or loss from the sale of capital
assets (Explain in Part iV} —-oooe
13 Total support. (Add lines 8, 10¢, 14, 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 BEre ... o D [ ]
Section C. Computation of Public Support Percentage
16 Public support percentage for 2013 (line 8, column {f) divided by line 13, column () .. ... ... 15 %
16 Public support percentage from 2012 Schedule A, Partlll line 15 o 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2013 {line 10c, column (f} divided by line 13, column () ................... |17 %
18 investment income percentage from 2012 Schadule A, Part L, line 17 o 18 %
19a 33 1/3% support tests - 2013. if the organization did not check the box on line 14, and line 15 is mare than 33 1/3%, and line 17 is not
more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... >
b 33 1/3% support tests - 2012, If the organization did not check a box on line 14 or line 19z, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box and stop here. The organization gualifies as a publicly supported organization > D
20 Private foundation, If the organization did not check a box on line 14, 19a, or 19b, check this box and seeinstructions ... » |:|
332023 09-25-13 1e Schedule A {Form 920 or 980-E2) 2013
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Schedule A (Form 990 or 990-£7) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pages
Part IV Supplemental Information. Provide the explanations required by Part I1, line 10; Part II, line 17a or 17b; and Part Hl, line 12.
Also complete this part for any additional information. (See instructions).

332024 09-25-13 Schedulie A {Form 990 or 290-EZ) 2013
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¥** PUBLIC DISCLOSURE COPY **

Schedule B Schedule of Contributors

(Form 990, 890-EZ, P Attach to Form 990, Form 990-EZ, or Form 980-PF.

or 990-PF) .
Department of the Treasury P Information about Schedule B (Form 990, 990-EZ, or 990-PF) and

intarnal Revenue Service its instructions is at yww irs. gov/formogo -

OME No. 1545-0047

2013

Name of the organization

AMYQTROPHIC LATERAL SCLEROSIS ASSN.

Employer identification number

13-3271855

Organization type{check one}:

Filers of: Section:

Form 290 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 & private foundation

Ooodd

501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.

Note. Only a section 503{c)(7), (8). or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

|:] For an organization filing Form 990, 990-FZ, or 990-PF that received, during the year, $5,000 or more (in money or property) from any one

contributor. Complete Parts | and I1.

Special Rules

For a section 501(c}(3) organization filing Form 990 or 990-E7Z that met the 33 1/3% support test of the regulations under sections
509(a)(1) and 170(b)T)(A)v]) and received from any cne contributor, during the year, a contribution of the greater of (1) $5,000 or (2} 2%

of the amount on (i} Form 990, Part VIII, ling 1h, or (i} Form 990-EZ, line 1. Complete Parts | and II.

l:l For a section 501(c)(7), (8}, or (10) organization filing Form 990 or 990-EZ that recelved from any one contributor, during the year,
total 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 |, Il, and IE.

[::l For a section 501{c)(7), (8), or {10) organization filing Form 990 or 990-EZ that received from any one conttibutor, during the year,
contributions for use exclusively for religious, charitable, etc., purposes, but these contributions did not total 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 nonexciusively

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

> 5

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 its Form 990-PF, Part |, line 2, to

certify that it does not meet the filing requirements of Schedule B (Form 990, 890-EZ, or 980-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B {Form 990, 990-EZ, or 990-PF) (2013)

323451
10-24-13




Schedule B (Form 990, 990-E2, or 990-PF) (2013}

Page 2

Name of organization

Employer identification number

13-3271855

AMYOTROPHIC LATERAL SCLEROSIS ASSN.

‘Part] . Contributors (ses instructions). Use duplicate copies of Part | if additional space is needed.

(a)
No.

(b)
Name, address, and ZiIP + 4

() (d)

Total contributions Type of contribution

1

Person
Payroll |:|
$ 5,750,000. Noncash [ |

{Complete Part Il for
noncash contributions.)

(a)
No.

(b}
Name, address, and ZIP + 4

{c} {d)

Total conttibutions Type of contribution

Person
Payroll I:l
$ 500,000, Noncash [_ |

(Complete Part Il for
noncash contributions.)

(a)

(b}
Narme, address, and ZIP + 4

{c} {d)

Total contributions Type of contribution

Person I:l
Payroll [:]
$ Noncash [ |

{Complete Part fl for
noncash contributions.}

(a}
No.

(b)

Name, address, and ZIP + 4

{c} (d)

Total contributions Type of contribution

Person D
Payroll |:|
$ Noncash [ |

(Complete Part Il for
noncash contributions.}

(a)
No.

(b)
Name, address, and ZIP + 4

(c} {d)

Total contributions Type of contribution

Person |:|
Payroll I::]
4 Noncash [ |

{Complete Part Il for
noncash contributions.)

(a)
No.

(b)
Name, address, and ZIP + 4

(e) {d)

Total contribufions Type of confribution

Person I:l
Payroll |:|
$ Noncash [:l

(Complete Part Il for
noncash contributions.)

323452 10-24-13

09310613 794084 87573
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Schedule B {(Form 990, 990-EZ, or 880-PF) (2013)

Page 3

Name of organization

Employer identification number

AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855
' Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.
{a)
(c)

No.

o » (b) ) EMV (or estimate) @
from Description of honcash property given . . Date received
Part | (see instructions)

S? b () d

: o (b) . FMY (or estimate} (dy i
from Description of noncash property given . . Date received
Part | (see instructions)

(a)

(c)

No.

0 . (b) . FMV (or estimate} () .
from Description of honcash property given h . Date received
Part 1 {see instructions}

{a) ©)

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

(a} (c)

No. - (b) X FMY (or estimate)} (d) .
from Description of noncash property given A . Date received
Part | {see instructions)

(a)

{c)

No. - (b) . FMV (or estimate) {d) X
from Description of noncash property given ) Date received
Part | (see instructions)

323453 10-24-13

09310613 794084 87573
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Schedule B (Form 990, 990-EZ, or 990-PF) (2013} Page 4

Neme of crganization Employer \dentilcation number
AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855
Part Ml Exclugively [engions, charitable, elc., indiviqual confributions To section SUT(C](7), (8], or {10) organiza Tons that total mere man $1,000 for me

year. Complete columns (a)through {e) and the following line entry. For organizations completing Part lll, enter
the total of exclusively religious, charitable, etc., contributions of $1,000 or less for the year. (gusrtiis nformation once)

Use duplicate copies of Part lIl if additional space is needed.

{a) No.
E,l‘ orTl {b) Purpose of gift {c) Use of gift {d) Description of how gift is held
a
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
goﬂ (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.
I!'I;’TI {b} Purpose of gift {c} Use of gift {d} Description of how gift is held
{e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
lgl':;l'rl:‘"] {b) Purpose of gift (c) Use of gift (d) Description of how gift is held
{e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
323454 10-24-13 Schedule B (Ferm 990, 990-EZ, or 990-PF) (2013)
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SCHEDULE C Political Campaign and Lobbying Activities OME No. 15450047
(Form 990 or 890-EZ})

For Organizations Exempt From Income Tax Under section 501(c) and section 527 20 1 3

> Complete if the organization is described below. P Attach to Form 990 or Form 990-EZ.
IDfE an:n;:\glj:asgs?:eury P See separate instructions. P Information about Schedule G (Form 920 or 990-EZ) and its
e instructions is at wyww jre gov/formy9o

If the organization answered "Yes," to Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Actl\ntles), then

® Saction 501(c)(3) organizations: Complete Parts I-A and B. Do not complete Part I-C.

® Section 501{c) (other than section 501 (c)(3)) organizations: Complete Parts I-:A and G below. Do not complete Part I-B.

® Section 527 organizations: Complete Part I-:A only.
If the organization answered "Yes," to Form 290, Part IV, line 4, or Form 990-EZ, Part Vi, line 47 (Lobbying Activities), then

® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part IbA. Do not complete Part 11-B.

® Section 501(c)(3) organizations that have NOT filed Form 5768 (slection under section 501(h)): Complete Part II-B. Do not complete Part II-A.
If the organization answered “Yes," to Form 990, Part IV, line 5 (Proxy Tax) or Form 980-EZ, Part V, line 35¢ (Proxy Tax}, then

® Section 501(c){4), {5), or (6) organizations: Complete Part lil.
Name of organization Employer identification number

AMYQOTROPHIC LATERAL SCLERQOSIS ASSN. 13-3271855
[PartI-A] Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization's direct and indirect political campaign activities in Part IV.
2 POIICA] BXPENGIUIES oo >4
3 Volunteer hours

1 Enter the amount of any excise tax incurred by the organization under section 4955 ...
2 Enter the amount of any excise tax incurred by organization managers under section 4955
3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year? .. ...,

4a Was a correction made? [:' Yes [:I No

b If "Yes," describe in Part 1V.
: omplete if the organization is exempt under section 501(c), except section 501 ©)(3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities |, .. ]
2 Enter the amount of the filing organization’s funds contributed to other organizations for section 527

XOMPE FUNGHON ACHVIIES ||| |||\ essnes b >3
3 Total exempt function expenditures. Add lines 1 and 2, Enter here and on Form 1120-POL,
@ 7B oot oo b e e >3
4 Did the fiing organization file Form 1920-POL for this year? e L Tves 1 Tne

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political arganizations to which the filing organizatiot
made payments, For each organization listed, enter the amount paid from the filing organization’s funds. Also enter the amount of political
contributions received that were promptly and directly delivered to a separate political organization, such as a separate segregated fund or a
political action committee (PAC). If additional space is needed, provide information in Part IV.

{a} Name {b) Address {c) EIN {d) Amount paid from {e) Amount of political
filing organization's  jcontributions received and
funds. If none, enter -0-. |  promptly and directly

delivered 1o a separate
political organization.
If none, enter -0-.

For Paperwork Reditction Act Notice, see the Instructions for Form 980 or 990-EZ. Schedule C (Form 990 or 980-EZ) 2013
LHA
332045
11-08-13
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Schedule C {Form 990 or 990-E7) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN.
Partll-A']| Complete if the organization is exempt under section 51 {©)3) and filed Form 5768

{election under section 501(h)).

13-3271855 page2

A Check P 1_] if the filing organization belongs to an affiliated group (and st in Part IV each affiliated group member’s name, address, EIN,

expenses, and share of excess lobbying expenditures).

B Check » [ 1 ifthe filing organization checked box A and "limited control” provisions apply.

Limi’@ on Lobbying Expenditure.s ) oré:t!liil!al’zgn's b} Am,lf'gtt:g group
(The term "expenditures” means amounts paid or incurred.) totals
1a Total lobbying expenditures to influence public opinion (grass roots lobbying) .. 43 , 15 0.
b Total lobbying expenditures to influence a legisiative body (direct lobbying} . 397,107,
¢ Total lobbying expenditures (add lines Ta and D) 440,857,
d Other exempt PUIROSE BXPEOAUI S 15 s 206 I 840.
e Total exempt purpose expenditures {add lines Teand 1d) ... .o |22, 647,697,
f _Lobbying nontaxable amount. Enter the amount from the following table in both columns. 932,385

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

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

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

Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000

Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000.

Over $17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line 10 233,0096.
h Subtract line 1g fromline 1a. f zero orless, enter -0- 0.
i Subtract line 1f from line 1c. If zero or less, enter-0- e 0.
j Ifthere is an amount other than zero on either line 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax for this year? I::] Yes I::I No
4-Year Averaging Period Under Section 501{h}
{Some organizations that made a section 501(h) election do not have to complete all of the five
columns below. See the instructions for lines 2a through 2f on page 4.)
Lobbying Expenditures During 4-Year Averaging Period
Calendar year 2010 b) 2011 2012 d) 2013 Total
{or fiscal year beginning in) (a) (b) () () (e) Tota
2a Lobbying nontaxable amount 757,265. 869, 634. 879,798. 932,385. 3,439, 082.
b Lobbying ceiling amount
{150% of line 2a, column{e)) 5,158,623.
¢ Total lobbying expenditures 370,155. 374,683. 285,767. 440,857. 1,471,462.
d Grassroots nontaxable amount 189, 316. 217,409. 219,950. 233,096, 859,771.
e Grassroots ceiling amount
(150% of line 2d, column (&) 1,289,657.
f Grassroots lobbying expenditures) 34,220- 32,593. 25,625- 43;750- 137:188-
Schedule C (Form 290 or 990-EZ} 2013
332042
11-08-13
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Schedule C (Form 990 or 990-E7) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-327 1_8 55 Pages
‘art 11-B, Complete it t?ie organization Is exempt under section 501 [©)B} and has NOT filed Form 5768

(election under section 501(h)).

For each "Yes," response to lines 1a through i below, provide in Part IV a detailed descriplion {a} (b}
of the lobbying activity.

Yes No Amount

1 During the year, did the filing organization attempt to influence foreign, national, state or
local legislation, including any attempt to influence public opinion on a legistative matter
or referendum, through the use of:
VOIUIBBIST oo et e e eb bbb e
Paid staff or management (include compensation in expenses reported on lines 1c through 17
Media advertiSBements? | et
Mailings to members, legislators, or the public? e
Publications, or published or broadcast statements?
Grants to other organizations for lobbying purposes?
Direct contact with legislators, their staffs, government officials, or a legislative body? __________________
Rallies, demonstrations, seminars, conventions, speeches, lectures, or any simibar means?
Other atiVIIBST et et e e
Total. Add Jines ic through i
2a Did the activities in line 1 cause the organization to be not described in section 501{c)3)?
b If “Yes," enter the amount of any tax incurred under section 4912 ...

If "Yes," enter the amount of any tax incurred by organization managers under section 4912

- TR = 0 00 OO

501(c){6).
Yes No
1 Were substantially all (30% or more) dues received nondeductible by members? | ., 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or 18887 ... v, 2
3 Did the organization agres to cairy over lobbying and political expenditures from the prior lear’? R 3

Partli-B| Complete if the organization is exempt under section 501(c){4), section 501 (c)(5), or section
501(c){6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered "No," OR (b) Part llI-A, line 3, Is
answered "Yes."
1 Dues, assessments and similar amounts from mMem e S e ———— e
Section 162(e) nondeductible lobbying and political sxpanditures (do not include amounts of political
expenses for which the section 527(f) tax was paid}.
A U BN YO oot e et oot ee e e etee b ea e e s et e ensesee e e eatese et esee st rantean e s enn et s et ensarneenann
b Carryover from last year
€ TOMBL oot ettt a et e et ee e e R e m e eem et e em e e e
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e}dues . ...
4  If notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess
does the arganization agree to carryover to the reasonable estimate of nondeductible lobbying and political
eXpenditUre NEXY YBAIT et
Taxable amount of lobbying and political expenditures (seeinstructions) ... 5
|Part V] Supplemental Information
Provide the descriptions required for Part 1A, line 1; Part I-B, line 4; Part I-C, line 5; Part H-A (affiliated group list); Part I1-A, line 2; and Part 1B, line 1.
Also, complete this part for any additional information.

