PUBLIC INSPECTION COPY

OMB No. 1545-0047

2017

Open to Public

.. 990 Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)
B Do not enter social security numbers on this form as it may be made public.

Department of the Treasury

Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
A For the 2017 calendar year, or tax year beginning , 2017, and ending , 20
C Name of organizaton NATTONAL TUBEROUS SCLEROSIS ASSOCIATION, D Employer identification number
B Check if applicable: INC. 95-3018799
thange. Doing businessas  TUBEROUS SCLEROSIS ALLIANCE
Name change Number and street (or P.O. box if mail is not delivered to street address) Room/suite E Telephone number
Initial return 801 ROEDER ROAD 750 (301) 562-9890
tFe'?ran'”::::;"/ City or town, state or province, country, and ZIP or foreign postal code
Amended SILVER SPRING, MD 20910 G Gross receipts $ 5,018,382.
/:epggicnz‘m" F Name and address of principal officer: KARI L. ROSBECK H(a) Liézlrzlﬁagtggp return for H Yes l No
801 ROEDER ROAD STE 750 SILVER SPRING, MD 20910 H(b) Are all subordinates included? Yes No
| Tax-exempt status: | X l 501(c)(3) I l 501(c) ( ) « (insertno.) | l 4947(a)(1) or I l 527 If "No," attach a list. (see instructions)
J  Website: p WWW.TSALLIANCE.ORG H(c) Group exemption number P>
K Form of organization: | X | Corporation I ’Trust| | Association I I Other B> l L Year of formation: 197 5l M State of legal domicile: CA
m Summary
1 Briefly describe the organization's mission or most significant activites: THE TS ALLIANCE IS DEDICATED TO FINDING
g A CURE FOR TUBEROUS SCLEROSIS COMPLEX WHILE IMPROVING THE LIVES OF
s THOSE AFFECTED.
§ 2 Check this box P> D if the organization discontinued its operations or disposed of more than 25% of its net assets.
8 3 Number of voting members of the governing body (Part VI, line1a) . . . . . . . . & & v v v v v e e e e m e n 3 20.
g 4 Number of independent voting members of the governing body (PartVl, linetb) . . . . . ... ... ... ... 4 20.
;f‘:.’ 5 Total number of individuals employed in calendar year 2017 (Part V, line2a), . . . . . . . . . .« v v v v v o 5 19.
'% 6 Total number of volunteers (estimate if NECESSArY), . . . . . v & v v v e e e e e e e e e e e e e e e e e e e 6 1,667.
<| 7a Total unrelated business revenue from Part VI, column (C), iNe 12 . . v v v v v v v e e e e e e e e e e e e 7a 0.
b Net unrelated business taxable income from Form 990-T, liN€34 . . . . v v v 4 4 v & v & & s & & o & & o & & » 7b
Prior Year Current Year
| 8 Contributions and grants (Part VIIL ine Th) . . . . o o v v e e e e e e e e e e e 4,517,826. 3,949,953,
g 9 Program service revenue (Part VIIL € 2Q) . . o v v v v v e e e e e e e e e e e 629,254. 824,241.
E 10 Investment income (Part VIII, column (A), lines 3,4, and 7d), . . . . . v v v v v n e 13,638. 10,221.
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢, 10c, and 11€), . . . . . . . .. .. 46,841. -41,611.
12 Total revenue - add lines 8 through 11 (must equal Part VI, column (A), line12), . . . . .. 5,207,559. 4,742,804.
13 Grants and similar amounts paid (Part IX, column (A), ines 1-3) . . . . . v v v v v v v v n 940,040. 535,454.
14 Benefits paid to or for members (Part IX, column (A), IN€4) , . . .+ v v v o v e e 0. 0.
@|15  Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10), . . . . . . 1,650,060. 1,809,048.
g 16 a Professional fundraising fees (Part IX, column (A), line11e). . . . . . . . . . . . . ... 0. 0.
2| b Total fundraising expenses (Part IX, column (D), line 25) p 733,834.
Y117  Other expenses (Part IX, column (A), lines 11a-11d, 115-246) . . . . . . o o v oo o oo . 2,302,337. 2,976,795.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line25) , . . . ... ... 4,892,437. 5,321,297.
19 Revenue less expenses. Subtractline 18 fromline 12, . . . . . v v v v v v v v v v u v w 315,122. -578,493.
‘ég Beginning of Current Year End of Year
gé 20 Totalassets (PartX, e 16) . . . . . o v v v e e e 10,004,341. 9,757,301.
22121 Total liabilities (PartX, N€ 26). . . . . o v\ v it 738,137. 700,521.
§§ 22 Net assets or fund balances. Subtractline 21 fromline 20, . . . . v v v v v v u w v w v u 9,266,204. 9,056,780.

Partli Signature Block

Under penalties of perjury, bdjclare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
cl

true, correct, and complete. laration ofprepgreripther than officer) is based on all information of which preparer has any knowledge.
Sign Signature of officer Date ”
Here KARI L. ROSBECK PRESIDENT AND CEO
} Type or print name and title
baid Print/Type preparer's name Preparer's signature Date Check u i PTIN
Pa' JOEL C SUSCO 0. co 4/5/18 | seltemployed | P00189961
U’;pgr:l; Firm's name W1 THUMSMITH+BROWN, PG~ | FmsEIN B 222027092
Firm's address P>4600 EAST WEST HWY 900 BETHESSZ, MD 20814-3423 Phoneno. 301-272-6000
May the IRS discuss this return with the preparer shown above? (see instructions) . . . . . . . .. .. . ... ..... [X]ves | [No
For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2017)
JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Form 990 (2017) Page 2
Part Il Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line inthisPart Il _ . . . . . . .. ... ... ... ......

1 Briefly describe the organization's mission:
THE NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATION, INC., DJ/B/ A TUBEROUS
SCLERCSI S ALLI ANCE, 1S DEDI CATED TO FI NDI NG A CURE FOR TUBERQUS
SCLERCSI S COVPLEX VWHI LE | MPROVI NG THE LI VES OF THOSE AFFECTED.

2 Did the organization undertake any significant program services during the year which were not listed on the
prior FOM 990 01 990-EZ2, ., . . . ..\ttt ettt [ Jves [XIno
If "Yes," describe these new services on Schedule O.

3 Did the organization cease conducting, or make significant changes in how it conducts, any program
LSS o e |:| Yes No
If "Yes," describe these changes 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.

4a (Code: ) (Expenses $ 2,752, 226. including grants of $ 535, 454. ) (Revenue $ 796, 617. )
RESEARCH PROGRAM - SEE SCHEDULE O PAGE 54

4b (Code: ) (Expenses $ 773, 653. including grants of $ ) (Revenue $ 9,774. )
SUPPORT SERVI CES - SEE SCHEDULE O PAGE 59

4c (Code: ) (Expenses $ 322, 284. including grants of $ ) (Revenue $ 2,600. )
PUBLI C HEALTH EDUCATI ON - SEE SCHEDULE O PAGE 62

4d Other program services (Describe in Schedule O.)
(Expenses $ 230, 179. including grants of $ ) (Revenue $ 15,250. )
4e Total program service expenses P 4,078, 342.
%2?020 1.000 Form 990 (2017)
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Form 990 (2017)
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Page 3
Checklist of Required Schedules

Yes | No
Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If "Yes,"
complete Schedule A. . . . . . . L e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1 X
Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)?. . . . . . . . . . 2 X
Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If "Yes," complete Schedule C,Part1. . . . . . . . ... ... ... ... 3 X
Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h)
election in effect during the tax year? If "Yes," complete Schedule C,Partll. . . . . . . . . . . o v v v v v e v 4 X
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 98-197? If "Yes," complete Schedule C,
T 5 X
Did the organization maintain any donor advised funds or any similar funds or accounts for which donors
have the right to provide advice on the distribution or investment of amounts in such funds or accounts? If
"Yes," complete Schedule D, Partl. . . . . . . @ . i i i i it i e e e e e e e e e e e e e e e e e e 6 X
Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Partil. . . ... .. .. 7 X
Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,"
complete Schedule D, Part Il . . . . . . . . 0 i i i e e e e e e e e e e e e e e e e e 8 X
Did the organization report an amount in Part X, line 21, 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
debt negotiation services? If "Yes," complete Schedule D, PartIV . . . . . . . . . . ... ... 9 X
Did the organization, directly or through a related organization, hold assets in temporarily restricted
endowments, permanent endowments, or quasi-endowments? If "Yes," complete Schedule D, PartV. . . . .. .. 10 X
If the organization's answer to any of the following questions is "Yes," then complete Schedule D, Parts VI,
VII, VIII, IX, or X as applicable.
Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes,"
complete Schedule D, Part VI . . . . . i v i i i e st s e s e e e e e e e e e e e e e e e e e e e e 1lla X
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, PartVIl ., . . ... ... ... ..... 11b X
Did the organization report an amount for investments-program related in Part X, line 13 that is 5% or more
of its total assets reported in Part X, line 167 If "Yes," complete Schedule D, PartVIIl, . . . .. ... ... ..... 1llc X
Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets
reported in Part X, line 167? If "Yes," complete Schedule D, Part IX . . . . . . . . . . . .. @ . i ueuneneno. 11d X
Did the organization report an amount for other liabilities in Part X, line 25? If "Yes," complete Schedule D, Part X . ., . . . .. 1lle X
Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X . . . . . . 11f X
Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts Xland XIl. . . . . & o o @ @ i i i i it e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 12a X
Was the organization included in consolidated, independent audited financial statements for the tax year? If
"Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts XI and XIl is optional 12b X
Is the organization a school described in section 170(b)(1)(A)(ii)? If "Yes," complete Schedule E. . . .. ... ... 13 X
Did the organization maintain an office, employees, or agents outside of the United States?. . . . . . . . .. ... 14a X
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 Schedule F,Partsland V. . . . .. ... .. 14b X
Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign organization? If "Yes," complete Schedule F,Partslland IV . . . . . . . .. ... ... 15 X
Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If "Yes," complete Schedule F, Partsllland IV . . . . .. ... ... .... 16 X
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on
Part IX, column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part | (see instructions). . . . ... ...... 17 X
Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VIII, lines 1c and 8a? If "Yes," complete Schedule G, Part Il . . . . . . . . . i i i i it it ittt e e e e 18 X
Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a?
If "Yes," complete Schedule G, Part lll . . . . . . . . v v v i i e i e e e e e e e e e e e e e e e e e e e e e e e e e e 19 X

JSA

7E1021 1.000
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Form 990 (2017)
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Page 4
Checklist of Required Schedules (continued)

Yes | No
Did the organization operate one or more hospital facilities? If "Yes," complete ScheduleH, . . . .. ... .. .. 20a X
If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return?, . . . . . 20b
Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule |, Parts land Il, . . . ... ... 21 X
Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 27 If "Yes,”" complete Schedule |, Parts land Ill. . . . . . . . . . o oo v i i v i oo 22 X
Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5 about compensation of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If "Yes," complete Schedule J . . . . . & . ot i i i e e e e e e e e e e e e e e e e e e e e e e 23 X
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," gotoline25a. . . . . . & v o v v i v i i it e e e e e e e e a s 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception?. . . . . . . 24b
Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonNds? . . . . . . . . . i i e e e e e e e e e e e e e e e e 24c
Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? ., . . . . . 24d
Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If "Yes," complete Schedule L, Part!l . . . ... ... ... 25a X
Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior
year, and that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ?
If"Yes," complete Schedule L, Part | . . . . o v i i it it e e e e e e e e e e e e e e e e e e e 25b X
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 "Yes," complete Schedule L, Part Il . . . . . . . . i i it i i ittt e e e e e e e 26 X
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% controlled
entity or family member of any of these persons? If "Yes," complete Schedule L, Partlll. . . . . . ... ... ... 27 X
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 current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, PartIV . . ... .. 28a X
A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete
Schedule L, Part IV, . . v v vt e e e e e e e e e e e e e e e e e e e e e e e e e e 28b X
An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof)
was an officer, director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, PartIV. . . . . .. .. 28c X
Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M, . . . | 29 X
Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If "Yes," complete Schedule M . . . . . . . . . i i it it e e e e e e 30 X
Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes," complete Schedule N,
= 31 X
Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes,"
complete Schedule N, Part Il . . . . o o v o v i s i e e s s e e e e e e e e e e e e e e e s 32 X
Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-3? If "Yes," complete Schedule R,Part| . . . . . . .. ... .00 u 33 X
Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part II, IlI,
orlV,and PartV, line b . . . . . i it i e e e e e e e e e e e e e e e e e e 34 X
Did the organization have a controlled entity within the meaning of section 512(b)(13)?. . . . . . « « v+« . . . 35a X
If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a
controlled entity within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V,line2 ., . . .. 35b
Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable
related organization? If "Yes," complete Schedule R, PartV,line2 . . . . . . . .. ... ... ... . ..., 36 X
Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R,
YL 37 X
Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and
19? Note. All Form 990 filers are required to complete Schedule O. 38 X

JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Form 990 (2017) Page 5
Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to anylineinthisPartV .. ... ... ... ... .. ..... |:|
Yes | No
la Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable. . . . . . .. .. la 40
b Enter the number of Forms W-2G included in line 1a. Enter -O- if not applicable. . . . . . . .. 1b 0.
c Did the organization comply with backup withholding rules for reportable payments to vendors and
reportable gaming (gambling) winnings to prizewinners? . . . . ... ... ... .. ... .. e e e s 1c X
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return. . | _2a 19
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? | 2b X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions). . . . . ..
3a Did the organization have unrelated business gross income of $1,000 or more during theyear?. . . ... ... .. 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation in Schedule O, . . ... .. 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority
over, a financial account in a foreign country (such as a bank account, securities account, or other financial
=T oo 0 1 4a X
b If "Yes," enter the name of the foreign country: p>
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts
(FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear?. . . . . . . .. 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? | 5b X
c If "Yes" to line 5a or 5b, did the organization file Form 8886-T2. . . . . . . & v v v i i v i i i s e s e s 5¢c
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the
organization solicit any contributions that were not tax deductible as charitable contributions?. . . .. ... ... 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or
gifts were not taxdeductible?. . . . . . . oL L s e e e e e e e e e e e e e e e e s 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods
and services provided to the payor? . . . . . . . . i i i it e e e e e e e e e e e e e e e e e e e e 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? . . . . ... .. ... 7b X
c Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was
required to file FOIM 828272 .« v v v v v v ittt ittt e e e e e e e e e e e e e e e e e e e e e e e e 7c X
d If "Yes," indicate the number of Forms 8282 filed duringtheyear . . . . . . . ... ... ... | 7d |
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7€ X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . . . . . 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? | 79
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?. . 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time duringtheyear?. . . . . . . . . .. .. ... 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section49662. . . . . . . . . . . .. ... 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?. . . . . . . . .. 9b
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIll, line12 . . ... ... ... ... 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities. . . . . 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from membersor shareholders. . . . . . . o v o v i o oL n s nn e e 1lla
b Gross income from other sources (Do not net amounts due or paid to other sources
against amounts due or received fromthem.). . . . . . . . o . o L o0 e e 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? |12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year, . . . . . 12b
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plansin morethanonestate?. . . . ... ... ... ... .. 13a
Note. See the instructions for additional information the organization must report on Schedule O.
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 . . . . . . . . . ... o oo oo 13b
¢ Enterthe amountofreservesonhand. . . . . . o v i ittt it et e et et 13c
14a Did the organization receive any payments for indoor tanning services during the taxyear? . . . . . . .. .. ... 14a X
b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O . . . ... 14b

JSA
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Form 990 (2017) NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799 Page 6

Part VI Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No"
response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.
Check if Schedule O contains a response or note to any line inthisPart VI . . .« « . v o v v v v o v i o v v o v v a

Section A. Governing Body and Management

Yes | No
la Enter the number of voting members of the governing body at the end of the taxyear . . . . . la 20
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 committee or similar
committee, explain in Schedule O.
b Enter the number of voting members included in line 1a, above, who are independent . . . . . 1b 20
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, director, trustee, or keyemployee?. . . . . . . &t i i i i e e e e s e e e e e 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct
supervision of officers, directors, or trustees, or key employees to a management company or other person? . . 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed?. . . . . . 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 organization have members or stockholders? . . . . . . . o o v o i h L L e e e e e e s 6 | X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint
one or more members of the governing body? . . . . . & o ¢ o i i i n e e e e e s e e e 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? . . . . . . . . ¢ o v 0 i i i it d i s e 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during
the year by the following:
a The governing body 2, . . o i v i i i i s s e e e e e e e e e e e e e e e e e e e e e e ga | X
b Each committee with authority to act on behalf of the governingbody?. . . . . ... ... ... ... ... ... 8b | X
9 Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at
the organization's mailing address? If "Yes," provide the names and addresses in Schedule O . . . . . ... ... 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? . . . . . . . .. . . v o v v i i v oo oo 10a| X
b If "Yes," did the organization 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? . . . | 10b X
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? . 11a| 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? If "No," gotoline13 . . .. .. ... .. .. ... 12a| X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give
FSE 10 CONMICIS? & v v v v o v v et e e e e e e e e e e e e e e e e e e e e e e e e e 12b| X
c Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes,"
describe in Schedule Ohow thiSWas done .« .« v« v v v i v i et e e e e e e et e e e e et e e 12¢| X
13 Did the organization have a written whistleblower policy?. . . . . . . v v o i i L i s e e e s e e e 13 | X
14  Did the organization have a written document retention and destruction policy?. . . . . . . . v v v v v v o . 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by
independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEO, Executive Director, or top management official . . . . . . .« .« . v oo v v v oo oo 15a| X
b Other officers or key employees of theorganization . . . . . . . . & v o v v i i i i i i e e e e e 15b | X
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with ataxable entity dUriNg the YEar?2 . « « v v v v v v v v e e e e e e e e e e e e e e e e e e e e e 16a X
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 to such arrangements? . . . . . . .. .. ... ... .00 i 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed » ATTACHVENT 1

18 Section 6104 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 instion. Indicate how you made these available. Check all that apply.

Own website Another's website Upon request |:| Other (explain in Schedule O)
19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and
financial statements available to the public during the tax year.

20 State the name, address, and tele%Og‘)ne number of the gerson who 8ossesses the organl |o 's books and records: p
E ORGANI' ZATI ON 801 D, STE 750 SILVER SPRING MD 2 01 8 0

JSA Form 990 (2017)
7E1042 1.000
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Form 990 (2017) NATI ONAL TUBEROUS SCLEROSI S ASSCOCI ATI ON, 95- 3018799 Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check if Schedule O contains a response or noteto any lineinthisPartVIL. . . . . . . o v o v o v i v vt it v it e e s
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
la 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.

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

e List all of the organization's current key employees, if any. See instructions for definition of "key employee."

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

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

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

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

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

©
(GY (C)] Position (D) E) F)
Name and Title Average (do not check more than one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation from amount of
week (list any| officer and a director/trustee) from related other
hoursfor o= | s| o x| x| o the organizations compensation
related E__ s 2 %" % 133«3 % organization (W-2/1099-MISC) from the
organizations| 3 2| 5| & | 3 % 3| 2| (W-2/1099-MISC) organization
below dotted| S & §_J E—; ® 8 and related
line) 5 = o -?D organizations
3 g
(1TIM DI LLS 5. 00
CHAI R 0.| X X 0. 0. 0.
(2)BETH DEAN 5.00
VI CE CHAIR 0.| X X 0. 0. 0.
(3)DAVI D FI TZMAURI CE 5. 00
| MMEDI ATE PAST CHAI R 0.| X X 0. 0. 0.
(49)REBECCA ANHANG PRI CE 5.00
SECRETARY 0.| X X 0. 0. 0.
(591 M NAGI NN 5.00
TREASURER 0.| X X 0. 0. 0.
(6)MARTI NA BEBI N, NMD, MPA 2.00
BOARD MEMBER 0.| X 0. 0. 0.
(7)JOFN J BI SSLER, WD 2,00
BOARD MEMBER 0.| X 0. 0. 0.
(8)M CHAEL CAGE ANO 2.00
BOARD MEMBER 0.| X 0. 0. 0.
(9)CASSANDRA CARROLL 2.00
BOARD MEMBER 0.| X 0. 0. 0.
(10)SARA CHI EFFO 2.00
BOARD MEMBER 0.| X 0. 0. 0.
(11)MARGARET OOX 2,00
BOARD MEMBER 0.| X 0. 0. 0.
(12)BONNI E HOGUE DUFFY 2.00
BOARD MEMBER 0.| X 0. 0. 0.
(13)TOM GN NN 2.00
BOARD MEMBER 0.| X 0. 0. 0.
(14)LAURA S LUBBERS 2.00
BOARD MEMBER 0.| X 0. 0. 0.
IsA Form 990 (2017)

7E1041 1.000
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NATI ONAL TUBEROUS SCLEROSI S ASSCOCI ATI ON, 95- 3018799
Form 990 (2017) Page 8
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A (B) © (D) E) F)
Name and title Average Position Reportable Reportable Estimated
hours per (do not check more than one compensation | compensation from amount of
week (listany [ DOX, unless person is both an from related other
hours for officer and a director/trustee) the organizations compensation
relaed |23 | 21318 |5& |2 | organization | (W-2/1099-MISC) from the
organizations = g_ E a g :é_)g g (W-2/1099-MISC) organization
below dotted g, E_: g- 3|35 and r.elat.ed
line) = = 2._, % § organizations
3 é g
15) BRENDAN D MANNI NG PHD 2.00
~ BOARD MEMBER 0.] X 0. 0. 0.
16) DAVID M CHAELS 2.00
~ BOARD MEMBER 0.] X 0. 0. 0.
17) DARREN M LES 2.00
~ BOARD MEMBER 0.] X 0. 0. 0.
18) DEBORA L MORI TZ 5. 00
~ BOARD MEMBER 0.] X 0. 0. 0.
19) JULI E SCROGA NS 2.00
~ BOARD MEMBER 0.] X 0. 0. 0.
20) MATTHEW SI MONI AN 2.00
~ BOARD MEMBER 0.] X 0. 0. 0.
21) KARI L ROSEBECK 54. 00
" PRESIDENT & CEO 1 1.00] X 192, 244. 0. 28, 504.
22) RICHARD A GOLLUB 46. 50
____ CONTROLLER & CFO | 3.50] X 147, 524. 0. 33, 575.
23) STEVEN L ROBERDS 45. 00
" CHIEF SC'ENTIFIC OFFICER |« 0. X 201, 086. 0. 31, 043.
24) JAYE D | SHAM 45. 00
~ VP, COWLNI CATI ONS STRATEGY | 0. X 105, 665. 0. 4, 406.
25) LI SA MOsS 45. 00
~ SR DIRECTOR OF DONOR RELATIONS| 0. X 101, 755. 0. 23, 366.
1b Sub-total e > 0. 0. 0.
c Total from continuation sheets to Part VII, Section A |, . . ... ....... | 2 748, 274. 0. 120, 894.
d Total (add liNeS 1D and 1C) « v v v v v v v v v e et e e e e e e e e > 748, 274. 0. 120, 894.
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 » 5
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated
employee on line 1a? If "Yes," complete Schedule J for suchindividual . . . . ... ... ... ..., 3 X
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the
organization and related organizations greater than $150,000? If “Yes,” complete Schedule J for such
INAIVIAUAL .+ 0 o e e e e e e e e e e e e e e e e e e e e e e e e e 4 | X
5 Did any person listed on line la receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If “Yes,” complete Schedule J for suchperson ., ... ............ 5 X
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that 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.
(A (B) ©
Name and business address Description of services Compensation
ATTACHVENT 2

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

more than $100,000 in compensation from the organization p 2

JSA
7E1055 1.000
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Form 990 (2017) NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON, 95- 3018799 Page 9
UMl Statement of Revenue
Check if Schedule O contains aresponse or note to anylineinthisPart VI, . . . . ... 0o oo oo i n
(GY (C)] © (D)

Total revenue Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revenue 512-514