FORM 990, SCHEDULE C, PART II-B

EXPLANATION: THE PURPOSE OF OUR ADVOCACY PROGRAM IS TO SENSITIZE

LEGISLATORS TO, AND OBTAIN THEIR SYMPATHY FOR, THE PLIGHT OF ALS VICTIMS,

PATIENTS AND THEIR FAMILIES, AND TO INFLUENCE LEGISLATION REGARDING THE

APPROPRIATION OF FEDERAL FUNDS FOR ALS RESEARCH AND THE USE AND COST TO

PATIENTS OF "ORPHAN" DRUGS. THE ASSQCTIATICON BELIEVES THIS KIND OF
Schedule C (Form 990 or 990-E2) 2013

332043
11-08-13
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Schedule G (Form 990 or 990-E23 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pages
| Part IV | Supplemental Information (continued)

ACTIVITY, WHICH IT INTENDS TO CONTINUE AS ITS ADVOCACY PROGRAM, IS

CRITICAL TO THE ACHIEVEMENT OF ITS MISSION, AND THEREFORE, IS IN DIRECT

RELATION TO ITS TAX-EXEMPT PURPOSE.

Schedule C (Form 990 or 990-EZ} 2013
332044
11-08-13
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- - OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements

{Form 990) P Complete if the organization answered "Yes," to Form 990, 20 1 3

Part IV, line G, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 111, 12a, or 12b.

Department of the Treasury P Attach to Form 980.

Internal Revenue Service P information about Schedule D (Form 890) and its instructions is at WwwLirs. goviformaan !

Name of the organization Employer identification number
AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855

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

Totalnumberatend of vear | o
Agaregate contributions to (during year)
Aggregate grants from (during year}
Aggregate valueatend of year ..
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal control? . . (] Yes (] No
6 Did the organization inform all grantees, donors, and denor advisors in writing that grant funds can be used only

for charltable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring

impermissible private benefit? ... [ 1 Yes [ 1 No

G h W N -

[ Partll /| 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 education) Presetvation of an historically important land area
Protection of natural habitat D Praservation of a certified historic structure

Presarvation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribttion 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 EaSemMEN S e 2a
b Total acreage restricted by conservation easements e, 2b
¢ Number of conservation easements on a certified historic structure included in {a) _ L 2c
d Number of conservation easements inciuded in (¢} acquired after 8/17/06, and not ona hlstor:c structure

listed in the National RegiSter | e e 2d

3 Number of conservation easements medified, 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 pericdic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it ROIdS s |:| Yes I:l No
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year
7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year > $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170{h){#)(B)(}
810 SBOHON TTOMMABNINT ...t es oot ee st [Cdves  [Ino
9 In Part Xill, 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

con_servatlon easements.
1lII;] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes" to Form 990, Part 1V, line 8.

1a lf the organization elected, as parmitted under SFAS 116 {ASC 958}, 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 XllI,
the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art, historical
treasures, ot 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 VIl fine 1
(i} Assetsincludedin Form 90, Part X e

2 If the organization received or held works of art, historical treasures, or other similar asssts for financial gain, provide
the fallowing amounts required to be reported under SFAS 118 (ASC 958) relating to these items:

a Revenues included in Form 990, Part VIIL NG T e rae e > 5
b Assets included in FOrmM 90, PArt X . . .o [
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 980. Schedule D (Form 990) 2013
3538
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Schedule D (Form 990) 2013 AMYOTROPHTIC LATERAL SCLEROSIS ASSN. 13-3271855 page?2
[Part L] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets(continued)
3 Using the organization’s acquisition, accession, and cther records, check any of the following that are a significant use of its collection items

{check all that apply):
a [ ] Public exhibition d I:I Loan or exchange programs
b [::] Scholarly research e Gther

¢ [ 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 Xl
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? .. ... I:' Yes
] Par_th.| Escrow and Custodial Arrangements. Complete if the organization answered "Yes" to Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

|:|No

1a |s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
ONFOMT 980, PAIEXT |ttt et r e een e e e
b If "Yes," explain the arrangement in Part Xiil and complete the following table:

|:|No

09310613 794084 87573

Amount
© Beginning DalaNCe etttk ic
d Additions during the YBar e id
e Distributions during the year 1e
T OENAINGDAIANGE |, | ... e et L]
2a Did the organization include an amount on Form 980, Part X, Ine 210 e |__| Yes Lj No
b_If "Yes," explain the arrangement in Part Xlll. Check here if the explanation has been provided in Part Xl ... l:]
art V. | Endowment Funds. Complste If the organization answered "Yes" to Form 930, Part IV, line 10.
(a) Current year (b} Prior year {c) Two vears back | {d) Three years back | {e} Four years hack
1a Beginning of year balance 5,990,000, 240,000, 240,000, 240,000, 240,000,
b Centributions ...
¢ Net investment earnings, gains, and losses 21,965, 13,666, 8,091, 26,305, 12,739,
d Grants or scholarships ... 12,739,
e Other expenditures for facilities
and programs ... 21,965- 13,665. 5,091. 26,305.
f Administrative expenses ...
o Endofyearbalance ... 5,990,000, 240,000, 240,000, 240 000, 240,000,
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)} held as:
a Board designated or quasi-endowment p- %
b Permanent endowment > 4.00 %
¢ Temporarily restricted endowment p 96.00 %,
The percentages in fines 2a, 2b, and 2¢ should equal 100%.
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 | ..ottt ne s es s et es et e esan s £ s nasrina s ae s nneas Jali} X
(ii) related organizations ... S e et 3alii) X
b If "Yes" to 3a(ii), are the related organizations listed as required on Schedule R? e, 3b
4 Describe in Part Xl the intended uses of the organization's endowment funds.
T [Land, Buildings, and Equipment.
Complete if the organization answered "Yes" to Form 920, Part IV, line 11a. See Form 980, Part X, line 10,
Description of property {a) Cost or other {b) Cost or other {c} Accumulated {d) Book value
basis {investment} basis (other) depreciation
T Land e G
b Buildings . .
¢ Leasehold improvements ... 216,335, 149.682- 56,653-
d Equipment _____________________________________________ 1,270,728- 1,101,767- 168,961-
@ Other .o
Total. Add lines 1a through te. (Column (d) must equal Form 990, Part X, column (B), fine 10(c)) . . . > 235,614,

Schedule D (Form 990) 2013
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Schedule D (Form 990) 2013 AMYOTROPHIC LATERAL SCLERQSIS ASSN. 13-3271855 page3d
Investments - Other Securities.
Complete if the organization answered "Yes" to Form 990, Part IV, line 11b. See Form 980, Part X, line 12.
{a) Description of security or category (including nama of security) (b} Book value {c) Method of valuation: Cost or end-of-year market value

(1} Financial derivatives .. .. .o
(2) Closely-held equity interests
(8} Other

A

(B)

(9]

D)

(E)

(3]

(6]

{H)
Total. (Col. {b) musi equat Form 990, Part X, col. {B) line 12.} >
Part Vill} Investments - Program Related.

Complete if the organization answered "Yes” to Form 990, Part IV, fine 11c. See Form 990, Part X, ling 13,
{a) Dascription of investment {b) Book value (e} Method of valuation: Cost or end-of-year market value

(1)
2
&1
G
&)
(6)
4]
(8
&)
Total. {Col. {b) must equal Form 980, Part X, col. (B} line 13.}
Part IX| Other Assets.
Complete if the organization answered "Yes" to Form 990, Part IV, line 11d. See Form 980, Part X, line 15.

{a} Description (b} Book value

(1) OFFICE LEASE DEPOSITS 51,262.
(2y VENDOR DEPOSITS 1,401,
(3 OTHER RECEIVABLES 152,6609.
¢4y BENEFICIAL INTEREST IN PERPETUAL TRUSTS 997,093,
5y REVENUES AND LOANS RECEIVABLE FROM CHAPTERS 3,066,014,
©) :
7
(8)
9

Total. (Column (b) must equal Form 980, Part X, ol (B) e T5.) oot » 4,268,439,

Pari X.| Other Liabilities.
Complete if the organization answered "Yes" to Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25.
1. (a) Description of liabifity {b) Book value

(1) Federal income taxes
{2y ANNUITY PAYMENT LIABILITY 867,389,
3)
{4
5
6
N
(8)
()
Total. (Column (b) must equal Form 990, Part X, col. (B)line 25.) .. ... 867 . 389.
2. Liability for uncertain tax positions. In Part X, 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 {ASC 740). Check here if the text of the footnote has been provided in Part Xl
Schedule D (Form 990} 2013

332053
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Schedule D (Form 990} 2013 AMYOTROPHIC LATERAIL SCLEROSIS ASSN. 13-3271855 paged
TReconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" to Form 990, Part IV, line 12a.

1 Total revenue, gains, and other support per audited financial statements 1 1129,102,318.,
2  Amounts included on line 1 but not en Form 990, Part VIl, line 12:

a Netunrealized gains on investments 2a -21,681.1

b Donated services and use of facilities sp| 5,066,885,

¢ Recoveries of prioryeargrants . 2c

d Other(Describe in Part XL 2d 53,555.]

e Addlines 2athroUgh 2d e 2¢ | 5,098,753,
3 SUBIACt iNE 2 frOM NG 1 3 | 24,003,559.
4  Amounts included on Form 990, Part Vil, line 12, but hot on line 1: o

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

b Other{Describe i Part XIL) e 4b L

¢ Add lines 4a and 4b 4c 27,128.

Total revenue. Add lines 3 and 4. (1his must equal Form 990, Part ], line 12.) .. 5 | 24,030,687,
Part XII Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the crganization answered "Yes" to Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements 1| 26,204,122,
2 Amounts included on line 1 but not on Form 990, Part IX, fine 25: e

a Donated services and use of faciliies 2a

b Prior yearadjustments |, 2b

€ OMNBIIOSSOS | it 2¢

d Other (Describe in Part XIL) e 2d

e A INES 2ATNIOUGN 20 | . oo oeeoee oo eeeee e eeeeeee oo 5,066,885,
3 SUbtactline 28 oM ING 1 e ees e 3 | 21,137,237,
4  Amounts included on Form 980, Part IX, line 25, but not on line 1:

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

b Other (Describein Part XILY 4b

¢ Add lines 4a and 4b 4c 27,128.

Total expenses. Add lines 3 and 4. (This must equal Form 990, Part i, ine 18.) ... 5 | 21,164,365,
|T°art Xl Supplemental Information.
Provide the descriptions required for Part I, lines 3, 5, and 9; Part l1l, lines 1a and 4; Part IV, fines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,

lines 2d and 4b; and Part XI|, lines 2d and 4b. Also complete this part to provide any additional information.

PART V, LINE 4:

EXPLANATION: IN DECEMBER 2013, THE ASSOCIATION RECEIVED A BEQUEST TOTALING

$5,750,000, ESTABLISHING A TERM ENDOWMENT ACCORDING TO DESIGNATIONS MADE

BY THE DONOR. THE PROCEEDS QF THIS BEQUEST ARE TC BE MAINTAINED BY THE

ASSOCIATION IN AN ENDOWMENT FUND FOR A PERIOD QOF TEN YEARS. EARNINGS FROM

THE FUND ARE RESTRICTED TO SUPPORT RESEARCH AND MAY BE SPENT ON A CURRENT

BASIS. UPON EXPIRATION OF THE ENDOWMENT TERM, THE CORPUS OF THE FUND MUST

ALSO BE USED TQO SUPPORT RESEARCH. THE ASSOCIATION ANTICIPATES THAT IT WILL

RECEIVE ADDITIONAL CONTRIBUTIONS FROM THE DONOR'S ESTATE WHICH ARE NOT

CURRENTLY ABLE TO BE ESTIMATED.

THE RESEARCH ENDOWMENT PRINCIPAL IS HELD IN PERPETUITY TO GENERATE

fiam , Schedule D {Form 990) 2013
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Schedule D (Form 990) 2013 AMYQTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pages
[Part XN Supplemental Information (continued)

EARNINGS TO SUPPORT RESEARCH EXPENDITURES.

PART X, LINE 2:

EXPLANATION: THE ASSOCIATION IS EXEMPT FROM FEDERAL INCOME TAXES UNDER

INTERNAL REVENUE CODE SECTION 501(C}(3) AND STATE TAXES RELATED TO REVENUE

RECEIVED IN CONNECTION WITH EXEMPT PROGRAMS. THE ASSOCIATION RECOGNIZES

THE FINANCIAL STATEMENT BENEFIT OF TAX POSITIONS, SUCH AS ITS FILING

STATUS AS TAX-EXEMPT, ONLY AFTER DETERMINING THAT THE RELEVANT TAX

AUTHORITY WOULD MORE LIKELY THAN NOT SUSTAIN THE POSITION FOLLOWING AN

AUDIT. THE ASSOCIATION IS SUBJECT TO POTENTIAL INCOME TAX AUDITS ON OPEN

TAX YEARS BY ANY TAXING JURISDICTION IN WHICH IT OPERATES. THE STATUTE OF

LIMITATIONS FOR FEDERAL PURPOSES IS THREE YEARS AND FOR STATE PURPOSES IS

GENERALLY THREE TO FOUR YEARS.

PART XI, LINE 2D - OTHER ADJUSTMENTS:

GAIN ON BENEFICIAL INTEREST IN PERPETUAL TRUSTS -4,730.
CHANGE IN VALUE OF SPLIT-INTEREST AGREEMENTS 58, 285.
TOTAL TO SCHEDULE D, PART XI, LINE 2D 53,555,

PART XTI, LINE 4B - OTHER ADJUSTMENTS:

CAR DONATION PROGRAM COST 27,128.

PART XII, LINE 4B - OTHER ADJUSTMENTS:

CAR DONATION PROGRAM COST 27,128.

Schedule D (Form 990) 2013
332055
09-25-13
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SCHEDULEF Statement of Activities Qutside the United States Oﬁi")fisé"‘"

{Form 990} P Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.
Department of the Tressiry P Attach to Form 990. P See separate instructions.
internal Ravenue Service P [nformation about Schedule F {Form 990) and its instructions is at ywww irs. qov/form990.

Name of the organization Employer identification number

AMYOTROPHIC LATERAL SCLERQOSIS ASSN. 13-3271855
Partl. | General Information on Activities Outside the United States. Complete if the organization answerad “Yes” on
Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? @ Yes |:| No

2 For grantmakers. Describe in Pait V the organization’s procedures for monitoring the use of its grants and other assistance outside the

United States.
3 Activitles per Region. (The following Patt I, line 3 table can be duplicated if additional space is needed.)
(a) Region (b} Number of | (¢) Number of | (d} Activities conducted in region (e} If activity listed in {d) {f) thal
offices employees, | my type) (e.g., fundraising, program is a program service, expenditures
X . agents, and ) A ; o for and
in the region | independent services, investments, grants to describe specific type X
contractors recipients located in the region) of service(s) in region investments
in region in region
EUROPE { INCLUDING
ICELAND & GREENLAND)
- 0 0 PRANT MAKING RESEARCH 532,045,

NORTH AMERICA -
CANADA AND MEXICO,
BUT NOT THE UNITED
STATES 0 0 [BRANT MAKING RESFARCH 276,473,
MIDDLE EAST AND

NORTH AFRICA -

ALGERIA, BAHRAIN,
DJIBOUTI, EGYPT, g 0 BRANT MAKING REsEARCH 40,000,

3a Subtotal ... . g 0 848 518,
b Total from continuation
sheets to Part1 0 0 0.
¢ Totals {add lines 3a
and3b) . 0 0 848 518,
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedufe F {Form 990) 2013
232071
10°03-13
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AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855

Schedule £ (Form 990) 2013 Page2
I Part |l :i Grants and Other Assistance to Organizations or Entities Outside the United Slates. Complete if the organization answered *Yes* on Form 990, Part IV, line 15, for any
recipient who received more than $5,000. Part (1 can be duplicated i addifional space is needed.
1 | () BS code section ) (d} Purpose of {e}Amount | {f) Mannerof | f@hAmountoly  {h}Bescription {i) Method of
{a} Name of crganization R . {c} Region § non-cash of non-cash aluation (book, FiMV,
and EIN (if applicable} grant of cash grant |oash disbursement} ,cactance assistance appralsal, other)
“JRUROPE ( INCLUDIRG LOU GEHRIG CHALLENGE
“heBnanD & FALS ASSOC INITTATED 'HECK & WIRE
./PREENLAND) - RESEARCH GRANTS 85,000 ,[FRANSFER 0,
TRADITIONAL -
INVESTIGATOR
INITIATED RESEARCH "HECK & WIRE
(KOUTH AMERICA bRANTS 20,000, ['RANSFER q,
UROPE (INCLUDING [FRADITIONAL -
CELAND & INVESTIGATOR
REENLAND) -~ 'NITIATED RESEARCH PHECK & WIRE
ALBANIA, ANDORRA, [RANTS 79,545 [TRANSFER o0,
UROPE {INCLUDING
ICELAND & POST DOCTORAL
RREENLEND) - FELLOWSHIP RESEARCH CHECK & WIRE
LBANIA, ANDORRA, [BRANTS 50,000 ,[PRANSFER 0,
MIDDLE EAST AND  [FRADITIONAL-
MORTH AFRICA — [[NVESTIGATOR
ALGERTA, BAHRAIN, [INITIATED RESEARCH 'HECK & WIRE
-PIIBOUTI, EGYFT, [3RANTS 40,000 JIRANSFER 0,
EUROPE {INCLUDING [TRADITIONAL-
[[CELAND & INVESTIGATOR
REENLAND) - TNITIATED RESEARCH FHECK & WIRE
_ﬁLBANIA, ANDORRA, BRANTS 80,000 {TRANSVER 0,
“RORTE AMERICA -  [PRADTTICNAL-
i[CANADA AND INVESTIGATOR
SMEXICO, BUT BUT [INITTATED RESEARCH CHECK & WIRE
' NOT THE UNITED ERANTS 20,000, [rRANSFER 0,
"WORTH AMERICA -  [PRADIT'TONAL-
7 CANADA AND [NVESTIGATCR
MEXICO, BUT BUT [NITIATED RESEARCH CHECK & WIRE
ijoT THE UNITED BRANTS 152,819 [rRANSFER o,

2  Enter total number of recipient organizatio:

nis 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

13

3__Enter lotal number of other organizations or entities

332072
10-03-13
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Schedule F {Farm 980) AMYQTROPHIC LATERAL SCLERQSIS ASSH. 13-3271855 Page 2
Partll:] Continuation of Grants and Other Assistance to Organizations or Entities Outside the United States. (Schedule F {Form 990), Part 11, line 1}
1 e {b) IRS code section ) {d} Purpose of {8} Amount (i) Mannerof | (@) Amuount of {h) Description (i} Method of
{a) Narne: of organization _ . {c) Region N nen-cash of non-cash aluation (boak, FMV,
and EIN {if applicable) grant of cash grant [cash disbursement] ;odictance asgistance appraisal, other)
UROPE (INCLUDING [PRADITIONAL-
CELAND & [INVESTIGATOR
REENLAND) - [NITYATED RESEARCH [PHECK & WIRE
'PLBANTA, ANDORRA, [RANTS 20,000 [PRANSFER 0,
NORTH AMERICA -  [FRADITIONAL-
ANADA AND [LNVESTIGATOR
EXICC, BUT BUT [INITIATED RESEBRCH CHECK & WIRE
OT THE UNITED BRANTS 63,655, [FRANSFER 9,
UROPE {INCLUDING |[PRADITIONAL-
CELAND & [ENVESTIGATOR
REENLAND} - ENITIATED RESEARCH FHECK & WIRE
LBANIA, ANDORRA, BRANTS 100,000 ,[FRANSFER 0.
UROPE {INCLUDING [FRADITIONAL-
CELAND & [NVESTTGATOR
REENLAND) - INITIATED RESEARCH 'HECK & WIRE
LBANIA, ANDORRA, DIRANYS 70,000 JCRANSFER 0,
'NORTH AMERICA - [|TRADITIONAL-
CANADA AND [[NVESTIGATOR
MEXICO, BUT BUT [INITTATED RESEARCH [CHECK & WIRE
ror THE UNITED ERANTS 40,000 .JI’RANSFER 0,
L [rRADITTONAL-
“[EUROPE (INCLUDING [INVESTIGATOR
JLCELAND & INITIATED RESEARCH I’HECK & WIRE
“BREENLAND) - BRANTS 27,500 ,[TRANSFER 0,

332182
05-01-13
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Scheduls F (Form 290) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 Page 3
‘Partlil? Granls and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes™ on Form 990, Part IV, line 16,
Part Il can be dupkcated if additicnal space is heeded.
i | {e) Number of | (d) Amount of {e) Marner of {f} Amount of {g) Description of {h) Method of
{a) Type of grant or assistance {b} Regfon recipients cash grani cash dishursement non-cash narrcash assistance valuation
assistance {book, FMV,

appraisal, other)

332073
10-03-13
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Schedule F (Form 990) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855  pagea
[Part V] Foreign Forms

1 Was the organization a U.S. transferor of propanty to a foreign corporation during the tax year? If "Yes," the

organization may be required to fite Form 926, Return by a U.S. Transferor of Property to a Foreign

Corporation (see Instructions for FOM926) e L1 ves No
2 Did the arganization have an interest in a foreign trust during the tax year? If "Yes," the organization

may be required to file Form 3520, Annual Return to Report Transactions with Foreign Trusts and

Receipt of Certain Forafgn Gifts, and/or Form 3520-A, Annual Information Return of Foreign Trust With

a U.S. Owner (see Instructions for Forms 3520 and 3520-A)

|:| Yes No

3 Did the organization have an ownership interest in a foreign corporation during the tax year? /f "Yes,"

the organization may be required to file Form 5471, Informatfon Return of U.S. Persons With Respect To

Certaln Forelgn Corporations. (See InStuctOnS 10 FOI G471 e i [ ves No
4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

qualified electing fund during the tax year? If "Yes," the organization may be required to file Form 8621,

information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund.

(560 IIStrUCtions for FOIM 8621 e [T ves No
5 Did the organization have an ownership interest in a foreign partnership during the tax year? /f “Ves,*

the organization may be required to file Form 8865, Return of U.S. Persons With Respect To Certain

Foreign Partnerships. (see INStUCHonNs 108 FOM B868) i, [ ves No
6 Did the organization have any operations in or related to any boycotting countries during the tax year? /f

"Yes," the organization may be required to file Form 5713, International Boycott Report. (see Insiructions

Schedule F (Form 990} 2013
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Schedule F (Form 99032013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pages
Part V.| Supplemental Information
Provide the information required by Part |, line 2 {monitoting of funds); Part |, line 3, column {f) (accounting method; amounts of
investments vs. expenditures per region); Part Il, fine 1 (accounting method); Part Ill {accounting method); and Part (11, column (c)
{estimated number of recipients), as applicabie. Also complete this part to provide any additional information.

PART I, LINE 2:

EXPLANATION: FOREIGN INVESTIGATORS, SIMILAR TO U.S. INVESTIGATORS, ARE

REQUIRED TO PROVIDE A DETAILED REPORT OF THEIR EXPENDITURES AT THE

TERMINATION OF THE GRANT. ANY UNEXPENDED FUNDS MUST BE RETURNED TO THE

ORGANIZATION. TIF ADJUSTMENTS ARE MADE TO THE BUDGET-TRANSFER OF FUNDS TO

DIFFERENT CATEGORIES, THESE HAVE TO BE REQUESTED IN WRITING AND APPROVED

BY OUR RESEARCH CONSULTANT.

PART I, LINE 3:

EXPLANATION: ALL FOREIGN APPLICANTS, SIMILAR TO U.S. INVESTIGATORS,

PROVIDE A DETAILED APPLICATION OUTLINING THEIR EXPERIMENTAL PLAN AND

TIMELINES. THESE ARE SCIENTIFICALLY REVIEWED, AND IF APPROVED FOR

FUNDING, THE INVESTIGATORS ARE REQUIRED TO PROVIDE WRITTEN REPORTS THAT

ARE REVIEWED AND APPROVED PRIOR TO ADDITIONAL FUNDS BEING RELEASED., ALL

REPORTS ARE ELECTRONICALLY RECEIVED.

332075 10-03-13 Schedule F {Form 9980) 2013
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SCHEDULE G
{Form 990 or 990-EZ)

Department of the Treasury
internal Revenue Service

Name of the organization

Supplemental Information Regarding Fundraising or Gaming Activities
Complete if the organization answered "Yes" to Form 980, Part IV, lines 17, 18, or 19, or if the

organization entered more than $15,000 on Form 990-EZ, line 6a.
P Attach to Form 990 or Form 980-EZ.

P> Information about Schedule G {Form 990 or 990-EZ) and Hs instructions is at wwy jrs govlforn 990

Employer identification number

13-3271855

AMYQTROPHIC LATERAL SCLEROSIS ASSN.

 Open To Public
Anspection -

OMBE No. 1545-0047

2013

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

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

a EX:I Mail solicitations

b Internet and email solicitations

C Fhone solicitations
d In-persen solicitations

e Solicitation of non-government grants

f Salicitation of government grants

a Special fundraising events

2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees or
key employeos listed in Form 990, Part VII) or entity in connection with professional fundraising services?

b i "Yes," list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated af least $5,000 by the organization.

IZ] Yes

[:]No

- iii) Did . i {v) Amount paid . .
(i) Name and address of individual L (I et {iv) Gross receipts | to 201» retaineré by) (vi) Amount paid

. . {ii) Activity have custod - funcirai to {or retained by)

or antity {fundraiser) or control o from activity undraiser organization
contributions? listed in col. {i) d

MWE MARKETING LLC - 105 PAUL Yes | No
REVERE ROAD, CONCORD, MA FUNDRAISING COUNSEL X 3,051,581, 305,554, 2,746 027,
STRATEGIC FUNDRAISING, INC, - MANAGES TELEMARKETING
7591 9TH STREET NORTH, ST, SOLICITATIONS X 132,667, 110,910, 5,893,
AMERICA'S CAR DONATION CENTER
- 3755 OMEC CR 4, RANCHO CAR DONATIONS X 78,487, 51,358, 22,011,
T Al .ooiiiiiiiiiiiiiiiiiiisriteeereseiiiriseisecesnsessesieseseresssiseceseieieiiiiiiiiis > 3,262,735, 467,822, 2,773,831,

3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration

or licensing.

AL ,AK,AR,CA,CO,CT,DE,DC,FL,GA,HT,TL,KS,KY,LA,ME,MD,MA , MT ,MN, MS, NH, NJ , NM, NY

ND,QOH,O0K,0OR,PA,RT,SC,TN,UT, VA, WA, WV WI,NV

1 HA For Paperwork Reduction Act Notice, see the Instructions for Form 920 or 280-EZ.
SEE PART IV FOR CONTINUATIONS

332081
09-12-13

09310613 794084 87573
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Scheduls G (Form 990 or 990-E7) 2013 AMYQTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 page2
] Part i | Fundraising Events. Complete if the organization answered “Yes" to Form 990, Part IV, line 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 980-EZ, lines 1 and 6b. List events with gross receipts greater than $5,000.

(a) Event #1 {b) Event #2 {c) Other events (d) Total events
ALSA WALK - ALSA WALK -
BANGOR BURLINGTON g | (ad ot ta) througn
o {event type) (event type) {total number) col- (e}
=3
i~
§ 1 Grossreceipts 48,472, 47,234, 273,275, 368,981.
2 Less: Contributions ... 45,652, 43,353, 246,517, 335,522,
3 Gross income {line 1 minusline?) ... 2,820- 3,881. 26,758, 33,459.
4 Cashprizes
6 Noncashprizes | . . ...
L)
@
5|6 Renttacilty costs ... 1,418. 5,938. 7,356.
i
8|7 Foodandbeverages ... ... 90. 2,008, 2,098,
ol
8 Entertainment 200, 200.
9 Otherdirectexpenses .. 21820- 2:373- 18,612. 23r805'
10 Direct expense summary. Add lines 4 through 9in column () e, | 33 3 459,
11 Net income summary. Subtract line 10 fromline 3, Golumin () .o | 0.
Partlil Gaming. Complete if the organization answered "Yes" 1o Form 920, Part IV, line 19, or reported more than

$15,000 on Form 990-EZ, line 6a.