% g la Federated campaigns . = « = « « .« . la 37, 803.
35 é b Membershipdues. « . « v v 4 .. 1b 47, 932
a < ¢ Fundraisingevents . . . . . . . .. ic 1,344, 269.
o= d Related organizations . . . . . . .. 1d 403, 000.
2% e Government grants (contributions) . . | 1e
o
g ) f Al other contributions, gifts, grants,
<
£ 5 and similar amounts not included above . | 1f 2,116, 949.
ég g Noncash contributions included in lines 1a-1f: $ 115, 787.
© h Total. Addlinesla-1f . . . « v & v & v @ v o 0 o w0 . » 3,949, 953.
% Business Code
% 2a CONTRACT REVENUE 900099 824, 241. 824, 241.
o
o b
o
= c
& d
| e
2 f  All other program service revenue . . . . .
@ | g Total. Addlines2a-2f . . . . o+ o s e iiii.. .. > 824, 241
3 Investment income  (including  dividends, interest,
and other similar amounts). « « « « & « &+ & & 4 4w ou s > 10, 150. 10, 150.
4 Income from investment of tax-exempt bond proceeds . > 0.
5 Royalties « « v & v v v i v i e e e e e e e e e s » 243. 243.
(i) Real (i) Personal
6a Grossrents « « . . .. ..
Less: rental expenses . . .
¢ Rental income or (loss)
d Netrentalincomeor (I0SS) = + = «+ & v« & v & v & & & & 4 » 0.
7a  Gross amount from sales of (i) Securities (ii) Other
assets other than inventory 115, 040.
b Less: cost or other basis
and sales expenses . . . . 114, 969.
C Ganor(loss) « « « « v« « 71
d Netgainor(IoSS) « « « « v &« ¢ & v =+ 4 v o« x4 uas » 71. 71.
o | 8a Gross income from fundraising
35 ‘ H
S events (not including $ ___ 1. 344, 269. AT 3
>
& of contributions reported on line 1c).
5 SeePartIV,liNne18 « v v v v v v a v v s a 118,113
<
IS Less: directexpenses . . + . . o v .. . b 160, 609
. o ATCH 4
Net income or (loss) from fundraising events./ M .\ S ™ » -42, 496. - 42, 496.
9a Gross income from gaming activities.
SeePart1V,linel9 ., ., ... ...... a
Less: directexpenses . . + . . o v .. . b
Net income or (loss) from gaming activities. . . . . . . > 0.
10a Gross sales of inventory, less
returns and allowances , . . ... ... a
b Less:costofgoodssold. . . . . . . .. b
¢ Net income or (loss) from sales of inventory, , . ., .. .. » 0.
Miscellaneous Revenue Business Code
11a M SCELLANEQUS 900099 642. 642.
b
c
d Allotherrevenue . . . . . . v . v v v v
e Total. Addlines 11a-11d « « « v + + + & v v v s 0w > 642.
12 Total revenue. See instructions. . . . « « + o & o . o . | 2 4,742, 804. 824, 241. - 31, 390.
JSA
7E1051 1.000 Form 990 (2017)
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Form 990 (2017) NATI ONAL TUBEROUS SCLEROSI S ASSCOCI ATI ON, 95- 3018799 Page 10
Statement of Functional Expenses
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).
Check if Schedule O contains a response or noteto any lineinthisPart IX . . . . . . .. . . i v i v i v v v v
Do not include amounts reported on lines 6b, 7b, Total éﬁgenses Progra(ra)service Manag((e(r:TZent and Func(ilrja)ising
8b, 9b, and 10b of Part VIIL. expenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line21 . . . . 4611 145. 461, 145.
2 Grants and other assistance to domestic
individuals. See Part IV, line22 ., . . ... ... 0.
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15 and 16 | | | , . 74, 309. 74, 309.
4 Benefits paid toor formembers, ., , . ... .. 0.
5 Compensation of current officers, directors,
trustees, and key employees . . . . . . .. .. 638, 990. 347, 872. 219, 346. 71,772.
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)B) , . . . . . 0.
7 Other salaries and wages . . . . . . . . . . . . 932, 810. 552, 836. 109, 302. 270, 672.
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions) 27, 991. 17, 634. 2, 391. 7, 966.
9 Other employeebenefits . . . . . v« v v v v . 105, 088. 67, 352. 1, 074. 36, 662.
10 Payrolltaxes « « v v v & v i v h e e e e e s 104, 169. 59, 589. 19, 944. 24, 636.
11 Fees for services (non-employees):
a Management ., ... ..... 0.
blegal .. ... ...... . ... 78, 839. 57, 607. 21, 232.
cAccounting . . .. ... ... ... ... 19, 500. 19, 500.
dLlobbying . ... ... ...... ... ... 105, 960. 105, 960.
e Professional fundraising services. See Part IV, line 17, 0.
f Investment managementfees , ., ... ... 0.
g Other. (if line 11g amount exceeds 10% of line 25, column
(A) amount, list line 11g expenses on Schedule O)s + &« & & 171’ 240. 99’ 10s. 25’ 717. 46’ 418.
12 Advertising and promotion _, , . . . ... ... 0.
13 Officeexpenses . . . . v v v v v v v v v v s 317, 408. 120, 073. 67, 225. 130, 110.
14 Information technology. . . . . . .. ... .. 129, 324. 43, 735. 85, 589.
15 Royalties, , . . .. v v i 0.
16 OCCUPANCY . .« v v v v 94, 281. 285. 93, 712. 284.
17 Travel . . . o 272, 085. 227, 893. 3, 047. 41, 145.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials 0.
19 Conferences, conventions, and meetings , . . . 242, 361. 198, 367. 34, 708. 9, 286.
20 INErESt . . . .. .i i 0.
21 Paymentsto affiliates. . . . . .. .. .. ... 0.
22 Depreciation, depletion, and amortization , , _ , 69, 095. 35, 516. 29, 965. 3,614.
23 Insurance |, . . ... ... e e e e e s 8, 025. 150. 7, 716. 159.
24 Other expenses. Itemize expenses not covered
above (List miscellaneous expenses in line 24e. If
line 24e amount exceeds 10% of line 25, column
(A) amount, list line 24e expenses on Schedule O.)
2PRECLI NI CAL CONSORTI UM 1,042, 9109. 1,042, 9109.
p NATURAL HI STORY DATABASE 222,524. 222,524.
Bl CSAMPLE REPCSI TORY 120, 771. 120, 771.
4dOVERHEAD ALLCOCATI ON 175, 714. - 248, 016. 72, 302.
e All other expenses 82, 463. 46, 986. 16, 6609. 18, 808.
25 Total functional expenses. Add lines 1 through 24e 5, 3211 297. 41 078: 342. 509: 121. 733: 834.
26 Joint costs. Complete this line only if the
organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here p if
following SOP 98-2 (ASC 958-720). . . . . .. 78, 960. 39, 480. 39, 480.
JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Form 990 (2017) Page 11
=Fli®4@ Balance Sheet
Check if Schedule O contains a response or note to any lineinthisPart X, . . ... ............... |:|
(A) (8)
Beginning of year End of year
1 Cash-non-interest-bearnng . . . . .. ..................... 1,840,325.] 4 1, 079, 000.
2 Savings and temporary cashinvestments |, ., ., .. .......... 779,808.| 2 1, 231, 098.
3 Pledges and grants receivable, net |, ., ., .. ... ... ... ... ..., 1,480, 988.| 3 989, 299.
4 Accounts receivable, Net . . . ... ... 262, 025.] 4 278, 373.
5 Loans and other receivables from current and former officers, directors,

trustees, key employees, and highest compensated employees.
Complete Part Il of Schedule L 0. 5 0.

6 Loans and other receivables from other cliis.qL.Jaiifi.eci p.er.séné (:as.d.efi.néd.uhd.er. section
4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing employers

and sponsoring organizations of section 501(c)(9) voluntary employees' beneficiary

® organizations (see instructions). Complete Part Il of ScheduleL . . . . . . . ... 0.] 6 0.
‘sn? 7 Notes and loans receivable, net | . . . . . . . . . . . i 0.| 7 0.
2| 8 Inventories forsale oruse . . . . . ... ... 0. 8 0.
9 Prepaid expenses and deferredcharges . . . . . .. .. ... 0o 182,942.| 9 344, 133.
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of Schedule D 10a 372, 051.
b Less: accumulated depreciation. . . . . . . . . . 10b 186, 050. 190, 332. |10c 186, 001.
11 Investments - publicly traded securities ., , . . . . . . .. . . . .. ... 0.]11 10, 970.
12 Investments - other securities. See Part IV, line 11, . ., . . . . ... .. ... 0.]12 0.
13 Investments - program-related. See Part IV, line 11 _ , . .. ... ..... 0.|13 0.
14 Intangible @SSETS . . . . . . . ...t 0.]14 0.
15 Other assets. See Part IV, line 11 | | . . . . . . . . . i v i i . 5,267,921. | 15 5, 638, 427.
16 Total assets. Add lines 1 through 15 (must equalline 34) . ... ... ... 10, 004, 341. | 15 9, 757, 301.
17 Accounts payable and accrued expenses., . . . . . . . . . i it u .. 523, 259.] 17 472, 644.
18 Grants payable. . . . ..ttt e e e 0.]18 0.
19 Deferred reVENUE . . . . . v v e e e e e e e e e 131,976. | 19 167, 293.
20 Tax-exempt bond liabilities . . . .. . ... ..\t 0.] 20 0.
21 Escrow or custodial account liability. Complete Part IV of Schedule D | | | . 0. 21 0.
@ 22 Loans and other payables to current and former officers, directors,
= trustees, key employees, highest compensated employees, and
% disqualified persons. Complete Part Il of ScheduleL , , _ ., . ... ...... 0.| 22 0.
=123 secured mortgages and notes payable to unrelated third parties , | . . . . . 0.| 23 0.

24  Unsecured notes and loans payable to unrelated third parties 0.| 24 0.

25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X
of Schedule D 82,902.| 25 60, 584.

26 Total liabilities. Add lines 17 through 25. . . . . . v v v v o v ue v e 738,137 26 700, 521.
Organizations that follow SFAS 117 (ASC 958), check here » m and

3 complete lines 27 through 29, and lines 33 and 34.

§ 27 Unrestricted netassets _ . . . . . L. L. L. 5,303, 111.| 27 5, 975, 949.

&128 Temporarily restricted netassets ... 3,083, 649.| 28 2,201, 387.

T|29 Permanently restrictednetassets. . . . ... ... ... .. 879, 444.| 29 879, 444,

T Organizations that do not follow SFAS 117 (ASC 958), check here P> |:| and

5 complete lines 30 through 34.

,g 30 Capital stock or trust principal, or currentfunds = . ... ... ... 30

©131 Paid-in or capital surplus, or land, building, or equipmentfund = = | 31

f 32 Retained earnings, endowment, accumulated income, or other funds = | 32

Z(33 Total net assets or fund balances . . 9, 266, 204. | 33 9, 056, 780.
34 Total liabilities and net assets/fund balances 10, 004, 341.| 34 9, 757, 301.

Form 990 (2017)
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Form 990 (2017) Page 12
Pl Reconciliation of Net Assets
Check if Schedule O contains a response or noteto any lineinthisPart XI. . ... ... ... ... ......
1 Total revenue (must equal Part VIII, column (A), line 12) . . . . . . . v v i v i v i e e e e e e e 1 4,742, 804.
2 Total expenses (must equal Part IX, column (A),line25) . . . . . ... .. .. ... ... 2 5, 321, 297.
3 Revenue less expenses. Subtractline2fromlinel. . . . . ... ... ... ... ..., 3 - 578, 493.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, coumn (A)) . .. .. 4 9, 266, 204.
5 Net unrealized gains (losses) oninvestments . . . . . . . . . . i i i i ittt e e e e e . 5 792.
6 Donated services and use of facilities . . . . . . . . . . . .. o e e e e e 6 0.
7 INVESIMENt EXPENSES & & & v v v v e e e e e e e e e e e e e e e e e e e e e e e e 7 0.
8 Prior period adjustments . . . . . . . . i i e e e e e e e e e e e e e e e e e e e 8 0.
9 Other changes in net assets or fund balances (explainin ScheduleO) . . . ... ... ....... 9 368, 277.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line
33, C0IUMN (B)) v v i v i it it e e e e e e e e e e e e e e e aeee e eeeee e 10 9, 056, 780.
Financial Statements and Reporting
Check if Schedule O contains a response or noteto anylineinthisPart XIl . . ... .............. |:|
Yes | No
1 Accounting method used to prepare the Form 990: |:| Cash Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in
Schedule O.
2a Were the organization's financial statements compiled or reviewed by an independent accountant?, ., . . . . . 2a X
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:
|:| Separate basis |:| Consolidated basis |:| Both consolidated and separate basis
b Were the organization's financial statements audited by an independent accountant? . . . . . . ... .. ... 2b | X
If "Yes," check a box below to indicate whether the financial statements for the year were audited on a
separate basis, consolidated basis, or both:
|:| Separate basis Consolidated basis |:| Both consolidated and separate basis
c If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight
of the audit, review, or compilation of its financial statements and selection of an independent accountant? 2c | X
If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in
the Single Audit Actand OMB Circular A-1337 &« & v v v v i i e s s e e s e s e s e s s e s s s e 3a X
b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits. 3b

Form 990 (2017)
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SCHEDULE A Public Charity Status and Public Support | oME No. 1545-0047

(Form 990 or 990-EZ) Complete if the organization is a section 501(c)(3) organization or a section 4947(a)(1) nonexempt charitable trust. 2@ 1 7
P Attach to Form 990 or Form 990-EZ.