. (by Pull tabs/instant . {d) Total gaming {add

@ . "
2 (a} Bingo bingo/progressive bingo {c} Other gaming col. {a) through col. (¢}}
g
1)
i

1 Grossrevenue . ........................
w|2 Cashprizes . ...
@
o
Ejl 8 Noncashptlizes . ...
k3]
8|4 Rentfaciltycosts
[}

§ Otherdirectexpenses .. ...

L] Yes = % [ ] Yes__ % L] Yes %

6 Volunteerlabor [ Ino [ Ino [ no S

7 Direct expense summary. Add fines 2 through 5 in column () e »

8 Net gaming income summary. Subtractline 7 frombine column {d} .o >

9 Enter the state(s) in which the organization operates gaming activities:
a is the organization licensed to operate gaming activities in each of these states? ... . L_J Yes |_| No
b If "No," explain:

10a Were any of the organization’s gaming licenses revoked, suspended or terminated during the taxyear? ... L_l Yes l_l No
b If "Yes," explain:

332082 09-12-13 Schedule G (Form 990 or 990-EZ) 2013
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Schedule G (Form 990 or 990£7) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pages

11 Does the organization operate gaming activities with nonmembers? e L] Yes L] No
12 Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed
to administer chartable Qamming? e ettt e Elves [ino

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

............................................................................................................................................. 13a %
B AN OUESIHE FAGHIEY | oo ettt ettt e e 13b %
14 Enter the name and address of the person who prepares the organization's gaming/special events books and records:
Name P
Address P
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? D Yes |:| No

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

and the amount

Name P

Address

16 Gaming manager information:

Name P

Gaming manager compensation > $

Description of services provided P

|:l Directot/officer |:| Employee |—_—| Independent contractor

17 Mandatory distributions:

a |s the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming CBNSET | e et [ lves [ Ino

b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization’s own exempt activities during the tax year | )

Supplemental Information. Provide the explanations required by Part |, line 2b, columns (i) and (v), and Part lll, iines 9, @b, 10b, 15b,
15¢, 16, and 17b, as applicable. Also complete this part to provide any additional information {see instructions).

SCHEDULE G, PART I, LINE 2B, LIST OF TEN HIGHEST PAID FUNDRAISERS:

(I) NAME QF FUNDRAISER: NNE MARKETING LLC

{(I) ADDRESS OF FUNDRAISER: 105 PAUL REVERE ROAD, CONCORD, MA 01742

(I) NAME QOF FUNDRAISER: STRATEGIC FUNDRAISING, INC.

(I) ADDRESS OF FUNDRATSER: 7591 S9TH STREET NORTH, ST. PAUL, MN 55128

(I} NAME OF FUNDRAISER: AMERTCA'S CAR DONATION CENTER

332083 09-12-13

Schedule G (Form 990 or 980-EZ)} 2013
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Schedule G (Form 990 or 990-E7) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 pages
Part IV.[ Supplemental Information (continued)

(I) ADDRESS OF FUNDRAISER: 3755 OMEC CR #4, RANCHO CORDOVA, CA 95742

SCHEDULE G, PART II, LINE 11

EXPLANATION: THE AMYOTROPHIC LATERAL SCLEROSIS ASSOCIATION (ALSA) HELD

WALKS TO FUNDRAISE AND RAISE PUBLIC AWARENESS ABQUT ALS. ALL REVENUE

RAISED FROM EVENTS ARE CONSIDERED TO BE CHARITABLE CONTRIBUTIQONS. ALL

INCOME FROM THE WALKS AND EVENTS HELD IS CATEGORIZED AS CONTRIBUTION

REVENUE, AS THE SUPPORTERS OF THE WALKS WHO CONTRIBUTE MONEY ARE ABLE

TO FULLY DEDUCT THEIR CONTRIBUTIONS IN SUPPORT OF THE EVENT. AS SUCH,

THE ENTITY REPORTS A LOSS FROM SPECIAL EVENTS, EVEN THOUGH THE EVENTS

WERE PROFITABLE.

Schedule G (Form 990 or 990-EZ)
332084
05-01-13
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SGHEDULE | Grants and Other Assistance to Organizations, OMB No. 1545 0047
{Form 980} Governments, and Individuals in the United States
Complete If the organization answered "Yes" to Form 990, Part 1V, line 21 or 22.
Departmen of (he Treasury - Attach to Form 980.
Imernal Revonyo Servica P Information about Schaduls | Form 990) and its instructions is at i a0

Name of the organization

AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855
I' Partl: | General Information on Grants and Assistance

1 Duoes the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and the selaction
criteria used to award the grants or assistance? e B ves (e

2 Describe in Part IV the organization's procedures for monitoring the use of grant funds In the United States.
-Part.il .| Grants and Other Assistance to Governments and Organizatians 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. Part Il can be duplicated if additional space is needed.

1 {a} Name and address of organization {b} EIN {c} IRC section {d) Amountof | {e} Amount of (i} Method of (g} Description of {h} Purpose of grant

ar government if applicabla cash grant non-cash valuation (book, e aesistance or assistance
; FMV, appraisal
assistance 'other) '

THE ALS ABBOCIATION-GEORGIA
CHAPTER - 1955 CLIFF VALLEY WAY -
ATLRNTA, GA 30329 58-1943490 B01{c)(3) 25,000, 0, CHAPTER DEVELOPHENT GRANT
BAYLOR COLLEGE QF MEDICINE - ALS
CLINIC, DEPT OF MEUROLOGY - 6550
FANNIN, SUITE 1801 {(SMITH TOWER) -
HOUSTON, TX 77030 74-1613878 PBo1{c){3) 11,800, L ALSA CENTER

CURT AND SHONDA SCHILLING ALS
CLIKIC - 41 MALL ROAD -
BURLINGTON, MA 01805 23-7121131 BOL{C) (3} 11,800, 0, RL.SA CENTER

TEE HITCHCCCK FOUNDATION
ONE MEDICAL CENTER DRIVE
LEBANON, NH 03756-0001 02-022213% [BO1(C)(3) ii,800, a. BLSA CENTER
GEROGE WASHINGTON UNIVERSITY,

DEPT, OF NEUROLOGY - ANS CENTER -
2150 PENNSYLVANIA AVE., M@, 7-401
- WASHINGTON, DC 20037 54-2126575 [0L(C}{3} 11,800, 0, BLSA CENTER

MAYO CLINIC - ALS CLINIC
13400 EAST SHEA BLVD
SCCTTSDALE, AZ 85259-5404 59-3337028 Bo01{C)(3) 11,800, 0, pALSA CENTER

> 104.

2 Enter total number of section 501(c)(3) and government organizations listed in the line 1 fable |

3 Enter total number of other organizations listed inthe line1 table ... .. .
LHA  For Paperwork Reduction Act Notice, see the Instructions for Form 890. Schedule | {Form 990} (2013)

337101
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Schedule | (Form 980) AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855 Page 1

Partit| Continuation of Grants and Other Assistance to Governmenls and Organizations in the United States (Schedule | (Form 990}, Part I1.)

{a} Name and address of
organization cr government

(B} EIN

{c) IRC section
if applicable

{d} Amount of
cash grant

{e) Amount of

naon-cash
assistance

{f) Method of
valuation
(book, FMV,
appraisal, othen

{g} Description of
non-cash assistance

{h) Purpose of grant
or assistance

UNIVERSITY OF NEW MEXICO - SCHOCL
QF MEDICINE - 2211 LOMAS, NE - MSC
10 5620 - ALBUQUERQUE, NM 87131

85-6000642

K01{C) (3}

11,800,

ALSA

CENTER

UNIVERSITY OF VERMONT ALS CLINICAL
DEPARTHMENT OF NEUROLOGY - 88
BERUMCONT AVENUE - BURLINGTON, VT
05405

030-175440

F01(CH{3)

11,800,

RLSA

CENTER

DARTHOTH HITCHCOCK MEDICAL CENTER
ONE MEDICAL CENTER DRIVE
LEBANON, NH 03756-0001

02-0222139

BoL{C)(3)

11,800,

ALSA

CENTER-NNE

BANNER GOOD SAMARTITAN MEDICAL
CENTER - 1012 E, WILLETTA STREET -
PHOENIX, A% 85006

41-0726167

Fo1{C) (3}

12,500,

ALEA

CENTER

HENNEPIN COUNTY MEDICAL CENTER
825 SOUTH EIGHTH STHEET, SUITE 250
MINNEAPOLLS, MD 55404

38-1357020

Bd1{C}{3)

12,500,

RLSA

CENTER

MAY(Q FOUNDATION-DEPT. OF NEUROLOGY
200 FIRST STREET, 5.W,.
ROCHESTER, MD 55305

41-6011702

501{C)(3)

12,500,

CENTER

NEUROLOGY ASSOCIATES OF STONY
BROOK - 179 BELLE MEADE ROAD,
SULTE 3 - EAST SETAUKET, NY 11733

11-3243405

501(C){3)

12,500,

ALSA

CENTER

ROBERT WOCD JOHNSON UNIVERSLITY
HOSPITAL & UMDNJ MEDICAL SCHOOL -~
97 PATERSON ST, - NEW BRUNSWICE,
HJ 08903

20-1285267

B0x(C)(3}

12,500,

ATSA

CENTER

WAKE FOREST BAPTIST MEDICAL CENTER
MEDICAL CENTER BLVD, 3RD FLOUCR,
MEADS - WINSTON-SALEM, NC
27157-1078

22-3849199

Fa1(c)(3)

12,500,

pLGA

CENTER

232241
05-01-13
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Schedule | (Form 930) AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855 Page 1

| Part ]ii Conlinuation of Grants and Other Assistance to Govarnments and Organizations in the United States (Scheduls | (Form 999), Part IL.)

{a) Name and address of
organization or government

{b} EIN

() IRGC section
if applicable

{d} Amount of
cash grant

{e) Amount of
nor-cash
assistance

{f} Method of
valuation
(book, FMV,
appraisal, other)

{g) Description of
non-cash assistance

{h) Purpose of grant
or assistance

ALS CENTER

ALS CENTER

ALS CENTER, HERSHEY MEDICAL
CENTER, H037 - 500 UNIVERSITY

24-60006376

BL(C)(3)

13,100,

BLSA

CENTER

BETH ISRAEL MEDICAL CENTER ALS
CLINYC

KEN DEPARTMENT OF NEUROLOGY - 10
UNION SQUARE EAST - NEW YORK K NY

04-2103881

Box{C)(3)

13,100,

RLSA

CENTER

CLEVELARD CLIRIC FOUNDATICN
9500 EUCLID AVENUE
CLEVEEAND, OH 44195

34-0714585

E01{C)(3)

13,100,

RLSA

CENTER

DUKE UNIVERBITY MEDICAL CENTER
DUMC BOX 2333 932 MCRREENE ROAD
DURHAM, NC 27705

56-0532129

poL(¢)(3)

13,100,

RLSA

CENTER

FORBES NCRRIS ALS RESERRCH CENTER
2324 SACRAMENTO ST,
SAN FRANCISCO, CA 94115

26-2047755

BOL{C)({3)

13,100,

CENTER

GEQRGIA HEALTH SCIENCES
FOUNDATION, INC, - 1130 15TH
STREET, BP 4390 - AUGUSTA, GA
30912-0004

35-2310573

p0i{c){3)

13,100,

JALSA

CENTER

HARRY J, HOENSLAAR ALSE CLINIC
2799 WEST GRAND AVE., K-1l NEUROLO
DETROIT, MI 48202

38-1357020

Bo1(cy{3)

13,100,

ALSA

CENTER

INDIANA UNIVERSITY ALS CENTER
1050 WISHARD DLVD, REGENSTRIEF 6TH
INDIANAPOLIS, IN 46202

52-05%5110

Be1(C)(3)

13,100,

RLSA

CENTER

MAYO CLINIC JACEKSCNVILLE
4500 SAN PABLO ROAD S CANNADAY ZE
JACKSONVILLE, FL 32224-1855

59-3337028

Eot{c)(3)

13,100,

RLESR

CENTER

332241
05-01-13
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Schedule | (Form 990) AMYOTROPHIC LATERAL SCLEROSIS ASSHN.
IPéﬂ1ﬂ

Continuation of Grants and Othar Assistance to Governments and Organizations [n the United States (Schedule | {Form 990), Part I1.)

{a) Name and address of
arganization or government

{b} EIN

{c) [RC section
if applicable

{d) Amount of
cash grant

(e} Amount of

non-cash
assistance

(f) Method of
valuation
{book, FMV,
appraisal, othar}

{g} Description of
non-cash assistance

{h) Purpose of grant
or assistance

MEDICAL COLLEGE OF
WISCONSIN/FROEDTERT HOSPITAL -
9200 W, WISCONSIN AVE, -
MILWAUKEE, WI 53226

39-08062461

501(c)(3)

13,100,

PLSA

CENTER

PENN STATE UNIVERSITY
500 UNIVERSITY DRIVE
HERSHEY & PA 17033

24-6000376

Fa1{c)(3)

13,100,

RLEA

CENTER

PROVIDENCE ALS CENTER
5050 ME HOYT, STE 315
PORYLAND, OR 97213

93-1176109

EO1{C){3}

13,100

ALSH

CENTER

SOUTH TEXAS ALS CLINIC
8340 FLOYD CURL: DRIVE MSC 7883
SAN ANTONIO, TX 78229-3900

T4-1586031

B01(C){3)

13,100,

ALSA

CENTER

8T, LOUIS UNIVERSITY HOSPITAL
1438 SOUTH GRAND BLVD, MONTELEONE
ST, LOUIS, MO 63104

43-0654872

561(C)(3)

13,100,

ALSA

CENTER

SUNY RESEARCH FOUNDATION
750 E, ADAMS ST,
SYRACUSE, NY 13210

14-1368361

B01{C) (3}

13,100,

PLSR

CENTER

THE NEUROMUSCULAR ALS CLINEC
2150 CORBIN AVE
NEW BRITAIN, CT 06053

06-0546766

BFa1{C}(3)

13,100,

pLSA

CENTER

UNIVERSITY OF CALIFORNIA-SAN
FRANCISCO -~ 350 PARNASSUS AVENUE,
SUITE 500 - SAN FRANCISCO, CA
94117

94-6036493

BO1{C) (3}

13,104,

RLSA

CENTER

UNIVERSITY OF KANSAS MEDICAL
CENTER - 3529 RAINBOW BLVD,,6 MAIL
STCP 2012 - EaNSAS CITY, KS 66160

48-0647721

FOL(c}{3)

13,100,

CENTER

32241
05-01-13
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Scheduls | {Form 990)

AMYOTROBHIC LATERAL: SCLEROSIS ASSN.

13-3271855

Page 1

[PErtN] Continuation of Grants and Other Assistance to Governments and Organizations [n the United States (Schedule | (Form 990), Part Il)

{a) Name and address of {k) EIN {c} IRC geciion {d) Amount of | (e)Amount of {f} Method of {g) Description of {h) Purpose of grant
arganization or govermment if applicable cash grant non-cash valuation non-cash assistance or assistance
assistance {book, FMV,
appraisal, other)

UNIVERSITY OF KENTUCKY/CARDINAL
HILL ALSA CTR - ALBERT CHANDLER
MED, CTR, - LEXINGTON, KY 40536 61-6001218 [O1(€}H3) 13, 100, 0, pL.SA CENTER
UNIVERSITY OF MICHIGAN HEALTH
SYSTEM - 1500 B, MEDICAL CENTER
DR. - ANN ANBOR, MI 48109-0316 38-600630% po1(c)(3) 13,100, ¥, hLSA CENTER
VIRGINIA MASON MEDICAL CENTER ALS
CLINIC - PO BOX 900, M/8 X7 NEU -
SEATTLE, Wa 98111 91-0565539 Boi{c)(3) 13,100, 0, RLSA CENTER
SRI INTERNATIONAL LOU GEHRIG CHALLENGE -ALS
333 RAVENSHOOD AVENUE hSSoC INITIATED RESEARCH
MENLO PARK, CA 94025 94-1160958 Bo1{C}{3) 13,678, 0. GRANTS
CENTER FOR NEUROLOGIC STUDY 'PREAT ALS GRANTS (DRUG
7825 FAY AVENUE, SUITE 200 PEVELOPMERT & CLINICAL
La JOLLA, CA 92037 95-3374771 p01{C)(3) 14,760, a, PRIALS)
JOHRS HOPKINS UNIVERSITY LOU GEHRIG CHALLENGE -ALS
725 N WOLFE 57 WBSB 1003 ASS0C INITIATED RESEARCH
BALTIMORE, MB 21205 52-6G595110 PBO1(€}{3} 15,000, 0, BRANTS
TRUSTEES OF DARTHOUTH COLLEGE [FRADITIONAL -
11 ROPE FERRY RUAD, #6210 INVESTIGATOR INITIATED
HANOVER, NH 03755 02-022211r p0L(C}(3) 20,000, 0. RESEARCH GRANTS
CINCINNATI CHILDREN'S HOSPITAL [FRADITIONAL -
3333 BURNET AVENUE, M 4900 INVESTIGATOR INITIATED
CINCINNATI, OH 45229-3039 31-08339356 BOL(C)() 20,004, 0, RESERRCH GRANTS
MEBICAL COLLEGE OF WISCONSIN [FRADITIONAL -
8701 WATERTOWN PLANK RD [NVESTIGATOR INITIATED
MILWAUKEE, WI 53226 39-0806261 [O1{C)(3) 20,000, 0. RESEARCH GRANTS

Schedule | {Form 990)
332241
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AMYOTROPHIC LATERAL SCLEROSIS ASSN.

Schedula § {Form 990) 13-3271855 Page 1
Part1t| Continuation of Grants and Other Assistance to Governments and Organlzations in the United States (Schedule | (Form 890), Part 1}
fa) Name and address of B)EIN {c) IRC section {d) Amount of | (e} Amount of {f} Method of {g) Description of {h) Purpose of grant
organization or government if applicable cash grant non-cash valuation non-cash assistance or assistance
assistance {book, FMV,
appraisal, other)
OHIO STATE UNLIVERSITY TRADITTONAL ~
1964 KENNY ROAD [[NVESTIGATOR INITIATED
COLUMBUS, OH 43210 31-6401599 H0L{C)(3) 20,000, 0. RESEARCH GRANTS
THE J, DAVID GLADSTONE INSTITUTES [TRADTTIONAL -
1650 OWENS ST INVESTIGATOR INITIATED
SAN FRANCISCO, CA 94158 23-7203666 B01(C}H{3} 20,000, 0, RESEARCH GRANTS
UNIVERSITY OF ALABAMA AT ICRADITTONAL -
BIRMINGHAM - 1530 3RD AVENUE 8, AB ENVESTIGATOR INITIATED
990 - BIRMINGHAM, AL 35294 6§3-6005396 PBG1{C)(3) 24,000, 0, RESEARCH GRANTS
CHILDREN'S HOSPITAL BOSTON TRADITIONAL ~
PO BOX 414413 [NVESTIGATOR INITIATED
BOSTON, MA 02241 04-2774441 E01(C)(3}) 20,000, Q. RESEARCH GRANTS
CLEVELAND CLINIC FOUNDATION [PRADITIONAL -
PO BOX 931531 INVESTIGATOR INITIATED
CLEVELAND, OH 44193 34-0714585 BOL{C)(3) 20,000, a, RESEARCH GRANTS
UNIVERSITY OF MICEIGAN [FRADITIONAL -
3003 SQUTH STATE ST {NVESTTGATOR INITIATED
ANN ARBOR, MI 43109 35-6006305% B01(C){3) 20,000, 0, RESEARCH GRANTS
UNIVERSITY OF FLORIDA
1233 GRINTER HALL POST DOCYORAL FELLOWSHIP
GAIRESVILLE, FL 326i% 59-6002652 [E01(C}(3} 20,000, 0, RESEARCH GRANTS
THE ROBERT PACKARD CENTER FOR ALS
RESEARCH ~ 5801 SMITH AVE MCAULEY PACKARD PAYMENT FOR ALS
SULTE 110 - BALTIMORE, MD 21209 52-0595110 [Boi{c)(3) 23 537, 0, JPINOKUR RESEARCE FUND
BMERICAN ACADEMY OF NEURGLOGY TRADITIONAL -
1080 MONTREAL AVENUE [NVESTIGATOR INITIATED
5T. PAUL, MN 55116 41-0726167 91{c) (3} 25,000, 0, RESEARCH CRANTS
Schedule | {Form 930)
332241
05-0113 46




AMYOTROPHIC LATERAL SCLEROSIS ASSN.

Schedule ! (Form 920) 13-3271855 Page 1
Part l| Gontinuation of Grants and Other Assistance to Governments and Organizations in the United States (Scheduls | {Form 980), Part 1)
{a} Name and address of {b} EIN {¢) IRC seciion {d) Amouniof | {e}Amount of {f} Methad of {g) Description of (h} Purposa of grant
organization or goverament if applicable cash grant non-cash valuation non-cash assistance or assistance
assistance (book, FMV,
appraisal, other)

RESEARCH FOUNDATION OF SUNY ITREAT ALS GRANTS (DRUG
PO BOX 9 DEVELOPMENT & CLINICAL
ALBANY, NY 12201 141368361 [BOL(CH{3} 29,837, 0, [CRIALS }
THE ALS ABSOCIATICN-TEXAS CHAPTER
1231 GREENWAY DRIVE SUITE 295
TRVING, TX 75038 74-2678974 Boi1{c)(3} 37,500, 0, CHAPTER DEVELOPMENT GRANT
UNIVERSITY OF FLORIDA [[RADITIONAL -
21% GRINTER HALL, PO BOX 115500 [NVESTIGATOR INITIATED
GATNESVILLE, FL 32611 59-6002052 [o1{c)(3) 19,825, 0. RESEARCH GRANTS
BOARD OF REGENTS OF UNIVERSITY OF
WISCONSIN SYSTEM - 21 N, PARK, ST, 'RADITIONAL -
SUITE 6401 - MADISON, WI INVESTIGATOR INITTATED
53715-1218 39-6006492 PB0L{C)(3) 39,982, 0, RESEARCH GRANTS
BRANDELS UNIVERSITY
415 SOUTH STREET MS 144 POST DOCTORAL FELLOWSHER
WALTHAM, MA 02454 44-1103553 B01(C){3) 40,000, 0. RESEARRCH GRANTS
UNIVERSITY OF ROCHESTER
518 HYLAND BUILDING [PRADITIONAL- INVESTIGATOR
ROCHESTER, NY 14627 16-0743208 po1(e){3) 40,000, 0. INITIATED RESEARCH GRANTS
WASHINGTON UNIVERSITY
660 SOUPH EUCLID AVENUE TRADITIONAL- INVESTIGATOR
8T LOULS, MO 63110 43-0653611 [50i{c)(3) 40,000, 0, INTTIATED RESEARCE GRANTS
UCSD-OPAFS IrRADITTONAL -
9500 GILMAN DRIVE MC 000% CNVESTIGATOR INITIATED
LA JOLLA, CA 92093-0009 95-6006144 PBOL{C){3) 40,000, a, KRESBARCH GRANTS
THE JACKSON LABORATORY PRADTTYOMAL -
600 MAIN STREET INVESTIGATOR INITIATED
BAR HARBOR, ME 04609 01-0211513 [B01{C)(3) 40,000, a, RESEARCH GRANTS
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Partli] Continuation of Grants and Gther Asslstance to Governments and Organizations in the United States {Schedute | {Form 990), Part 11)
{a) Name and address of {b} EIN (e} IRC section {d} Amount of | {e) Amaunt of {f) Method of {0} Dascription of {h} Purpose af grant
organization or government if applicable cash grant non-casn valuation non-cash assistance or assistance
assistance {bock, FMV,
appraisal, other)
JOHNS HOPKINS UNIVERSITY
/0 BAMK OF AMERICA, 12529 ['RADETTONAL -~
COLLECTIONS CENTER DR - CHICAGO, [NVESTIGATOR INITIATED
IL 60693 52-0595110 [HOL(CH{3} 40,000, 0. RESEARCH GRANTS
UNIVERSITY OF MASSACHUSETTS [PRADITEONAL -
MEDICAL SCHOOL - 55 LAKE AVE NORTH INVESTIGATOR INITIATED
- WORCESTER, MA 01655 04-3167352 BOL(C)(3) 40,000, 0, RESEARCH GRANTS
NORTHWESTERN UNIVERSITY [PRADITIONAL -
750 NORTH LAKE SHORE DR, 7TH FLOCR INVESTIGATOR INITIATED
CHICAGO, IL 60611 36-2167817 poi(c)(3) 40,000, 0, RESEARCH GRANTS
REGENTS OF THE UNIVERSITY OF
CALIFORNIA - PO BOX 951406, 11000 [FRADITIONAL -
KINROSS BLDG, #211 - LOS ANGELES, [INVESTIGATOR INITIATED
ca %0095 94-6036493 [501{C)(3) 40,000, 0, RESEARCH GRANTS
UNLVERSIZTY OF MASSACHUSETTS [TRADITIONAL -
MEDICAL SCHOOL ~ 55 LAXE AVE MORTH INVESTIGATOR INITIATED
- WORCESTER, MA 01655 04-3167352 B01{C}(3) 40,000, o, RESEARCH GRANTS
UT SOUTHWESTERN MEDICAL CENTER [FRADITIONAL -
PO BOX 841753 [[NVESTIGATOR INITIATED
DALLRS, TX 75284 75-6002868 PB4L{C)(3) 44 000, 0., RESEARCH GRANTS
BROWN UNIVERSITY TRADITIONAL -
PO BOX 1929 INVESTIGATOR INITIATED
PROVIDENCE, RI 02912 05-0258809 H01{r)(3) 40,0040, 0, RESEARCH GRANTS
STANFORD UNIVERSITY SCHOOL OF [FRADITIONAL -
HEDICINE - PO BOX 44253 - SAN [NVESTIGATOR INITIATED
FRANCISCG, CA 94144 94-1156365 [O01(C){3) 40,000, [N RESEARCE GRANTS
HARVARD UNIVERSITY PRADITIONAL -
PO BOX 415649 TNVESTIGATOR INITIATED
BOSTOM, MA 02241 04-2103580 BOL(C}(3) 40,000, 0, RESEARCH GRANTS
Schedule | (Form 990}
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Schedule | (Form 990} Page 1
‘Partit| Continuation of Grants and Other Assistance to Governments and Organizations In the United States {Schedule | {Form 990}, Part i)
{a} Mame and address of {b} EIN {c} IRC section {d) Amountof | (e} Amount of {f} Method of {g} Description of {h) Purpose of grant
organization or governmeant if applicable cash grant non-cash valzation non-cash assistance or assistance
assistance {book, FMV,
appraisal, other)