Department of the Treasury i . . . X

Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number

I NC. 95-3018799

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

The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)

Open to Public

1 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 (Form 990 or 990-EZ).)

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)(iii). Enter the

hospital's name, city, and state:

5 |:| An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)(1)(A)(iv). (Complete Part Il.)

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

7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public
described in section 170(b)(1)(A)(vi). (Complete Part Il.)

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

9 An agricultural research organization described in section 170(b)(1)(A)(ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:

10 |:| An organization that normally receives: (1) more than 331/3 % of its support from contributions, membership fees, and gross
receipts from activities related to its exempt functions - subject to certain exceptions, and (2) no more than 331/3 %of its
support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses
acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part lIl.)

11 An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
12 An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes
of one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3).
Check the box in lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.
a |:| Type |. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving
the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the
supporting organization. You must complete Part IV, Sections A and B.
b Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

c Type Il functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.
d Type lll non-functionally integrated. A supporting organization operated in connection with its supported organization(s)

that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.

e Check this box if the organization received a written determination from the IRS that it is a Type |, Type Il, Type llI

functionally integrated, or Type lll non-functionally integrated supporting organization.
f Enter the number of supported organizations. . . . . . . . . v v it it i e e e e e e e e e e e e e e e e :
g Provide the following information about the supported organization(s).

(i) Name of supported organization (i) EIN (iii) Type of organization | (iv) Is the organization | (v) Amount of monetary (vi) Amount of
(described on lines 1-10 |listed in your governing support (see other support (see
above (see instructions)) document? instructions) instructions)

Yes No

(A)

(B)

©)

(D)

B

Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule A (Form 990 or 990-EZ) 2017
Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

Page 2

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under

Part 1. If the organization fails to qualify under the tests listed below, please complete Part IIl.)

Section A. Public Support

Calendar year (or fiscal year beginning in) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.”) . . . . . . 3,239, 048. 3,124, 386. 3,514, 873. 4,517, 826. 3, 949, 953. 18, 346, 086.
2  Tax revenues levied for the
organization's benefit and either paid
to or expended on itsbehalf . . . . . .. 0.
3 The value of services or facilities
furnished by a governmental unit to the
organization without charge . . . . . . . 0.
Total. Add lines 1 through 3. « « « . . . 3,239, 048. 3,124, 386. 3,514, 873. 4,517, 826. 3, 949, 953. 18, 346, 086.
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 (). . . . . . . 2,725, 455.
6  Public support. Subtract line 5 from line 4 15, 620, 631.
Section B. Total Support
Calendar year (or fiscal year beginning in) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
7 Amounts fromline 4. « « « v v o v v .. 3,239, 048. 3,124, 386. 3,514, 873. 4,517, 826. 3, 949, 953. 18, 346, 086.
8 Gross income from interest, dividends,
payments received on securities loans,
rents, royalties, and income from
similar SOUrCes . . .+ + « v v v v o 13, 335. 13, 455. 16, 038. 15, 431. 10, 393. 68, 652.
9 Net income from unrelated business
activities, whether or not the business
is regularly carriedon . . . . . . . ... 44, 490. 44, 490.
10 Other income. Do not include gain or
loss from the sale of capital assets
(Explain in Part V1) .ATCH-1 .. ... 5, 984. 9, 351. 1, 401. 1, 683. 642. 19, 061.
11 Total support. Add lines 7 through 10 . . 18, 478, 289.
12  Gross receipts from related activities, etc. (SEE INSITUCHONS) « « v + « ¢ & 4 & v ¢ & 4 4 v e e m e e e 12 4,152, 994.
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 thishoxandstop here. . . . . . . . . . . 0 i i i i i i i i i i e e e e e e e e e e e e e e e e e e e e e e
Section C. Computation of Public Support Percentage
14  Public support percentage for 2017 (line 6, column (f) divided by line 11, column (f)). . . . . . . .. 14 84.54 o
15 Public support percentage from 2016 Schedule A, Partll,line14 . . . . . ... .. ... ... ... 15 81.28 ¢
16a 331/3% support test - 2017. If the organization did not check the box on line 13, and line 14 is 331/3 % or more, check this
box and stop here. The organization qualifies as a publicly supported organization. . . . . . . . .« .« v v v v v v v o v v >
b 331/3% support test - 2016. If the organization did not check a box on line 13 or 16a, and line 15 is 331/3 % or more, check
this box and stop here. The organization qualifies as a publicly supported organization . . . . .. ... ... .. ... .. > |:|
17a 10%-facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is
10% or more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in
Part VI how the organization meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported
o 0= 1722 1o oS > |:|
b 10%-facts-and-circumstances test - 2016. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
15 is 10% or more, and if the organization meets the "facts-and-circumstances” test, check this box and stop here.
Explain in Part VI how the organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly
supported Organization . . v v« v . v h e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e >
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see
INSTIUCTIONS & & v v v v et e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e > [ ]
Schedule A (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLEROSI S ASSCCI ATI ON, 95- 3018799
Schedule A (Form 990 or 990-EZ) 2017 Page 3
Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 10 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) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (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 performed, 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 business under section 513 .

4 Tax revenues levied for the
organization’s benefit and either paid to
or expended onitsbehalf . . . . . . ..

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

6 Total. Add lines 1 through5. . . . ...

7a Amounts included on lines 1, 2, and 3

received from disqualified persons , ., . .
b Amounts included on lines 2 and 3

received from other than disqualified

persons that exceed the greater of $5,000

or 1% of the amount on line 13 for the year

c Addlines7aand7b. . « « v v 4 ...

8 Public support. (Subtract line 7c from

iNEG.) v v v v v i e i v e e e e
Section B. Total Support

Calendar year (or fiscal year beginning in) P (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total

9 Amounts fromline6. . . ... .....

10a Gross income from interest, dividends,

payments received on securities loans,

rents, royalties, and income from similar

SOUMCES + v + v + s s o s & s = = = = = &«

b Unrelated business taxable income (less

section 511 taxes) from businesses
acquired after June 30, 1975 . . . . . .
¢ Addlines10aand10b . . . . . . . ..

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is regularly
carriedon. v & v v v d o w e e e e e e

12  Other income. Do not include gain or
loss from the sale of capital assets
(ExplaininPartVL) ., ... .......

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

and12.) « v v v h s e e e e e e e
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 thisboxand stop here. . . . . . o 0 0 v 0 0 i v i i i bt e i w e e w s e e e e e e e e e e a s e »
Section C. Computation of Public Support Percentage
15 Public support percentage for 2017 (line 8, column (f) divided by line 13, coumn (f)), . . . . . .. .. .. .. 15 %
16  Public support percentage from 2016 Schedule A, Partlll,line15. . . . . . v v v v v v v v @ v w0 0 v w x s 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2017 (line 10c, column (f) divided by line 13, column (f)) . . . . ... ... 17 %
18 Investment income percentage from 2016 Schedule A, Partlll, line 17 | , . . . . . . . . v o v o v o v v o . 18 %

19a 331/3% support tests - 2017. If the organization did not check the box on line 14, and line 15 is more than 331/3%, and line
17 is not more than 331/3%, check this box and stop here. The organization qualifies as a publicly supported organization . P
b 331/3% support tests - 2016. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 331/3 %, and
line 18 is not more than 331/3%, check this box and stop here. The organization qualifies as a publicly supported organization P ’:’

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions | 2

JSA Schedule A (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLEROSI S ASSCCI ATI ON, 95- 3018799
Schedule A (Form 990 or 990-EZ) 2017 Page 4
Supporting Organizations
(Complete only if you checked a boxin line 12 on Part I. If you checked 12a of Part I, complete Sections A
and B. If you checked 12b of Part I, complete Sections A and C. If you checked 12c of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations

Yes| No

1 Are all of the organization's supported organizations listed by name in the organization's governing
documents? If "No," describe in Part VI how the supported organizations are designated. If designated by
class or purpose, describe the designation. If historic and continuing relationship, explain. 1

2 Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)? If "Yes," explain in Part VI how the organization determined that the supported
organization was described in section 509(a)(1) or (2). 2

3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If "Yes," answer
(b) and (c) below. 3a

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes," describe in Part VI when and how the
organization made the determination. 3b

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If "Yes," explain in Part VI what controls the organization put in place to ensure such use. 3c

4a Was any supported organization not organized in the United States (“foreign supported organization")? If
"Yes," and if you checked 12a or 12b in Part I, answer (b) and (c) below. 4a

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? If "Yes," describe in Part VI how the organization had such control and discretion
despite being controlled or supervised by or in connection with its supported organizations. 4b

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes," explain in Part VI what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B)
purposes. 4c

5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part VI, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i) the reasons for each such action;
(iii) the authority under the organization's organizing document authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the organizing document). 5a

b Type | or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document? 5b

¢ Substitutions only. Was the substitution the result of an event beyond the organization's control? 5¢C

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (i) its supported organizations, (ii) individuals that are part of the charitable class benefited
by one or more of its supported organizations, or (iii) other supporting organizations that also support or
benefit one or more of the filing organization’s supported organizations? If "Yes," provide detail in Part VI. 6

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? If "Yes," complete Part | of Schedule L (Form 990 or 990-EZ). 7

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 7?
If "Yes," complete Part | of Schedule L (Form 990 or 990-EZ). 8

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described

in section 509(a)(1) or (2))? If "Yes," provide detail in Part VI. 9a

b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? If "Yes," provide detail in Part VI. 9b

¢ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? If "Yes," provide detail in Part VI. 9c

10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type |l supporting organizations, and all Type Il non-functionally integrated
supporting organizations)? If "Yes," answer 10b below. 10a

b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.) 10b

JSA Schedule A (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95-3018799
Schedule A (Form 990 or 990-EZ) 2017 Page 5
Supporting Organizations (continued)

Yes| No

11  Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)
below, the governing body of a supported organization? lla
b A family member of a person described in (a) above? 11b
c A 35% controlled entity of a person described in (a) or (b) above? If “Yes” to a, b, or ¢, provide detail in Part VI. 1llc
Section B. Type | Supporting Organizations

Yes| No

1 Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization's directors or trustees at all times during the
tax year? If "No," describe in Part VI how the supported organization(s) effectively operated, supervised, or
controlled the organization's activities. If the organization had more than one supported organization,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 1

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? If "Yes," explain in Part
VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization. 2

Section C. Type Il Supporting Organizations

Yes| No

1  Were a majority of the organization's directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization's supported organization(s)? If "No," describe in Part VI how control
or management of the supporting organization was vested in the same persons that controlled or managed
the supported organization(s). 1

Section D. All Type lll Supporting Organizations

Yes| No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
organization's tax year, (i) a written notice describing the type and amount of support provided during the prior
tax year, (ii) a copy of the Form 990 that was most recently filed as of the date of natification, and (iii) copies of
the organization's governing documents in effect on the date of notification, to the extent not previously
provided? 1

2 Were any of the organization's officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (ii) serving on the governing body of a supported organization? If "No," explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s). 2

3 By reason of the relationship described in (2), did the organization's supported organizations have a
significant voice in the organization's investment policies and in directing the use of the organization's
income or assets at all times during the tax year? If "Yes," describe in Part VI the role the organization's
supported organizations played in this regard. 3

Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (seeinstructions).

a The organization satisfied the Activities Test. Complete line 2 below.
b The organization is the parent of each of its supported organizations. Complete line 3 below.
c The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

Yes| No

2 Activities Test. Answer (a) and (b) below.

a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? If "Yes," then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities. 2a

b Did the activities described in (a) constitute activities that, but for the organization's involvement, one or more
of the organization's supported organization(s) would have been engaged in? If "Yes," explain in Part VI the
reasons for the organization's position that its supported organization(s) would have engaged in these
activities but for the organization's involvement. 2b

3 Parent of Supported Organizations. Answer (a) and (b) below.
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? Provide details in Part VI. 3a

b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? If "Yes," describe in Part VI the role played by the organization in this regard. 3b
Schedule A (Form 990 or 990-EZ) 2017
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON, 95- 3018799
Schedule A (Form 990 or 990-EZ) 2017 Page 6

% Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations
1

Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI). See
instructions. All other Type Ill non-functionally integrated supporting organizations must complete Sections A through E.
(B) Current Year

(optional)

Section A - Adjusted Net Income (A) Prior Year

1 Net short-term capital gain

2 Recoveries of prior-year distributions
3 Other gross income (see instructions)
4 Add lines 1 through 3.

5 Depreciation and depletion

A [W[IN (-

6 Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income (see instructions)
7 Other expenses (see instructions)

8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4). 8

(B) Current Year

Section B - Minimum Asset Amount (A) Prior Year .
(optional)

1 Aggregate fair market value of all non-exempt-use assets (see

instructions for short tax year or assets held for part of year):
a Average monthly value of securities la
b Average monthly cash balances 1b
¢ Fair market value of other non-exempt-use assets 1c
d Total (add lines 1a, 1b, and 1c) 1d
e Discount claimed for blockage or other
factors (explain in detail in Part VI):

2 Acquisition indebtedness applicable to non-exempt-use assets 2

3 Subtract line 2 from line 1d.

4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,

see instructions).