UNIVERSITY OF MASSACHUSETTS [PRADITIONAL -
MEDICAL SCHOOL - 55 LAKE AVE NORTH [NVESTIGATOR INITIATED
- WORCESTER, MA 01655 04-3167352 [B01(C}{3} 40,000, 9. RESEARCH GRANTS
HOSPITAL OF THE UNIVERSITY OF LOU GEHRIG CHALLENGE -ALS
PENNSYLVANIA ~ 3451 WALNUT ST - BSS0C INITIATED RESEARCH
PHILADELPHIA,K PA 19104 31-1538725 Bo1{c)(3) 40,000, 0, GRANTS
MAYC CLINIC JACKSONVILLE LOU GEHRIG CHALLENGE -ALS
4500 SAN PABLO ROAD LS80C INITIATED RESEARCH
JACKSCNVILLE, FL 32224 59-3337028 po1(C)}{3) 40,000, 0, ERANTS
TRUSTEES OF COLUMBIA UNIVERSITY IN
THE CITY GF NEW YORX - 20 BOX TRADITIONAL -
29789 GENERAL POST OFFICE - NEW INVESTIGATOR INITIATED
YORK, WY 10087-9785 13-5598083 BO1{C)(3) 40 000, 0. RESEARCH GRANTS
THE RESEBRCH INSTITUTE AT
NATIONWIDE CHILDREN'S HOSPITAL - LOU GEHRIG CHALLENGE -ALS
‘700 CHILDREN'S PLACE - COLUMBUS, PS50C INITIATED RESEARCH
OH 43205 31-6056230 po1(c}{3} 45,000, 0. [FRANTS
TACONIC FARMS INC, f.OU GEHRIG CHALLENGE -ALS
273 HOVER AVE AS50C INITIATED RESEARCH
GERMANTOWN, NY 12526 14-1381104 BOLi{C)(3) 45,852, 0, GRANTS
UNIVERSITY OF FLORIDA
PO BOX 115500, 219 GRINTER HALL POST DOCTORAL FELLOWSHIP
GAINESVILLE, FL 32611 59-6002052 B0O1{C){3) 50,000, 0, RESEARCH GRANTS
HARVARD UNIVERSITY
HOLYOKE CENTER, #600, 1350
MASSACHUSETTS AVE - CAMBRIDGE, MA ¥OST DOCTORAL FELLOWSHIP
02138 04-2103580 BOL{C)(3) 50,060, o, HESEARCH GRANTS
§T. JUDE CHILDREN'S RESEARCH
HOSPITAL - 262 DANNY THOMAS PLACE, POST DOCTORAL FELLOWSHIP
M3 509 - MEMPHIS, TN 38105 62-0646012 p01(CH{3) 50,000, 0. RESEARCH GRANTS
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Partll| Continuatlon of Grants and Other Assistance to Governments and Organizations in the United States (Schedule | (Form £90), Part il}
{a) Name and address of (b) EIN {c} IRC section {d) Amount of | {e) Amount of {f) Method of {g) Description of {h) Purpose of grant
organization or government If applicable cash grant non-cash valuiation non-cash assistance or assistance
assistance {book, FMV,
appraizal, other

UNIVERSITY OF MASSACHUSETTS
HEDICAYL SCEOOL - 55 LAKE AVE NORTH POST DOCTORAL FELLOWSHIP
- WORCESTER, MA 01655 04-3167352 BOL{C){3) 50,000, 0, RESEARCH GRANTS
TRUSTEES OF COLUMBIA IN THE CITY
OF NEW YORE ~ 630 WEST 168TH ST, POST DOCTORAL FELLOWSHIP
BOX 49 - REW YORK, WY 10032 13-5598093 [B01{C)(3) 50,000, a. RESEARCH GRANTS
NORTHWESTERN UNIVERSITY
1801 MAPLE AVE, 2ND FL #2410 OgT DOCTORAL FELLOWSHIP
EVANSTON, IL 69201 36-2167817 PBOL(CH{3) 50,000, 0, RESEARCH GRANTS
MAYO CLINIC JACKSONVILLE
4500 SAN PABLO ROAD POST DOCTORAL FELLOWSHIP
JACKSONVILLE, FL 32224 59-3337028 H031{C)(3) 50,000, 0. RESEARCH GRANTS
MAYO CLINIC JACKSONVILLE LOU GEHRIG CHALLENGE -ALS
4500 SAN PRBELO ROAD hSS0C INITIATED RESEARCH
JACKSONVILLE, FL 32224 55-3337028 B01(C)(3)} 50,000, 0, [RANTS
MAYC CLINIC JACKSONVILLE
4500 SAN PABLO ROAD POST DOCTORAL FELLOWSHIF
JACKSONVILLE, FL 32224 59-3337028 [014€)(3) 50,000, a, RESEARCE GRANTS
DIGNITY HEALTH
ST, JOSEPH'S HOSPITAL AZ FILE 5743 POST DOCTORAL FELLOWSHIP
LOS ANGELES, CA 90074 86-0096787 BO1{C}{3) 50,000, 0, RESEARCH GRANTS
THE SCRIPPS RESEARCH INSTITUTE -
FLORIDA - 10550 N TCRREY PINES RD, POST DOCTORAL FELLOWSHIP
TPC-T7 - LA JOLLA, CA 92037 33-0435954 HII{CI(3) 50,400, 4, RESEARCH GRANTS
LUDWIG INSTITUTE FOR CANCER
RESEARCH - PO BOX 12385 - La FOST DOCTORAL FELLOWSHIP
JOLLA, CA 92053 23-7121131 01{C){3}) 50,000, 0, ESEARCH GRANTS
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Continuation of Grants and Other Assistance to Governments and Organlzallons in the United States (Schedule | (Forra 990}, Part [1.)
{a} Mame and address of {b) EIN {c) IRG section {d} Amount of | {e) Amount of (f) Method of {g) Description of {h} Purpose of grant
organization or government if applicable cash grant nen-cash vatuation non-cash assistance or assistance
assistance (baok, FMV,
appraisal, other)
THE RESEARCH FOUNDATION OF SUNY
750 E ADAMS STRERT, RESEARCH 'REAT ALS GRANTS {DRUG
ADMIN, WH 1111D - SYRACUSE, NY PEVELOPMENT & CLINICAL
13210 14-1368361 BO1(C)(3) 50,675, 0, [FRIALS)
BETH ISRAEL MEDICAL CENTER f.OU GEHRIG CHALLENGE -ALS
10 UNION SQUARE EAST ASSOC INITIATED RESEARCH
NEW YORE, NY 10003 13-5564934 Bo1{C)(2) 53,300, 0, BRANTS
THE CURATORS OF THE UNIVERSITY OF [PRADITIONAL -
MISSOURT - P O BOX BU712 - KANSAS [NVESTIGATOR INITIATER
CITY, MO 64100 43-6003859 HOo1{C) {3} 60,021, 0, FESEARCH GRANTS
CHIO STATE UNIVERSITY [[RADITIONAL -
1960 EENMY ROAD INVESTIGATOR INITIATED
COLUMBUS, OH 43210 31-6401558 B01{C}{3) 65,000, a, RESEARCH CGRANTS
LUDWIG INSTITUTE FOR CANCER
RESEARCH - 9500 GILMAN DR, Y.0U GEHRIG CHALLENGE -ALS
MC-0660, CMM-EAST, RM 3041 - La AS50C INTTTATED RESEARCH
JOLLR, CA %2093 23-7121131 p01(C)(3) 65,500, a, BRANTS
AMERICAN ACADEMY OF NEUROLOGY [CREAT ALS GRANTS (DRUG
FOUNDATION - 1080 MONTREAL AVENUE PEVELOPMENT & CLINICAL
- ST PAUL, MN 55116 41-0726167 [EO1(C)(3) 66,445, 0 [FRIALS)
TACONIC FARMS INC, LOU GEHRIG CHALLENGE -ALS
273 HOVER AVE pS500 INITIATED RESEARCH
GERMANTOWN, NY 12526 14-1381104 PBOL(C){3) 67,854, 0, [ZRANTS
WASHINGTON UNIVERSITY OV GEHRIG CHALLENGE -ALS
700 ROSEDALE AVE RS50C INITIATED RESEARCH
ar, LOUIS, MO 63112 43-0653611 B01{C}{3} 69,426. a. [CRANTS
SUNY UPSTATE MEDICAL UNIVERSITY 'REAT ALS GRANTS (DRUG
750 E ADAMS STREET DEVELOPMENT & CLENICAL
SYRACUSE, NY 13210 14-1368361 BO1({C)(3} 70,755. 4, [FRIALS }
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I-Feir't"l_l'l Continuation of Grants and Other Assistance to Governments and Organizations in the United States {Schedule | (Form 980}, Part 11}
{a} Name and address of {b) EIN {c} IRC section {d} Amount of | (&) Amcunt of {f) Method of {g) Description of {h} Purpose of grant
organization ar government if applicable cash grant non-cash valuation non-cash assistance or assistance
assistance {book, FMV,
appragsal, othery
EMORY UNIVERSITY
1599 CLIFTON RD,, 4TH FLOOR ItRADTTTONAL- INVESTIGATOR
ATLANTA, GA 30322-4250 58-0566256 B01{C)(3) 71,338, 0, INITIATED RESEARCH GRANTS
UNIVERSITY OF KENTUCKY RESEARCH
FOUNDATION - 337 FRANK D PETERSON [[RADITIONAL ~
SERVICE BLDG - LEXINGTON, KY [NVESTIGATOR INITIATED
40506-0005 61-6G33693 BO01(C}H{3) 75,482, 0. RESEARCH GRANTS
PRESIDENT AND FELLOWS OF HARVARD
UNIVERSITY - HOLYOKE CENTER, SUITE I'RADITIONAL -
600, 1350 MASSACHUSETTS AVE - INVESTIGATOR INITIATED
CAMBRIDGE, MA 02138 04-2103580 [o1{C)(3) 79,023, 0. RESEARCH GRANTS
OREGON REALTH AND SCIENCE
" UNIVERSTTY - 0688 SW BANCROFT rRADITIONAL- INVESTIGATOR

L1065PA - PORTLAND, OR 97238 93-1176109 [B01{C)(3} 80,000, 0, [CNIPIARED RESEARCH GRANTS
LSU HEALTH SCIENCES CENTER [CRADITIONAL -
433 BOLIVAR STREET (CNVESTIGATOR INITIATED
ORLEANS, La 70112 72-6087770 PBO1{C){(3)}) 80,000, a, RESERRCH GRANTS
BRIGHAM AND WOMEN'S HOSEITAL [FRADITIONAL -
RESEARCH - P, O. BOX 3887 - INVESTIGATOR INITIATED
BOSTON, MA 02241-3087 04-2312909 H01{C)(3) 80,000, 0. RESEARCH GRANTS
BRIGHAM AND WOMEN'S HOSPITAL [PRADITIONAL -
BANK OF RMERICA N.A. PO BOX 3887 INVESTIGATCR INITIATED
BOSTON, MA 02241 04-2312965% FBOL(C}{3) 80,000, 0, RESEARCH GRANTS
TRUSTEES OF COLUMBIA UNIVERSITY TRADITIONAL -
PO BOX 29789, GENERAL POST OFFICE TNVESTIGATOR INITIATED
NEW YORK, NY 10087-9789 13-5598093 [50:(C)(3) 80,000, a, RESEARCH GRANTS
REGENTS OF THE UNIVERSITY OF ITRADITIONAL —
CALIFORNIA - 9500 GILMAN DRIVE, MC TNVESTIGATOR INITIATED
0934 - LA JOLLA, CA %2093 94-5036493 [501{c)(3) 80,000, 0, RESEARCH GRANTS
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Schedule [ (Form 990} Page 1
Part)l] Continuation of Grants and Other Assistance to Governments and Organizations in the United States (Schedule | (Form 890), Part i1}
(a} Name and address of {b} EiN {c} IRC section {d) Amount of | (e} Amount of {f} Mathod of {9} Description of {h) Purposa of grant
organization or government if applicable cash grant nen-cash valuation non-cash assistance or assistance
assistance {book, FMV,
appraisal, other)

CEDARS SINAL MEDICAL CENTER [FRADITIONAL -
8700 BEVERLY BLVD, G500 WIL, SUITE ENVESTIGATOR INITIATED
LOS AMGELES, CA 904044 95-1644600 BOL(C}HI) 80,000, 0. RESEARCH GRANTS
THE BOARD OF REGENTS OF THE
UNIVERSITY OF WISCOMSIN SYSTEM - ['PRADITTONAL, -
21 N PARK ST, SULITE 6401 - TNVESTIGATOR INITIATED
MADISON, WI 53715 39-6006492 BOL(C)(3} 80,000, o, RESEARCH GRANTS
REGENTS OF THE UNIVERSITY OF [CRADITIONAL -
CALIFORNIA -~ 9500 GILMAN DRIVE,K MC INVESTIGATOR INITIATED
0934 - LA JOLLA, CA 92093-0934 94-6036493 pO1(CI(3) 80,000, 0, RESEARCH GRANTS
JOHNS HOPKINS UNIVERSITY
C/0 BANK OF AMERICA, 12529 LOU GEHRIG CHALLENGE -ALS
COLLECTIONS CENTER DR - CHICAGO, ASSOC INITIATED RESEARCH
T& 66693 52-0595110 H0L{C}(3) 80,000, a, FRANTS
UNIVERSITY OF MARYLAND, BALTIMORE LOU GEHRIG CHALLENGE -ALS
PO BOX 41428 ASS0C INITIATED RESEARCH
BALTIMORE, MD 21203 52-6002033 EO01(C){3) 83,137, 0, [PRANTS
MASSACHUSESMS GENERAL HOSPITAL
101 HUNTINGTON AVE #300
BOSTON, MA 02199 04-2637983 po1(C}{3) 100, 000, 0, ELINICAL MANAGEMENT AWARD
UNIVERSITY OF KENTUCKY
€/0 PNC BANX, PO BOX 8311i3
CLEVELAND, OH 44193 61-6033693 B0i{c)(3) 100,000, 0, CLINICAL MANAGEMENT AWARD
EMORY UNIVERSITY L.OU GEHRIG CHALLENGE -ALS
1599 CLIFTON RD, 4TH FLOOR RY50C INITEATED RESEARCH
ATLANTA, GR 30322 58-0566256 Ppo1{c){3) 107,649, a. FRANTS
RYU SCHOOL OF MEDICINE FREAT ALS GRANTS (DRUG
ONE PARE AVENUE 6TH FLOOR DEVELOPMENT & CLINICAL
NEW YORK, NY 10016 131-55623068 B01{C)(3) 113,808, o, TRIALS)
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Schedute | {Form 990) 13-3271855 Page 1
‘Partll] Continuation of Grants and Other Assistance to Governments and Organizations in the United States (Schedule | {Form 990), Part [1)

(a) Name and address of b} E (c) IRC section {d} Amount ef | (a) Amount of {f) Mathod of (e} Description of {h) Purpose of grant

arganization or government it applicable cash grant non-cash valuation non-cash assistance or assistance

assistance (bock, FMV,
appraisal, other)
UNIVERSITY OF KANSAS MEDICAL X0V GEHRIG CHALLENGE -ALS
CENTER — 3903 RAINBOW BLVD, MSN PSSOC INITIATED RESEARCH
1039 - KANSAS CITY, KS 66160 48-0647721 [ECGL(C){3} 116 882, 0. [FRANTS
UNIVERSITY OF HASSACHUSETTS LOU GEHRIG CHALLENGE -ALS
MEDICAL SCHOOL - 55 LAKE AVE NORTH RSSOC INITIATED RESEARCH
- WORCESTER, MR 01655 04-3367352 Poi{c)(3) 120,000, G, GRANTS
MASSACHUSETTS GENERAL HOSPITAL IPREAT ALS GRANTS {DRUG
101 HUNTINGTON AVE DEVELOPMENT & CLINICAL
BOSTON, Ma 02199 94-2697983 B01(C)(}) 131,875, 0, FRTALS)
JOHNS HOPKINS UNIVERSITY
€/0 BANK OF AMERICA, 12529 F.0U GEHRIG CHALLENGE -ALS
COLLECTIONS CENTER DR - CHICAGO, WSSOC INITTATED RESEARCH
IE 60693 52-0595118 [O1{C)(3) 144,114, 0, FRANTS
FOHNS HOPKINS UNIVERSITY
1830 E, HONUMENT STREET, SUITE 903 [EINICAL PILOT AWARD
BALTIMORE, MD 21205 52-0595110 bo1{C)(3) 148,424, 0, kTuDY
EMORY UNIVERSITY
181 WOODRUFF CIR PLINICAL PILOT AWARD
ATLANTA, GA 10322 58-0566256 p01{c)(3) 149 486, a. BTUDY
UNIVERSITY OF MICHIGAN TREAT ALS GRANTS (DRUG
3003 §. SPATE STREET ROOM 1054 PEVELOPMENT & CLINICAL
AWN ARBOR, MI 48109 38-600630% pB01(¢){3) 150,000, b, TRTIALS})
THE RESEARCH FOUNDATION OF SUNY
750 E ADAMS STREET, RESEARCH [FREAT ALS GRANTS (DRUG
ADMIN, WH 1111D - SYRACUSE, NY DEVELOPMENT & CLINICAL
13210 14-1368361 [GL{C)(3) 150,000, 0, FRIALS)
UNIVERSITY OF MIAMT
1400 NW 10 AVE PLINICAL PILCT AWARD
MIAWI, FL 331346 59-0624458 B01{C)(3) 156,000 a, ETUDY
Schedule E{Form 990)
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Schedule I (Form 990} AMYQTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855 Page 1

Part il Contlnuation of Grants and Other Assistance to Governments and Organizations n the United States (Scheduls | {Farm 990}, Part 1.}

{a) Name and address of (b) EIN (c) IRC section {d) Amountof | {e)Amount of {f} Method of {o} Dascripticn of {h} Purpose of grant
organization or government if applicable cash grant non-cash valuation non-cash assistance or assistance
assistance (book, FMV,
appraisal, other)
MASSACHUSETTS GENERAL HOSPITAL [FREAT ALS GRANTE (DRUG
101 HUNTINGTON AVE #3100 DEVELOPMENT & CLINICAL
BOSTON, MA 02199 04-2697983 BOo1{C)(3) 150,000, a. TRIALS)
MASSACHUSETTS GENERAL HOSPLTAL [PREAT ALS GRANTS (DRUG
101 RUNTINGTON AVE PEVELOPMENT & CLINICAL
BOSTON, MA 02199 G4-2697983 p0i{c){3) 179,085, 0, IPRTALS )
BRIGHAW AND WOMEM'S HOSEITAL
75 FRANCES STREET
HOSTON, Ma 02115 04-2312909 [EOL(C) (3} 243 504, a. TREAT AlLS GRANTS
NATIOMAL INSTITUTE OF NEUROLOGICAL
DISORDERS (NINDS/NIE/DHES} - 9000 LOU GEHRIG CHALLENGE -ALS
ROCKVILLE PIXE - DETHESDA, MD MI50C INITIATED RESEARCH
20892 5§2-0858115 Bo01{c){3) 250,000, a, (RANTS
Schedule | {Form 990)
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Schedule | (Form 990} (2013} AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 Page 2

I Part | Grants and Other Assistance to Individuals in the United States, Complete if the organization answered “Yes® to Form 990, Part IV, line 22.
Part Ill can be duplicated i additional space is needed.

{a) Type of grant or assistance (b} Mumber of | {¢} Amouni of | {d} Amcunt of non- {e} Method of valuation {f) Description of non-cash assistance
reciplents cash grant cash assistance | (book, FiMV, appralsal, other)
GRANTS FOR CHAPTER DEVELOPMENT 1 1,474, 0. CASH
CARE SERVICES 1 5,000, 0.CASH
CERTIFIED CENTER CQST STUDY IRS UNDERWRITTEN TOTAL 1 500, 0.asH

! Part IV | Supplemental Information. Provide the inforrmation required in Part L tine 2, Part i, column {b}, and any other additional information.

PART I, LINE 2:

EXPLANATION: ALL APPLICANTS PROVIDE A DETAILED APPLICATIONW OUTLINING THEIR

EXPERIMENTAL PLAN AND TIMELINES. THESE ARE SCIENTIFICALLY REVIEWED, AND IF

APPROVED FOR FUNDING, THE INVESTIGATORS ARE REQUIRED TO PROVIDE WRITTEN

REPORTS THAT ARE REVIEWED AND APPROVED PRTIOR TO ADDITIONAL FUNDS BEING

RELEASED. ALL REPORTS ARE ELECTRONICALLY RECEIVED.

SCHEDULE I, PART IIT

EXPLANATION: ALL GRANT AWARDED INVESTIGATORS ARE REQUIRED TO PROVIDE A
332102 10-28-13 56 Schedule | {Form 990) (2013}




Schedule | (Form 990) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855 page2
PartlV:i Supplemental Information

DETAILED REPORT OF THEIR EXPENDITURES AT THE TERMINATION OF THE GRANT.

ANY UNEXPENDED FUNDS MUST BE RETURNED TO THE ORGANIZATION. IF

ADJUSTMENTS ARE MADE TO THE BUDGET-TRANSFER OF FUNDS TO DIFFERENT

CATEGORIES, THESE HAVE TO BE REQUESTED IN WRITING TO OUR RESEARCH
CONSULTANT .

Schedule | (Form 920)
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SCHEDULE J Compensation Information

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees
P Complete if the organization answered "Yes" on Form 890, Part IV, line 23.

OMB No. 1545-0047

2013

Degartment of the Treasury P Attach to Form 990. P> See separate instructions.

Internal Revenue Service P Information about Schedule J (Form 990} and its instructions is at wyw irs gov/fnnma9o

Name of the organization Employer identification number
AMYOTROPHIC LATERAL SCLEROSTIS ASSN. 13-3271855

[Partl | Questions Regarding Compensation

Yes | N
1a Check the appropriate box{es) if the organization provided any of the following to or for a person listed in Form 990,
Part VlI, Section A, line 1a. Complete Part |l to provide any relevant information regarding these items.
First-class or charter travel D Housing allowance or residence for personal use
Travel for companions |:| Payments for business use of personal residence
Tax indemnification and gross-up payments Health or social club dues or initiation fees
[ ] Discretionary spending account (| Personal services {e.g., maid, chauffeur, chef}

b [f any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described above? If "No," complete Part I to explain
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,

trustees, and officers, including the CEO/Executive Director, regarding the items checked inline1a? ... .

3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization's

CEOQ/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEO/Executive Director, but explain in Part [11.

Compensation committee |:| Written employment contract
Independent compensation consultant [E Compensation survey or study
Form 990 of other organizations Approval by the board or compensation committee

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

Only section 501(c)(3) and 501{c}{4) organizations must complete lines 5-9.
5 For persons listed in Form 990, Part Vi, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
a The OrganiZationT | i et
b Any related organization?

If "Yes" to line 5a or 5h, describe in Part |I1.

6 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
A The OrganizaliON? | oo oottt es ket et s e ettt eb e s b s eg e nan s e tn
b Any related organization?
If "Yes" to line 6ia or 6b, describe in Part [l
7 For persons listed in Form 920, Part VI, Section A, line Ta, did the organization provide any nonfixed payments
not described in lines 5 and 67 If "Yes," describe in Part H
8 Were any amounts reported in Form 990, Part ViI, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(a}(3)? If "Yes," describe in Part Il
9 If "Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section S3A968-6(CY? ... e

9

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 290.

332111
09-13-13
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AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855

Page 2

Schedule J (Ferm 890} 2013
Pait Il || Officers, Directors, Trusiees, Key Employees, and Highest Compensated Emyloyees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported in Schedule J, report compensation from the organization on row (j) and from related organizations, described in the instructions, or row (i),
Dao nat list any individuats that are not fisted on Form 99¢, Part VI,

Note. The sum of calumns {B)(i}-{i} for each listed individual must equal the total amount of Form 990, Part VI, Section A, line 1a, applicable column (D} and (E) amounts for that individual.

(B) Breakdown of W-2 and/cr 1099-MISG compensation

{C) Retirement and

{D} Nontaxable

{E) Total of columns

{F} Cornpensation

- A — other deferred benefits (BYN-[) reported as deferred
() Name and Trle compensation | ' conthe feporete | COmPensaten i pror Form 990
cempensation compensation

(1) JANE H. GILBERT | 323,850, 15,625. 0. 12,500. 10,483. 362,458, 0.
PRESIDENT AND CEO i} 0. (. 0. 0. 0. 0. 0.
(2) DANIEL M, REZNIKOV @] 201,260. 0. 0. 10,079, 1,185, 212,524, 0.
CHIEF FINANCIAL OFFICER (i} 0. [8 0. 0. 0. 0. 0.
{3) STEVE GIBSON | 182,862, 0. 0. 9,270. 10,073, 202,205, 0.
CHIEF PUBLIC POLICY OFFICER (i) 0. [t 0. 0. 0. 0. 0.
14)  KIMBERLY HARDING-MAGINNIS mt 160,646, 0. 0. 7,983, 795, 169,424, Q.
CHIEF CARE SERVICES OFFICE (i) 0. 0. 0. 0. 0. 0. 0.
(5} LAMCE SLAUGHTER wl 152,692, 0. 0. 7,750. 8,936, 169,378, 0.
CHIEF CHAPTER RELATIONS OF {ii} 0. 0. 0. 0. 0. 0. 0.
(6) MICHELLE KEHGAN wl 178,744, 0. 0. 9,000. 8,136. 195,880, 0.
CHIEF DEVELOPMENT OFFICER {ii) 0. 0. 0. 0. 0. 0. 0.
(7) CRRRIE MUNK ml 142,875, 0. G. 7,152, 871. 150,898, 0.
CHIEF COMMUNICATIONS & MARKETING OFH|{ih 0. 0. G. 0. 0. 0. 0.

{i

{ii)

0

{ii)

{i}

i}

(i}

i)

(i)

i

(i)

(i)

{i}

i}

i)

{ii)

{i

i)

3az112
09-13-13
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Schedule J (Form 980) 2013 AMYQOTROPHIC LATERAL SCLEROSIS ASSH. 13-3271855
I Part il I Supplemental Information

Provide the information, explanation, or descriptions required for Part |, lines 1a, 1b, 3, 4a, 4b, 4c, ba, 5h, 6a, 6b, 7, and 8, and for Part |I. Also complete this part for any additional information.

Page3

PART I, LINE 3:

EXPLANATION: THE EXECUTIVE COMPENSATION & EVALUATION COMMITTEE OF THE

BOARD OF DIRECTORS DETERMINES THE COMPENSATION OF THE PRESIDENT AND CEQ AND

MUST BE APPROVED BY THE EXECUTIVE COMMITTEE.

THE PRESIDENT AND CEQO DETERMINES THE COMPENSATION QF THE THE TOP FINANCIAL

EMPLOYEE AND ANY KEY EMPLOYEES.

Schedule J (Form 930) 2013

332113

09-13-13 60




SCHEDULE M
(Form 990)

Noncash Contributions

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

Depariment of the Treasury P Attach to Form 990.

internal Revenue Service

> Information about Schedule M (Form 290} and its instructions is at wwy irs gov/farm9an

OMB No. 1545-0047

Name of the organization

Employer idt;ﬁfi l.ééﬂ‘on number

AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855
[Partl | Types of Property
{a} {b) (c) (d)
Check if Number of Noncash contribution Method of determining
applicable | contributions or [ amounts reported on noncash contribution amounts
itams contributed| Form 9920, Part VI, line 1g
1 At-Worksofart
2 Art - Historical treasures
3 Art - Fractional interests
4 Books and publications ... X 2,000. [FMV
§ Clothing and household goods ... S
6 Carsandothervehicles X 149 78,487, [FMV
7 Boatsandplanes ...
8 Intellectual property
9 Securities - Publiclytraded ...
10 Securities - Closely held stock ...
11 Securities - Partnership, LLG, or
trustinterests o,
12  Securities - Miscellaneous ...
13 Qualified conservation contribution -
Historic structures
14 Qualified conservation contribution - Other
15 Real estate - Residential ...
16 Real estate - Commercial | .. ...
17 Realestate-Other
18  Collectibles .. ...,
19 Foodinventory .
20 Drugs and medical supplies ... ... ..
21 Taxidermy ..
22 Historical artifacts
23 Scientific specimens
24 Archeological artifacts
25 Other ™ ( ELEVATOR SEAT) X 80 200,000. [FMV
26 Other ™ ( SEAT LIFTS ) X 25 57,375. FMV
27 Other P ( )
28 Other P { )
20  Number of Forms 8283 received by the organization during the tax year for contributions
for which the organization completed Form 8283, Part IV, Donee Acknowledgement | 29
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 - 28, that it must hold for

at least three years from the date of the initial contribution, and which is not required to be used for exempt purposes for

the entire holding period?
b If "Yes," describe the arrangement in Part Il
Does the organization have a gift acceptance policy that requires the review of any non-standard contributions?
Does the organization hire or use third parties or related organizations to salicit, process, or sell noncash
contributions?

b If "Yes," describe in Part Il
33  If the organization did not report an amount in column (c} for a type of property for which column {a) is checked,

describe in Part Il

k|
32a

30a

31

g32a| X

IHA  For Paperwork Reduction Act Notice, see the [nstructions for Form 860.

382141
19-03-13
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Schedule M {Form 990} (2013) AMYOTROPHIC LATERAL SCLEROSIS ASSN. 133271855 Page2

Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether the organization
is reporting in Part 1, column (b), the number of contributions, the number of items received, or a combination of both. Also complete
this part for any additional information.

SCHEDULE M, PART I, COLUMN (B):

EXPLANATION: THE AMOUNTS IN PART I, COLUMN (B) REPRESENT THE NUMBER OF

CONTRIBUTIONS.

SCHEDULE M, LINE 32B:

EXPLANATION: THE AMYOTROPHIC LATERAL SCLEROSIS ASSOCIATION (ALSA) USED

THE SERVICES OF A CAR DONATION PROGRAM, AMERICA'S CAR DONATION CENTER,

TO ACCEPT, PROCESS, AND SELL NON-CASH DONATIONS OF AUTOMOBILES.