5 Net value of non-exempt-use assets (subtract line 4 from line 3)

6 Multiply line 5 by .035.

7 Recoveries of prior-year distributions

8 Minimum Asset Amount (add line 7 to line 6)

w

o|~|o o~

Section C - Distributable Amount Current Year

1 Adjusted net income for prior year (from Section A, line 8, Column A)

2 Enter 85% of line 1.

3 Minimum asset amount for prior year (from Section B, line 8, Column A)

4 Enter greater of line 2 or line 3.

5 Income tax imposed in prior year

6 Distributable Amount. Subtract line 5 from line 4, unless subject to

emergency temporary reduction (see instructions). 6

7 |_, Check here if the current year is the organization's first as a non-functionally integrated Type Il supporting organization (see
instructions).

A [W[IN (-

Schedule A (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON,

Schedule A (Form 990 or 990-EZ) 2017

95- 3018799

Page 7

Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D - Distributions

Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes

2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity

3 Administrative expenses paid to accomplish exempt purposes of supported organizations

4  Amounts paid to acquire exempt-use assets

5 Qualified set-aside amounts (prior IRS approval required)

6 Other distributions (describe in Part VI). See instructions.

7 Total annual distributions. Add lines 1 through 6.

8 Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.

9 Distributable amount for 2017 from Section C, line 6

10 Line 8 amount divided by Line 9 amount

Section E - Distribution Allocations (see instructions)

0]

Excess Distributions

(i)
Underdistributions
Pre-2017

(iii)
Distributable
Amount for 2017

Distributable amount for 2017 from Section C, line 6

Underdistributions, if any, for years prior to 2017
(reasonable cause required-explain in Part VI). See
instructions.

w

Excess distributions carryover, if any, to 2017

From 2013

From 2014

From 2015

From 2016 .......

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2017 distributable amount

Carryover from 2012 not applied (see instructions)

=T T|je ™o |a|o|o|lw

Remainder. Subtract lines 3g, 3h, and 3i from 3f.

IN

Distributions for 2017 from
Section D, line 7: $

Applied to underdistributions of prior years

Applied to 2017 distributable amount

Remainder. Subtract lines 4a and 4b from 4.

Remaining underdistributions for years prior to 2017, if
any. Subtract lines 3g and 4a from line 2. For result
greater than zero, explain in Part VI. See instructions.

Remaining underdistributions for 2017. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in
Part VI. See instructions.

Excess distributions carryover to 2018. Add lines 3]
and 4c.

Breakdown of line 7:

Excess from 2013. . . .

Excess from 2014. . . .

Excess from 2015. . . .

Excess from 2016. . . .

oo |T|o

Excess from 2017. . . .

JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule A (Form 990 or 990-EZ) 2017 Page 8

Supplemental Information. Provide the explanations required by Part Il, line 10; Part I, line 17a or 17b; Part
ll, line 12; Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11c; Part IV, Section
B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b,
3a and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,
lines 2, 5, and 6. Also complete this part for any additional information. (See instructions.)

ATTACHVENT 1
SCHEDULE A, PART Il - OTHER | NCOVE
DESCR! PTI ON 2013 2014 2015 2016 2017 TOTAL
M SCELLANCUES | NCOVE 5, 984, 9, 351. 1, 401. 1, 683. 642. 19, 061.
TOTALS 5, 984. 9, 351. 1, 401. 1, 683. 642. 19, 061.

ISA Schedule A (Form 990 or 990-EZ) 2017
7E1225 1.000
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SCHEDULE C Political Campaign and Lobbying Activities OMB No. 1545-0047
(Form 990 or 990-EZ)
For Organizations Exempt From Income Tax Under section 501(c) and section 527 2@ 1 7

P Complete if the organization is described below. P Attach to Form 990 or Form 990-EZ. Opento Public
Department of the Treasury » Got . IE 990 for inst ti d the latest inf ti .
Internal Revenue Service o to www.irs.gov/Form or instructions an e latest information. Inspection
If the organization answered "Yes," on Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then

® Section 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 C below. Do not complete Part I-B.

® Section 527 organizations: Complete Part I-A only.
If the organization answered "Yes," on Form 990, 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 II-A. Do not complete Part 11-B.

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

If the organization answered "Yes," on Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions) or Form 990-EZ, Part V, line 35c (Proxy
Tax) (see separate instructions), then

® Section 501(c)(4), (5), or (6) organizations: Complete Part Ill.
Name of organization NAT|I ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, Employer identification number
I NC 95-3018799
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. (see instructions for
definition of "political campaign activities")

2 Political campaign activity expenditures (see instructions) . . . . . . . . . . . i i i vt .. > $
3 Volunteer hours for political campaign activities (seeinstructions). . . . . . v v v v v v v v u w v .
Complete if the organization is exempt under section 501(c)(3).
1 Enter the amount of any excise tax incurred by the organization under section 4955, , . . . . > $
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 thisyear? , . . . ... ... ...... H Yes H No
4a Was acormection made? . . . . . . . ... i e e e e e e e e e e e e e Yes No

b If "Yes," describe in Part V.
Part I-C Complete if the organization is exempt under section 501(c), except section 501(c)(3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function
ACHVILIES . L L L L e e >S5

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

527 exempt function activities , |, . . . . .t v v i i e e e e e e e e e e |
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-POL,
e L7 e e e >3
4 Did the filing organization file Form 1120-POL forthisyear? . . . . . . . . . . . @ v i v i i e e e e e e e e u |_, Yes |_, No

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which the filing
organization 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 contributions received and
funds. If none, enter -0-. promptly and directly

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

1)

)]

(3)

(4)

(5)

(6)

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2017
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Schedule C (Form 990 or 990-EZ) 2017 NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799 Page 2

HWHIPY Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under
section 501(h)).

A Check >|_| if the filing organization belongs to an affiliated group (and list in Part IV each affiliated group member's name,
address, EIN, expenses, and share of excess lobbying expenditures).

B Check >|:| if the filing organization checked box A and "limited control" provisions apply.

Limits on Lobbying Expenditures (a) Filing (b) Affiliated
(The term "expenditures" means amounts paid or incurred.) organization's totals group totals
la Total lobbying expenditures to influence public opinion (grass roots lobbying) . . . . . 1, 797.
b Total lobbying expenditures to influence a legislative body (direct lobbying) . . . . . . 146, 199.
¢ Total lobbying expenditures (add lineslaand1b). . .. ... .. ... ........ 147, 996.
d Other exempt purpose expenditures . . . . . . . v v v v v v v v et v e e e 5,173, 301.
e Total exempt purpose expenditures (add lineslcand1d). . . ... .. ... v . ... 9, 321, 297.
f Lobbying nontaxable amount. Enter the amount from the following table in both
columns. 416, 065.
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 le.
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not over $1,500,000 [$175,000 plus 10% of the excess over $1,000,000.
Over $1,500,000 but not over $17,000,000 |$225,000 plus 5% of the excess over $1,500,000.
Over $17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line 1f) . . . . ... ... ... ... ... 104, 016.
h Subtract line 1g from line 1a. If zeroorless,enter-0- . . . . ... ... ......... 0. 0.
i Subtract line 1f from line 1c. If zeroorless, enter-0-, . . . . . . . v v o o v v v o i . 0. 0.
j If there is an amount other than zero on either line 1h or line 1i, did the organization file Form 4720
reporting section 4911 taxforthisyear? . . . o o vt v v i i i it e e e e e e e e e e |:| Yes |:| No
4-Year Averaging Period Under section 501(h)
(Some organizations that made a section 501(h) election do not have to complete all of the five columns below.
See the separate instructions for lines 2a through 2f.)
Lobbying Expenditures During 4-Year Averaging Period
Calendar year (or fiscal year (a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) Total
beginning in)
2@ Lobbying nontaxable amount 362, 797. 364, 719. 394, 622. 416, 065. 1, 538, 203.
b Lobbying ceiling amount
(150% of line 2a, column (e)) 2, 307, 305.
¢ Total lobbying expenditures 178, 975. 126, 441. 145, 927. 146, 199. 597, 542.
d Grassroots nontaxable amount
90, 699. 91, 180. 98, 656. 104, 016. 384, 551.
e Grassroots ceiling amount
(150% of line 2d, column (g)) 576, 827.
f Grassroots lobbying expenditures 905. 5, 047. 986. 1, 797. 8, 735.

Schedule C (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLEROSI S ASSCOCI ATI ON, 95-3018799
Schedule C (Form 990 or 990-EZ) 2017 Page 3
Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).
For each "Yes," response on lines la through 1i below, provide in Part IV a detailed © ©
description 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 legislative matter or
referendum, through the use of:

a VOINMEEIS? | | L L e e e e e e

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

Cc Mediaadvertisements? . . . . o v v i vt e e e e e e e e e e e e e e

d Mailings to members, legislators, orthe public?. . . . . . .. .. . ... ..

e Publications, or published or broadcast statements? ., . . . . . . . . . & . it v v v v v e

f  Grants to other organizations for lobbying purposes? . . . . . . . . v o o Lol s n e e

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

h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?. . . .

i OtheractivitieS? . . . . v v v o s s s s e e e e e e e e e

j  Total. Add lines 1cthrough 1i . . . v v o v i v i i i e s e s s e e e s e s e e e e s
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 section4912. . . . . . . . . . v o v o v .t

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

d If the filing organization incurred a section 4912 tax, did it file Form 4720 for this year? ., . . . .
Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section

501(c)(6).
Yes | No

1  Were substantially all (90% or more) dues received nondeductible by members?, . . . .. .. .. ... .. .. .. 1
2 Did the organization make only in-house lobbying expenditures of $2,000 orless?. . . . . . . . . . . . o v+ o .. 2
3 Did the organization agree to carry over lobbying and political campaign activity expenditures from the prior year? | 3

EWRIERE 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 lll-A, line 3, is

answered "Yes."

5

Dues, assessments and similar amounts frommembers . . . . ... ... ... ... ... ...

Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of

political expenses for which the section 527(f) tax was paid).

LT =T 01 00T |
Carryover from lastyear. . . . v v v o v i i e e e e e e e e e e e e e e e e e e e e e e e e
Total . v v e e e e e e e e e e e e e e e e e e e e e e e e e e e e

Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e) dues. - . . .
If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the
excess does the organization agree to carryover to the reasonable estimate of nondeductible lobbying

and political expenditure NEXE YEar? . « = v v v v v v v h e e e e e e e e e e e e e e e

Taxable amount of lobbying and political expenditures (see instructions) . . . . . . . ... ...