332142 09-03-13 Schedule M (Form 990) (2013)
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ T
(Form 990 or 990-EZ) omplete to provide information for responses to specific questions on 20 1 3
Form 990 or 920-EZ or to provide any additional information. ) ]
Deparlment of the Treastry P Attach to Form 990 or 990-EZ. =~ OpentoPublic =
Interna) Revenue Secvico P Information about Schedule O iForm 990 or 990-EZ) and its instructions is atwww irs govifarmaan | - Inspection’
Name of the organization Employer identification number
AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855

FORM 990, PART VI, SECTION B, LINE 11:

EXPLANATION: THE TREASURER OF ALSA WILL REVIEW AND COMMENT ON A DRAFT OF

THE RETURN. AFTHER ANY CHANGES, A COPY OF THE 990 AND ITS SUPPORTING

STATEMENTS WILL BE FORWARDED TO ALL MEMBERS OF THE FINANCE COMMITTEE. UPON

RECEIPT, THE COMMITTEE WILL REVIEW THE TAX RETURN AND DISCUSS ANY QUESTIONS

QR ISSUES WITH THE PREPARER. UPON SATISFACTION OF ANY ISSUES, THE FINAL

COPY QF THE 990 AND ITS SUPPORTING STATEMENTS WILL BE FORWARDED TO ALL

MEMBERS OF THE BOARD OF DIRECTCRS. THEN, THE ENTITY WILL MATL THE FINAL

COPY TO THE IRS AND APPROPRIATE STATE AGENCIES.

FORM 990, PART VI, SECTION B, LINE 12C:

EXPLANATION: EACH YEAR, EVERY BOARD MEMBER AND OFFICER OF THE ASSOCIATION

MUST COMPLETE THE CONFLICT QOF INTEREST POLICY FORM AND SUBMIT IT TO THE

CHAIRMAN TQ REVIEW AND MAKE ANY NECESSARY DECISIONS SHOULD A CONFLICT OF

INTEREST ARISE. TF A CONFLICT IS DETERMINED TO EXIST, THE PERSON WHO HAS A

POSSTBLE CONFLICT WILL EXPLAIN HIS OR HER POSITION TO THE GROUP, THEN LEAVE

THE MEETING WHILE THE BOARD QR THE EXECUTIVE COMMITTEE DISCUSS THE

SITUATION. THE BOARD/COMMITTEE WILL DETERMINE THE APPROPRIATENESS OF THE

CONFLICT: IF IT IS AN ACCEPTARLE CONFLICT AS IS, OR IF IT IS ACCEPTABLE

SUBJECT TO SPECIFIC CONDITIONS OF THE BOARD, OR IF IT IS NOT ACCEPTABLE AT

ALL. THE BOARD WILL THEN COMMUNICATE THEIR FINDINGS TO THE INDIVIDUAL

INVOLVED.

FORM 990, PART VI, SECTION B, LINE 15:

EXPLANATION: A COMPENSATION COMMITTEE ASSISTS THE BOARD IN FULFILLING ITS

RESPONSIBILITY TO OVERSEE THE COMPENSATION AND BENEFITS TO ITS PRESIDENT,
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) {2013}
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Schedule O (Form 990 or 990-EZ} (2013) Page 2
Mame of the organization Employer identification number

AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855

BY PROVIDING COMPARABLE DATA TO CALCULATE THE PRESIDENT'S SALARY. THE

SALARY IS THEN REVIEWED BY THE BCARD OF DIRECTORS ANNUALLY WITHOUT THE

PARTICIPATION QF THE PRESIDENT.

THE COMPENSATION FOR OTHER KEY EMPLOYEES IS SET BY THE PRESIDENT AND

REVIEWED BY THE COMPENSATION COMMITTEE ANNUALLY. IN EACH CASE, THE REVIEW

INCLUDES THE USE QOF APPROPRIATE COMPARABILITY DATA.

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

CA,AL,AK,AR,CO,CT,DE,DC,FL,GA,HT,IL,IN,KS ,KY,LA ,ME, MD ,MA ,MT ,MN,MS, NH, NJ , NM

NY,NC,ND,OH,0K,OR,PA,RI,SC,SD,TN,UT, VA, WA WV, ,WI, NV

FORM 990, PART VI, SECTION C, LINE 19:

EXPLANATION: THE AMYOTROPHIC LATERAL SCLEROSIS ASSOCIATION (ALSA)} FORM

9908, FINANCIAL STATEMENTS, CONFLICT OF INTEREST POLICY AND GOVERNING

DOCUMENTS ARE AVAILABLE FOR REVIEW AT THE AGENCY'S OFFICE UPON WRITTEN

REQUEST.

FORM 990, PART IX, LINE 11G, OTHER FEES:

OTHER PROFESSIONAL EXPENSES:

PROGRAM SERVICE EXPENSES 1,615,986.
MANAGEMENT AND GENERAL EXPENSES 376,606.
FUNDRAISING EXPENSES 77,193,
TOTAL EXPENSES 2,069,785,

APPEAL EXPENSES:

PROGRAM SERVICE EXPENSES 179,071.

MANAGEMENT AND GENERAL EXPENSES 743.

eI Schedule O (Form 990 or 990-EZ) {2013)
64
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Schedule O (Form 990 or 990-EZ} (2013) Page 2

Name of the organization Employer identification number
AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855
FUNDRAISING EXPENSES 1,171,148,
TOTAL EXPENSES 1,350,962,
TOTAL OTHER FEES ON FORM 990, PART IX, LINE 11G, COL A 3,420,747.

FORM 990, PART XI, LINE 9, CHANGES IN NET ASSETS:

GAIN ON BENEFICIAIL INTEREST IN PERPETUAL TRUST -4,730.
CHANGE IN VALUE OF SPLIT-INTEREST AGREEMENTS 58, 285.
TOTAL TO FORM 990, PART XI, LINE 9 53,555,

FORM 990, PART VIII, LINE 8C

EXPLANATION: THE AMYOTROPHIC LATERAL SCLEROSIS ASSOCIATION (ALSA) HELD

WALKS TO BOTH FUNDRATISE AND RAISE PUBLIC AWARENESS ABOUT ALS. ALL

REVENUE RAISED FROM EVENTS ARE CONSIDERED TO BE CHARITABLE

CONTRIBUTIONS. ALL INCOME FROM THE WALKS AND EVENTS HELD IS CATEGORIZED

AS CONTRIBUTION REVENUE, AS THE SUPPORTERS OF THE WALKS WHO CONTRIBUTE

MONEY ARE ABLE TO FULLY DEDUCT THEIR CONTRIBUTIONS IN SUPPORT OF THE

EVENT. AS SUCH, THE ENTITY REPORTS A LOSS FROM SPECIAL EVENTS, EVEN

THOUGH THE EVENTS WERE PROFITABLE.

FORM 990, SCHEDULE D, PART XII, LINE 2B AND PART XIIL, LINE 2A

EXPLANATION: THE ASSOCIATION PRODUCES AND DISTRIBUTES PUBLIC SERVICE

TELEVISION ANNOUNCEMENTS THAT FOCUS ATTENTION ON EDUCATION AND

AWARENESS. THESE PUBLIC SERVICE ANNOUNCEMENTS ARE DISTRIBUTED TO MEDIA

STATIONS NATIONWIDE AND RUN FREE OF CHARGE. THE ASSOCIATION HAS

CONTRACTED WITH AN INDEPENDENT QUTSIDE AGENCY TO TRACK THE DATE AND

TTME THAT EACH PUBLIC SERVICE ANNOUNCEMENT RUNS, AND THE VALUE OF THE

ANNOUNCEMENTS IS BASED ON THE DATE, TIME, AND MARKET. FOR THE YEAR

ENDED JANUARY 31, 2014, THE ASSOCIATION RECORDED $5,066,885 OF

B, Schedule O (Form 990 or 990-EZ} (2013)
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MName of the organization Employer identification number

AMYOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855

CONTRIBUTED PUBLIC SERVICE ANNOUNCEMENTS.

I Schedule © (Form 990 or 990-EZ) (2013)
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. - s OMB No. J545-0047
SCHEDULE R Related Organizations and Unrelated Partnerships —2~6-“:r3"-—
{Form 990} p-Complete if the organization answered "Yes" on Form 980, Part IV, line 33, 34, 38b, 36, or 7.
3 S i N . .
Deparimnto e Tregsury P Attach o Form 990, P See separate instructions Open fo Public
Internal Aavenua Service P-information about Schedule R {Form 990) and its instructions s at wrinw irs gow/formQ90 = inspection
Name of the organization Employer identification number
AMYOTROPHIC LATERAL SCLERCSIS ASSN. 13-3271855
Identification of Disregarded Entities Complete if the organization answered *Yes* on Form 990, Part IV, line 33,
(a) (b) {o) {d) (e} )
Namne, address, and EIN (if applicable) Primary activity Legal domicile (state or Total income End-of-year assets Direct controlling
of disregarded entity foreign country) entity

paiij[;; ldentification of Related Tax-Exempt Organizatlons Gomplete if the organization answered *Yes" on Form 890, Part IV, line 34 because it had one or more related tax-exempt
+ organizations during the tax year.

{a) {b} (<) {d) (e} o Sacﬁon( g?z(hm]
Name, address, and EIN Primary activity Legal domicile (state or Exempt Code | Public charity Direct controfling controlted
of related organization fareign country) section status (i section entity enlily?
501{cH3) Yes | No
For Paperwork Reduction Act Notice, see the Instrustions for Form 990. Schedule R (Form 990) 2013
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Schedule R {Form 990 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13'*3271855 Page2
Partil Identification of Related Organizations Taxable as a Partnership Complete if the organization answered ™Yes” on Form 990, Part IV, line 34 because it had one or mare refated
wes organizations treated as a partnership during the tax vear,
(a} (b) {c (d) (e} ] (g} th) {i} lil} (k)
Name, address, and EN Primary activity dgz?;'l . | Direct controlling Predominant income | Share of total Share of Disgpoportionate | Code VMUBI  [Generd ofPercentage
of related organizaticn {stala or eniity relziad, unrelated, income: end-of-year aocalionsy | AMoUnt in box 290 gwnership
foraign excladed from lax under assets 20 of Schedule [pat
couniry) sections 512-514) Yes | No | K1 (Form 1065) YesNo
Part V) Identification of Related Organizations Taxable as a Corporation or Trust Complete if the organization answered “Yes" on Form 990, Part I, line 34 because it had one or more related
CRERAEY organizations treated as a corporation or trust during the tax year
(e} {b) = td) (e) U] fo) |
Mame, address, and EIN Primary activity Legal demicils | Direct conirolling | Type of entity Share of taotal Share of Percentage] s12X15)
of related organization (s1aie o antity {Ccorp, S corp, ncome end-ofyear {ownership '=°"'l'_°"e"
c'gf[“g';] or trust) assets L -
Yos | No
CHARITABLE REMAINDER TRUST (1) CA [PRUST X
LIVING TRUST (1) CA rruST X
332162 09-12-13 68
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Schedule R (Form 990) 2013 AMYOTROPHIC LATERAL SCLEROSIS ASSN.

13-3271855  pages

jPa'rI__y'z—‘ Transactlons With Related Organizations Complete if the organization answered "Yes*® on Form 980, Part ¥, line 34, 35b, or 36,

Note. Complete line 1 if any entity is listed in Parts I, HIl, or IV of this schedute.
1 During the tax year, did the organization engage in any of the following transactions with cne or maere related crganizations listed in Parts [14v?
Receipt of {i) interest {ii) annuities {i#) royalties or {iv) rent from a controlled entity
Gift, grant, or capital contribution to related organization(s)
Gift, grant, or capital contribution from related organization{s}
Loans or loan guarantees to or for related organization{s)

o 0 0 O 2

Loans or loan guarantees by related organization(s) ...................cccooooverieicireierireenn

Sale of assets to related organization(s) .
Purchase of agsets from related organization(s)
Exchange of assets with refated organization(s}
Lease of facifities, equipment, or other assets to related organization{s)

b= - B

Lease of facililles, equipment, or other assets from refated organization(s)

Dividends from related OrGANIZAHONIS) ..................c..co.ooieii et ee ettt et s ts s s see s semas sS4t 2 2me e 28 a2 e e A e s eS8t et ettt e

-

Performance of services or mambership or fundraising solicitations for related organization(s) |

m Performance of services or membership or fundraising solicitations by related organization{s}
Sharing of facilities, equipment, mailng lists, or other assets with refated organization(s}
o Sharing of paid employees with related crganization(s)

p Reimbursement paid to related organization(s) for expenses
¢ Reimbursement paid by refated organization(s) for expenses

r Other transfer of cash or proparty to related erganization(sy ..
5_Other transfer of cash or property from related organization(s)

b b paf b |l b el e b el | bl bl ne 1 el ] e 5| 5

2 If the answer to any of the abova is "Yes,” see the instructions for infcimation en who must complste !

his line, including covered refationships and transactéen thresholds.

Name of relaitgl organization Tran!;lzx,ciiun Amoun‘tc%volved Method of determining arno.unt Involved
type fa-s)
(1}
(2}
{3}
{4}
{5)
6)
302169 09-12-13 69 Schedule R {Form 990) 2013




Schedule R (Form 830} 2013 AMYQOTROPHIC LATERAL SCLEROSIS ASSN. 13-3271855

Partyli Unrelated Organizations Taxable as a Partnership Complete i the organization answered "Yes” on Form 890, Part IV, line 37.

Page 4

Pravide the following information for each entity taxed as a parinership through which the organization conducted more than five percent of its activities {measured by totat assets or gross revenue)
that was not a related organization. See instructicns regarding exclusion for ceriain investment partnerships.

{a} (b) {c} {d} (e} {f} (g} {h) 0] (i (k)
Name, address, and EIN Prienary activity Legal domicile | Predomirantincome ,m‘}f:,‘:”sm Share of Share of bispogor- |~ Gode V-UBI {General edPercentage
of enfity (state or foreign (gﬂ?b%%d“%em%g’ SOt total endotyear | agg%'é?]l{aﬁu?gﬁ 7| ariner? | ownership
country) under section 512-514) yEsiN., incoms assels Yos|No| (Form 1065) Yes!ND

Schedule R {Form 990} 2043
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