2a

2b

2C

Part IV Supplemental Information
Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part I-C, line 5; Part II-A (affiliated group list); Part II-A, lines 1 and
2 (see instructions); and Part II-B, line 1. Also, complete this part for any additional information.
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule C (Form 990 or 990-EZ) 2017 Page 4
Part IV Supplemental Information (continued)

ISA Schedule C (Form 990 or 990-EZ) 2017
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SCHEDULE D . : OMB No. 1545-0047
(Form 990) Supplemental Financial Statements °
» Complete if the organization answered "Yes" on Form 990, 2@ 1 7

Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.
Department of the Treasury _ P Attach to Form 990. _ _ Open to Public
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization NATI ONAL TUBEROUS SCLEROSI S ASSOCI ATI ON, Employer identification number
I NC. 95-3018799

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered "Yes" on Form 990, Part IV, line 6.
(a) Donor advised funds (b) Funds and other accounts

Total number atendofyear . . .........
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year) . .
Aggregate value atend ofyear. . . ... ....
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised
funds are the organization's property, subject to the organization's exclusive legalcontrol? . . . ... ... .. |:| Yes |:| No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used

only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose

conferring impermissible private benefit? . . . . v v v a u i e e e e e e e e e e e e e e e e e e |:| Yes |:| No

Part Il Conservation Easements.
Complete if the organization answered "Yes" on Form 990, Part IV, line 7.

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

a b~ WN B

Preservation of land for public use (e.g., recreation or education) Preservation of a historically important land area
Protection of natural habitat Preservation of a certified historic structure
Preservation of open space

2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation

easement on the last day of the tax year. Held at the End of the Tax Year

a Total number of conservationeasements . . . . . . . . . .t i i ittt e e 2a

b Total acreage restricted by conservationeasements . . . . ... ... ... ... .. 2b

¢ Number of conservation easements on a certified historic structure includedin(a). . . . . 2c

d Number of conservation easements included in (c) acquired after 7/25/06, and not on a
historic structure listed in the National Register. . . . . . . . . v o v v v v v v i v v v v v 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the

tax year p

4 Number of states where property subject to conservation easement is located »
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easementsit holds? . . . . . . . . ¢ v i v i i v v v v v v v |:| Yes |:| No
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
| 2
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
>3

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and section 170M@BYI? . . . . . ..o ottt [Jves o
9 In Part XIIl, describe how the organization reports conservation easements in its revenue and expense statement, and
balance sheet, and include, if applicable, the text of the footnote to the organization's financial statements that describes the
organization's accounting for conservation easements.
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes" on Form 990, Part IV, line 8.

la |If the or?anlzatlon elected, as permitted under SFAS 116 %SC 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 XIll, the text of the footnote to its flnanC|aI 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, or other similar assets held for public exhibition, education, or research in furtherance of
public service, provide the following amounts relating to these items:

(i) Revenue included on Form 990, Part VIl line 1. . . v v v o v v v i i o et e e e e e e e e e >3
(ii) Assets included in FOrm 990, Part X. . v & v v v o i v it e e e e e e e e e e e e e e e e e >3

2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the
following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenueincluded on Form 990, Part VIILL lIne 1, . . . . . . . i v i v i i e et e e e e e e e e e > $

b Assets included in FOrm 990, Part X. « ¢ v v v v i v v v e v v b e e w e e e e e e e e e ke e e e e e e e e » ¢
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule D (Form 990) 2017 Page 2
*E1sdlll Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its
collection items (check all that apply):

a Public exhibition d B Loan or exchange programs
b Scholarly research e Other
c Preservation for future generations
4  Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part
Xiil.
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? , . . . . . EI Yes EI No

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

la Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not

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

Amount
c Beginningbalance . . ... ... ... ... . . e e 1lc
d Additions duringthe year , . . . . . .. ... ..ttt 1d
e Distributions duringtheyear, , ., . . . ... ... ... .. le
f Endingbalance . . . . ... ... ... . e e e e e 1f
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? |_| Yes No

b If "Yes," explain the arrangement in Part XIll. Check here if the explanation has been provided on Part XII|

UM Endowment Funds.
Complete if the organization answered “Yes” on Form 990, Part IV, line 10.

(a) Current year (b) Prior year (c) Two years back (d) Three years back | (e) Four years back
la Beginning of year balance . . . . 5, 293, 989. 4,763, 517. 5, 061, 299. 4,994, 766. 4, 457, 365.
Contributions . « « « v+ o o . .. 92, 635. 58, 749. 29, 940. 47, 153. 42, 690.
¢ Net investment earnings, gains,
and I0SSES . - . v o e e e 739, 072. 525, 868. 93, 294. 179, 553. 718, 381.
d Grants or scholarships . . . . ..
e Other expenditures for facilities
and programs .« « .« « . . ... .. 403, 000. 202, 000. 97, 500. 197, 200.
f Administrative expenses . . . . . 67, 141. 54, 145. 32, 428. 62, 673. 26, 470.
g End of year balance. . . . . . . . 5, 655, 555. 5, 293, 989. 4,950, 105. 5, 061, 299. 4,994, 766.

2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment p 84. 4500 o4

Permanent endowment p 15. 5500 o
Temporarily restricted endowment p %
The percentages on lines 2a, 2b, and 2c 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 . . . v v v v v v i e e e e e e e e e e e e e e e e e e e e e e e e e e e 3a(i) X
(i) related Organizations . . . . . v v v v i e e e e e e e e e e e e e e e e e e e e e e e e e e e 3a(ii)| X

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

4  Describe in Part Xlll the intended uses of the organization's endowment funds.
=FTsavll Land, Bwldm%s and Equipment.

Complete if the organ|zat|0n answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.
Description of property (a) Cost or other basis (b) Cost or other basis (c) Accumulated (d) Book value
(investment) (other) depreciation

la Land, ., ., .. ...............
b Buildings , , ., ..............

¢ Leasehold improvements, . . . . . .. .. 156, 545. 106, 502. 50, 043.

d Equipment _ .. .. ... ... ...... 71, 461. 19, 279. 52, 182.

e Other . . ... . . ... ... 144, 045. 60, 269. 83, 776.

Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10c), . . . . . . > 186, 001.

Schedule D (Form 990) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule D (Form 990) 2017

Page 3

CERAYIIl Investments - Other Securities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

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

(b) Book value

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

(1) Financial derivatives , ., . . . . . . v v v v v v v u .
(2) Closely-held equity interests
(3) Other

*

B

©

D)

®

F)

©)

(H)

Total. (Column (b) must equal Form 990, Part X, col. (B) line 12.) P>

WYl Investments - Program Related.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

(a) Description of investment

(b) Book value

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

1)

(2

(3)

(4)

()

(6)

(1)

(8)

9

Total. (Column (b) must equal Form 990, Part X, col. (B) line 13.) P>

Part IX Other Assets.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.

(a) Description

(b) Book value

(1) NTEREST | N NET ASSETS OF AFFI

5, 655, 555.

(2)DUE FROM AFFI LT ATE

-17, 128.

(3)

(4)

(5)

(6)

(1)

(8)

)

Total. (Column (b) must equal Form 990, Part X, col. (B) iN€ 15.). . . . . . v v v v v v v e e e e e e e e e u s > 5,638, 427.

Other Liabilities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X,

line 25.
1. (a) Description of liability (b) Book value
(1) Federal income taxes
(2) DEFERRED RENT & LEASE | NCENTI V 60, 584.
(3
4
©)
(6)
(7
(8)
9
Total. (Column (b) must equal Form 990, Part X, col. (B) line 25.) » 60, 584.

2. Liability for uncertain tax positions. In Part Xlll, 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 Xlll

JSA
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NATI ONAL TUBEROUS SCLEROSI S ASSCOCI ATI ON, 95-3018799
Schedule D (Form 990) 2017 Page 4
Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.
1  Total revenue, gains, and other support per audited financial statements . . . . . . . . ... ... ... 1 5, 186, 056.
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Net unrealized gains (losses) oninvestments . . . . .« . v v v o v v v v ... 2a 792.

b Donated services and use of facilites . . . . . . .. .. o 00000l 2b 22, 186.

¢ Recoveriesof prioryeargrantS. . . . & v v v i i e s s e e e e e s 2¢c

d Other (Describe inPart XIL) v v v v v v v v v e e e e e e e e e e e e e e 2d 823, 274

e Addlines2athrough2d . . . .« v o v i v i i it e e e e e e e 2e 846, 252.
3 Subtractline2e fromline 1l . . . v v v vt it it e e e e 3 4, 339, 804.
4 Amounts included on Form 990, Part VIII, line 12, but not on line 1:

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

b Other (Describe iNPart XIIL) « v v v v v v v e e e e e e e e e e e e e 4b 403, 000

C Addlines4aand4b . . . v v v i i e e e e e e e e e e e e e e e e e 4c 403, 000.
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Partl,line12.) . . . ... ... ..... 5 4,742, 804.

Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.
1 Total expenses and losses per audited financial statements . . . . . . . . o v oo i d e e e e . 1 5, 395, 480.
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities . . . . . . ... 000 o0 a0 2a 22, 186.

b Prioryearadjustments . . . . . . o i i i e e e e e e s 2b

C OtherloSSES. « v v v v v e v e e e e e e e e e e e e 2¢c

d Other (Describe inPart XIL) v v v v v v v v v e e e et e e e e e e e e e 2d 58, 708.

e Addlines2athrough2d . . . . . v o v i v i i it e e e e e e e 2e 80, 894.
3 Subtractline2e fromline 1l . . . v v v vt vt it e e e e 3 5, 314, 586.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:

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

b Other (Describe iNPart XllL) « v v v v v v v e e e e e e e e e e e e e 4b 6, 711

C Addlines4aand4b . . . v o v i i e e e e e e e e e e e e e e e e 4c 6, 711.
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Partl,line 18.) . . ... .. ... ... 5 5,321, 297.

REWPMIIN Supplemental Information.
Provide the descriptions required for Part Il, lines 3, 5, and 9; Part Ill, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line

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

SEE PACE 5

JSA
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Schedule D (Form 990) 2017 NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Page 5

CETS@MIIl Supplemental Information (continued)

PART V, LINE 4:

THE ALLI ANCE' S ENDOWWENTS CONSI ST OF TWO FUNDS ESTABLI SHED FOR DI FFERENT
PURPOSES. THE ALLI ANCE'S ENDOWWENT | NCLUDE ONE TRADI TI ONAL

DONOR- RESTRI CTED ENDOWVENT FUNDS AND ONE BOARD- DESI GNATED ENDOAVENT  FUND.
THE BQARD- DESI GNATED ENDOWVENT FUND SOLELY CONSI STS OF THE ENDOAVENT

FUND' S UNRESTRI CTED NET ASSET BALANCE.

PART X, LINE 2:

ACCOUNTI NG PRI NCI PLES GENERALLY ACCEPTED I N THE UNI TED STATES OF AMERI CA
REQUI RE MANAGEMENT TO EVALUATE | NCOVE TAX PGOSI TI ONS TAKEN AND ACCRUE AN
I NCOVE TAX LI ABILITY | F THE ORGANI ZATI ON HAS TAKEN AN UNCERTAI N PGOSI TI ON
THAT MORE LI KELY THAN NOT WOULD NOT BE SUSTAI NED UPON EXAM NATI ON BY THE
I NTERNAL REVENUE SERVI CE. MANAGEMENT HAS EVALUATED THE | NCOVE TAX

POSI TI ONS TAKEN AND CONCLUDED THAT AS OF DECEMBER 31, 2017 THERE ARE NO
UNCERTAI N POSI TI ONS TAKEN OR EXPECTED TO BE TAKEN THAT WOULD REQUI RE
ACCRUAL COF A LIABILITY IN THE CONSOLI DATED FI NANCI AL STATEMENTS. THE
ALLI ANCE |'S SUBJECT TO ROUTI NE AUDI TS BY TAXI NG JURI SDI CTI ONS; HOWEVER,
THERE ARE CURRENTLY NO AUDI TS | N PROGRESS FOR ANY TAX PERI CDS. AS OF
DECEMBER 31, 2017 THE STATUTE OF LI M TATI ONS FOR TAX YEARS 2014 THROUGH
2016 REMAINS OPEN WTH THE U. S. FEDERAL JURI SDI CTI ON OR THE VARI OQUS

STATES AND LOCAL JURI SDI CTIONS | N WHI CH THE ALLI ANCE FI LES TAX RETURNS.

PART XI, LINE 2D - OTHER ADJUSTMENTS:

$823, 274 REVENUES FROM RELATED ORGANI ZATI ON

Schedule D (Form 990) 2017

JSA
7E1226 1.000
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Schedule D (Form 990) 2017 NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799 Page 5
CETS@MIIl Supplemental Information (continued)

PART XI, LINE 4B - OTHER ADJUSTMENTS:
$403, 000 RELATED ORGAN ZATI ON GRANT ELI M NATED FOR CONSCLI DATED FI NANCI AL

STATEMENT.

PART XI'l, LINE 2D - OTHER ADJUSTMENTS:
$ 461, 708 EXPENSES FROM RELATED ORGANI ZATI ON

$(403, 000) GRANT FROM RELATED ORGANI ZATI ON ELI M NATED FOR FS PURPOSES

PART XI'1, LINE 4B - OTHER ADJUSTMENTS:

$6, 711 RETURNED GRANT FROM PRI OR YEAR

Schedule D (Form 990) 2017
JSA
7E1226 1.000
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OMB No. 1545-0047

2017

Open to Public
Inspection

Employer identification number

95- 3018799

SCHEDULE F
(Form 990)

Statement of Activities Outside the United States

» Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.
» Attach to Form 990.
P Go to www.irs.gov/Form990 for instructions and the latest information.

Department of the Treasury
Internal Revenue Service

Name of the organizaton NATI ONAL TUBEROUS SCLEROCSI S ASSCOCI ATI ON,

I NC.
General Information on Activities Outside the United States. Complete if the organization answered "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 Part V the organization's procedures for monitoring the use of its grants and other
assistance outside the United States.

3 Activities per Region. (The following Part I, line 3 table can be duplicated if additional space is needed.)

(a) Region

(b) Number of
offices in the
region

(c) Number of
employees,
agents, and
independent

(d) Activities conducted in the
region (by type) (such as,
fundraising, program services,
investments, grants to recipients

(e) If activity listed in (d) is
a program service,
describe specific type of
service(s) in the region

(f) Total
expenditures for
and investments

in the region

contractors
in the region

located in the region)

(1) EUROPE GRANTMAKI NG 74, 309.

(2) EURCPE PROGRAM SERVI CES PRECLI NI CAL TESTI NG 34, 155.

(3)

(4)

()

(6)

(1)

(8)

9

(10)

(11)

(12)

(13)

(14)

(15)

(16)

a7

3a Sub-total, ., . .. .. ... 108, 464.

b Total from continuation
sheets to Part |

c Totals (add lines 3a and 3b)

For Paperwork Reduction Act Notice, see the Instructions for Form 990.
JSA
7E1274 1.000

9821LJ T36Y 4/4/2018
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON,
Schedule F (Form 990) 2017

95- 3018799

Page 2

Part IV, line 15, for any recipient who received more than $5,000. Part Il can be duplicated if additional space is needed.

Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" on Form 990,

(a) Name of
organization

(b) IRS code
section and EIN
(if applicable)

(c) Region

(d) Purpose of
grant

(e) Amount of
cash grant

(f) Manner of
cash
disbursement

(9) Amount of
noncash
assistance

(h) Description
of noncash
assistance

(i) Method of
valuation
(book, FMV,
appraisal, other)

(€]

EURCPE/ | CELAND/ GREENLAND

RESEARCH
GRANT

74, 309.

W RE

CASH

(2)

(3)

(4)

(5)

(6)

()

(8)

(9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

2

3

Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt

by the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter

Enter total number of other organizations or entities

JSA

7E1275 1.000

9821LJ T36Y 4/4/2018

11:54: 48 AM V 17-4.1F
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON,

Schedule F (Form 990) 2017

95-3018799
Page 3

Part Il Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes" on Form 990, Part IV, line 16.

Part 11l can be duplicated if additional space is needed.

(a) Type of grant or assistance

(b) Region

(c) Number of
recipients

(d) Amount of
cash grant

(e) Manner of
cash
disbursement

(f) Amount of
noncash
assistance

(9) Description
of noncash
assistance

(h) Method of
valuation
(book, FMV,
appraisal, other)

1)

(2

(3)

4

(5)

(6)

@)

(8)

9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

a7

(18)

JSA
7E1276 1.000

9821LJ T36Y 4/4/2018

11:54: 48 AM V 17-4. 1F

9064812

Schedule F (Form 990) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON,

Schedule F (Form 990) 2017

Part IV Foreign Forms

95- 3018799

Page 4

Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If "Yes,"
the organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for Form 926)

Did the organization have an interest in a foreign trust during the tax year? If "Yes," the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign 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; don't file with Form 990)

Did the organization have an ownership interest in a foreign corporation during the tax year? If "Yes,"
the organization may be required to file Form 5471, Information Return of U.S. Persons With Respect To
Certain Foreign Corporations (see Instructions for Form 5471)

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 (see Instructions for Form 8621)

Did the organization have an ownership interest in a foreign partnership during the tax year? If "Yes,"
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for Form 8865)

Did the organization have any operations in or related to any boycotting countries during the tax year? If
"Yes," the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713; don't file with Form 990)

[]

[]

[]

[]

Yes

Yes

Yes

Yes

Yes

Yes

No

No

No

No

No

No

JSA
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON, 95- 3018799
Schedule F (Form 990) 2017

Supplemental Information
Provide the information required by Part I, line 2 (monitoring of funds); Part I, line 3, column (f) (accounting method;
amounts of investments vs. expenditures per region); Part Il, line 1 (accounting method); Part lll (accounting method); and

Part 1ll, column (c) (estimated number of recipients), as applicable. Also complete this part to provide any additional
information (see instructions).

Page 5

PART |, LINE 2:

GRANTEE ORGANI ZATI ONS ARE EXPECTED TO FI LE ANNUAL PROGRESS REPCRTS TO
OUTLI NED GRANT GOALS AND M LESTONES. THESE REPORTS ARE REVI EVED BY A
COW TTEE OF PEERS. THI S COW TTEE MAKES DETERM NATI ONS BASED ON QUALI TY
OF WORK TO GOALS AND | F THE GRANTEE W LL CONTI NUE TO RECEI VE FUNDI NG A

FI NAL V\RI TTEN AND FI NANCI AL REPORT |'S REQUI RED OF ALL GRANTEES.

JSA Schedule F (Form 990) 2017
7E1502 1.000
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Supplemental Information Regarding Fundraising or Gaming Activities | OMB No. 1545-0047

SCHEDULE G

" Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the
(Form 990 or 990 EZ) organization entered more than $15,000 on Form 990-EZ, line 6a.

P> Attach to Form 990 or Form 990-EZ. ;

Department of the Treasury > . . . Open tq Public
Internal Revenue Service Go to www.irs.gov/Form990 for the latest instructions. Inspection
Name of the organization NATI ONAL TUBEROUS SCLEROSI S ASSCCI ATI ON, Employer identification number
I NC. 95-3018799

Fundraising Activities. Complete if the organization answered "Yes" on Form 990, Part IV, line 17.
Form 990-EZ filers are not required to complete this part.
1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.

a Mail solicitations e Solicitation of non-government grants
b Internet and email solicitations f Solicitation of government grants
c Phone solicitations g Special fundraising events
d In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees,

or key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? |:| Yes |:| No
b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.

(v) Amount paid to
(iv) Gross receipts (or retained by)

from activity fundraiser listed in
col. (i)

(vi) Amount paid to
(or retained by)
organization

(iii) Did fundraiser have
(i) Activity custody or control of
contributions?

(i) Name and address of individual
or entity (fundraiser)

Yes No

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.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2017
JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON,

Schedule G (Form 990 or 990-EZ) 2017

95- 3018799

Page 2

Fundraising Events. Complete if the organization answered "Yes" on Form 990, Part IV, line 18, or reported more

than $15,000 of fundraising event contributions and gross income on Form 990-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
WALKS COVEDY FOR CUR 10. | (add col. (a) through
(event type) (event type) (total number) col. (C))
S
é 1 Grossreceipts . . .. ... ..... 926, 266. 200, 433. 335, 683. 1, 462, 382.
O]
[vd
2 Less: Contributions | . . . . ... 866, 266. 175, 972. 302, 031. 1, 344, 269.
3 Gross income (line 1 minus
line2). ................ 60, 000. 24, 461. 33, 652. 118, 113.
4 Cashprizes, ., .. .........
5 Noncashprizes, . . .. ....... 48, 476. 74. 3,942, 52,492.
§ 6 Rent/facility costs |, , , . ... ... 18, 712. 11, 236. 16, 729. 46, 677.
c
]
(o8
& | 7 Food and beverages _ . . . .. ... 4, 503. 26, 413. 24, 356. 55, 272.
3]
£1s Entertainment . ... ... ... 4, 362. 1, 500. 306. 6, 168.
9 Other direct expenses | , . . . ...
10 Direct expense summary. Add lines 4 through 9incolumn(d) . . . . . . . . . . . . ... . ..... > 160, 609.
11 Net income summary. Subtract line 10 from line 3, column (d) . . . . . . o v o o v o e i e > -42, 496.
Part Il Gaming. Complete if the organization answered "Yes" on Form 990, Part IV, line 19, or reported more
than $15,000 on Form 990-EZ, line 6a.
; b) Pull tabsii ; d) Total gaming (add
S (a) Bingo birggznll:;#og;tﬁasssil\r/]:t;rr]]tgo (¢) Other gaming | () (@ through o ©)
2
O]
1 1 Grossrevenue . . . .........
¢ | 2 Cashprizes = . .. ....
2
§ 3 Noncashprizes ...........
(i
§ 4 Rent/facility costs .
=
5 Other directexpenses , . . ... ..
|| Yes % | |Yes % || |Yes %
6 Volunteer labor, = = .. .. No No No
7 Direct expense summary. Add lines 2 through Sincolumn(d) = . . . . ... ........... >
8 Net gaming income summary. Subtract line 7 from line 1, column(d) , . ... ............ »

9 Enter the state(s) in which the organization conducts gaming activities:

b If "No," explain:

Is the organization licensed to conduct gaming activities in each of these states?

|_|Yes |_, No

10a

b If "Yes," explain:

Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year?

|_|Yes |_, No

JSA

7E1282 1.000
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Schedu

NATI ONAL TUBEROUS SCLERGCSI S ASSCCI ATI ON, 95-3018799
le G (Form 990 or 990-EZ) 2017 Page 3

11
12

13
a

b
14

15a

16

17
a

b

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

An outside facility 13b %

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

If "Yes," enter the amount of gaming revenue received by the organizaton®» $ and the
amount of gaming revenue retained by the thirdparty » ¢
If "Yes," enter name and address of the third party:

Description of services provided »

|:| Director/officer |:| Employee |:| Independent contractor

Mandatory distributions:

Is the organization required under state law to make charitable distributions from the gaming proceeds to

retain the state gaming liCeNSE?, . . . . . . . . o o i i e e e [ Jves [ Ino
Enter the amount of distributions required under state law to be distributed to other exempt organizations

or spent in the organization's own exempt activities during the tax year p $

Supplemental Information. Provide the explanation required by Part I, line 2b, columns (iii) and (v), and

Part lll, lines 9, 9b, 10b, 15b, 15c, 16, and 17b, as applicable. Also provide any additional information
(see instructions).

JSA
7E1503 1.000

Schedule G (Form 990 or 990-EZ) 2017
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SCHEDULE | Grants and Other Assistance to Organizations, | oms No. 1545-0047

(Form 990) Governments, and Individuals in the United States 2017
Complete if the organization answered "Yes" on Form 990, Part 1V, line 21 or 22.
Department of the Treasury > Attach to Form 990. Open to P.Ub”C
Internal Revenue Service » Go to www.irs.gov/Form990 for the latest information. Inspection
Name of the organization NATI ONAL TUBERQUS SCLEROSI S ASSCCI ATI ON, Employer identification number
I NC. 95-3018799
T4l General Information on Grants and Assistance
1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and
the selection criteria used to award the grants Or @ssiStanCe? . . . . .t v v v i b i b v e e e e e e e e e e e e e e e e e e e Yes |:| No

2 Describe in Part IV the organization's procedures for monitoring the use of grant funds in the United States.

Il Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered "Yes" on 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) Amount of cash | (e) Amount of non- ((f) Method of valuation (9) Description of (h) Purpose of grant
or government (if applicable) grant cash assistance book, Fch)llt\éé%pprmsal, noncash assistance or assistance
(l) BRI GHAM & WOMEN S HOSPI TAL
75 ST. FRANCI S STREET BOSTON, MA 02115 04-2312909 (501(C)(3) 75, 000. RESEARCH GRANTS
(2) UNI VERSI TY OF TEXAS SOUTHWESTERN MEDI CAL CE
5323 HARRY HI NES BLVD. DALLAS, TX 75287 75- 6002868 [501(C)(3) 75, 000. RESEARCH GRANT
(3) BOSTON CHI LDREN S HOSPI TAL
PO BOX 414413 BOSTON, MA 02241 04-2774441 [501(C)(3) 131, 145. RESEARCH GRANTS
(4) PRESI DENT & FELLOWS OF HARVARD COLLEGE
PO BOX 415649 BOSTON, MA 02241 04-2103580 [501(C)(3) 100, 000. RESEARCH GRANT
(5) THE REGENTS OF THE UNI VERSITY OF CALI FORNI A
2150 SHATTUCK AV #300 BERKELEY, CA 94704 94- 6002123 [501(C)(3) 75, 000. RESEARCH GRANT
(6)
(7
(8)
(9)
(10)
(11)
(12)
2 Enter total number of section 501(c)(3) and government organizations listed inthe line Ltable ., . . . . . . . . . . . v i i i v i i v i v i e e e e » 5.
3 Enter total number of other organizations listed inthe line 1table. . . . . . . . . o 0 i 0 i i i e i e e e e e e e ke e e e e e e e e e e e >
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule | (Form 990) (2017)
JSA

7E1288 1.000
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON,
Schedule | (Form 990) (2017)

95-3018799
Page 2

Eladlll Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes" on Form 990, Part IV, line 22.

Part lll can be duplicated if additional space is needed.

(a) Type of grant or assistance (b) Number of
recipients

(c) Amount of
cash grant

(d) Amount of
non-cash assistance

(e) Method of valuation (book,
FMV, appraisal, other)

(f) Description of non-cash assistance

7

e\ Supplemental Information. Provide the information required in Part |, line 2, Part lll, column (b); and any other additional

information.

PART |, LINE 2:

THE TS ALLI ANCE HAS FUNDED MORE THAN $20.3 M LLION I N RESEARCH ON TSC

SINCE 1984. DI RECTED BY STEVEN L. ROBERDS, PH. D, CH EF SCI ENTI FI C

OFFI CER, THE TS ALLI ANCE RESEARCH GRANTS PROGRAM FUNDS RESEARCH FOCUSED

ON TSC WTH PRI ORI TI ES SET BY THE RESEARCHERS TOGETHER W TH THE TS

ALLI ANCE. COLLABORATI ONS BETWEEN BASI C AND CLI NI CAL RESEARCHERS ARE

ENCOURAGED AND FOSTERED, AND THE TS ALLI ANCE |'S WORKI NG TO | NCREASE

FUNDI NG FOR RESEARCH ON TSC. THROUGH THE TS ALLI ANCE RESEARCH GRANTS

PROGRAM  APPLI CATI ONS CAN BE SUBM TTED FOR:

- POSTDOCTCRAL FELLOWSH PS

JSA
7E1504 1.000
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON,
Schedule | (Form 990) (2017)

95-3018799
Page 2

Eladlll Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes" on Form 990, Part IV, line 22.

Part lll can be duplicated if additional space is needed.

(a) Type of grant or assistance (b) Number of
recipients

(c) Amount of
cash grant

(d) Amount of
non-cash assistance

(e) Method of valuation (book,
FMV, appraisal, other)

(f) Description of non-cash assistance

7

e\ Supplemental Information. Provide the information required in Part |, line 2, Part lll, column (b); and any other additional

information.

- TSC RESEARCH GRANTS

GRANTS ARE REVI EMED | N A THREE- STEP PROCESS:

- A GRANT REVI EW COW TTEE COMPOSED OF | NDI VI DUALS KNOW.EDGEABLE ABOUT

THE CLI Nl CAL AND BASI C COVPONENTS OF TSC, REVI EW ALL GRANT APPLI CATI ONS

FOR SCI ENTI FI C MERI T, RELEVANCY TO THE FUNDI NG PRI ORI TI ES OF THE

ORGANI ZATI ON AND W TH A FOCUS ON UNDERSTANDI NG THE MECHANI SM5 OF TSC

AND/ OR THE DEVELOPMENT OF TREATMENTS AND THERAPI ES FOR THE MANI FESTATI ONS

OF THE DI SEASE.

JSA
7E1504 1.000
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON,
Schedule | (Form 990) (2017)

Eladlll Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes" on Form 990, Part IV, line 22.
Part lll can be duplicated if additional space is needed.

95-3018799
Page 2

(a) Type of grant or assistance

(b) Number of
recipients

(c) Amount of
cash grant

(d) Amount of
non-cash assistance

(e) Method of valuation (book,
FMV, appraisal, other)

(f) Description of non-cash assistance

7

e\ Supplemental Information. Provide the information required in Part |, line 2, Part lll, column (b); and any other additional

information.

- THE SCI ENCE AND MEDI CAL COMWM TTEE OF THE BOARD OF DI RECTORS THEN

REVI EW6 THE GRANT REVI EW COW TTEE' S CONCLUSI ONS AND MAKES FUNDI NG

RECOMVENDATI ONS TO THE BOARD COF DI RECTORS.

- THE BOARD OF DI RECTORS THEN REVI EM6 THE RECOMMENDATI ONS OF THE SCl ENCE

AND MEDI CAL COWM TTEE AND MAKES FI NAL APPROVAL FOR THE FUNDI NG OF GRANT

APPLI CATI ONS.

JSA
7E1504 1.000
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SCHEDULE J Compensation |nf0rmati0n OMB No. 1545-0047

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees 2@ 1 7
» Complete if the organization answered "Yes" on Form 990, Part IV, line 23. .
Department of the Treasury P Attach to Form 990.
Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization NATI ONAL TUBERQUS SCLEROSI S ASSCCI ATI ON, Employer identification number
I NC. 95-3018799
Questions Regarding Compensation
Yes | No
la Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form
990, Part VII, Section A, line 1a. Complete Part lll to provide any relevant information regarding these items.
First-class or charter travel 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 (such as, maid, chauffeur, chef)
b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment
or reimbursement or provision of all of the expenses described above? If "No,” complete Part Ill to
EXPIAIN L L e e e e e e e e e e e e e e e e e e e e e s 1b
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 on line
I 2
3 Indicate which, if any, of the following the filing organization used to establish the compensation of the
organization's CEO/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 Ill.
Compensation committee - Written employment contract
- Independent compensation consultant Compensation survey or study
Form 990 of other organizations Approval by the board or compensation committee
4 During the year, did any person listed on Form 990, Part VII, Section A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment?. . . . . . . . . . . . . i it it 4a X
b Participate in, or receive payment from, a supplemental nonqualified retrementplan?. . . . ... .. ... ... 4b X
Participate in, or receive payment from, an equity-based compensation arrangement?. . . . . . . . .. ... .. 4c X
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part lIl.
Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the revenues of:
a The organization? . . . . v @ v v i it e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 5a X
b Anyrelated organization? . . . . . . . i i i e e e e e e e e e e e e e e e e e e e e e e e e e e 5b X
If “Yes" on line 5a or 5b, describe in Part lll.
6 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the net earnings of:
a The organization? . . . . v i v v i it e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 6a X
b Anyrelated organization? . . . . . . . i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e 6b X
If “Yes" on line 6a or 6b, describe in Part lll.
7 For persons listed on Form 990, Part VI, Section A, line la, did the organization provide any nonfixed
payments not described on lines 5 and 67 If "Yes," describeinPartlll. . . . .. ... ... ... ... ..., 7 X
8 Were any amounts reported on 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
N PATT I L o o e e e e e e e e e e e e e e e e e e e e e e 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.4958-6(C)? . . . .« v v i v v i e e e e e e e e e e e e e e e e e e e e e e e e 9

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

JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON,

Schedule J (Form 990) 2017
Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported on Schedule J, report compensation from the organization on row (i) and from related organizations, described in the
instructions, on row (ii). Do not list any individuals that aren't listed on Form 990, Part VII.
Note: The sum of columns (B)(i)-(iii) for each listed individual must equal the total amount of Form 990, Part VII, Section A, line 1a, applicable column (D) and (E) amounts for that

95- 3018799

Page 2

individual.
(B) Breakdown of W-2 and/or 1099-MISC compensation (C) Retirement and (D) Nontaxable (E) Total of columns (F) Compensation
(A) Name and Title (i) Base (i) Bonus & incentive (ili) Other other deferred benefits B)()-(D) in column (B) reported
compensation compensation reportablg compensation as d?:fg:;?%gg prior
compensation
KARI L ROSEBECK [0} 169, 094. 23, 012. 138. 5, 945. 25, 248. 223, 437. 0.
,PRESI DENT & CEO (i) 0. 0. 0. 0. 0. 0. 0.
RI CHARD A GOLLUB (i) 129, 671. 17, 457. 396. 4, 647. 31, 617. 183, 788. 0.
SCONTROLLER & CFO (i) 0. 0. 0. 0. 0. 0. 0.
STEVEN L ROBERDS (i) 177, 431. 23, 517. 138. 6, 234. 27, 498. 234, 818. 0.
3CI-II EF SCI ENTI FI C OFFI CER (i) 0. 0. 0. 0. 0. 0. 0.
0]
4 (ii)
0]
5 (ii)
0]
6 (ii)
0]
7 (ii)
0]
8 (ii)
0]
9 (i)
0]
10 (i)
0]
11 (i)
0]
12 (i)
0]
13 (i)
0]
14 (i)
0]
15 (i)
0]
16 (ii)
Schedule J (Form 990) 2017
JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule J (Form 990) 2017

=E13lI[l Supplemental Information

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

Page 3

PART |, LINE 5A:

KARI LUTHER ROSBECK, RICHARD GOLLUB, STEVE ROBERDS, JAYE | SHAM AND LI SA
MOSS ALL HAVE | NCENTI VE COVPENSATI ON EQUAL TO A PERCENTAGE OF THEIR
SALARI ES BASED ON KEY PERFORVANCE OBJECTI VES AS ESTABLI SHED BY THE

COVPENSATI ON COW TTEE.

PART |, LINE 6A:

KARI LUTHER ROSBECK, RICHARD GOLLUB, STEVE ROBERDS, JAYE | SHAM AND LI SA
MOSS ALL HAVE | NCENTI VE COVPENSATI ON EQUAL TO A PERCENTAGE OF THEIR
SALARI ES BASED ON KEY PERFORVANCE OBJECTI VES AS ESTABLI SHED BY THE

COVPENSATI ON COW TTEE.

PART | & PART I11:
KARI LUTHER ROSBECK AND RI CHARD GOLLUB ARE EMPLOYEES OF TUBEROUS
SCLERCSI S ALLI ANCE AND ARE COMPENSATED THROUGH TS ALLI ANCE. THESE

I NDI VI DUALS SERVE THE ENDOWVENT W THOUT COMPENSATI ON.

Schedule J (Form 990) 2017
JSA
7E1505 1.000

9821LJ T36Y 4/4/2018 11:54: 48 AM V 17-4.1F 9064812 PACE 51



SCHEDULE M
(Form 990)

Department of the Treasury
Internal Revenue Service

Noncash Contributions

P Complete if the organizations answered "Yes" on Form 990, Part IV, lines 29 or 30.
» Attach to Form 990.
» Go to www.irs.gov/Form990 for the latest information.

| OMB No. 1545-0047

2017

Open to Public
Inspection

Name of the organization

I NC.

NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON,

Employer identification number

95- 3018799

Types of Property

@ . ®) — Noncash (c(::c))ntribution @ e
Check if Number of contributions or Method of determining
applicable items contributed Fofnq]gggtspﬁggrltlfd"gg 1 noncash contribution amounts
) , 9
1 Art-Worksofart. . ........
2 Art - Historical treasures . . . . . .
3 Art - Fractional interests . . . . ..
4 Books and publications ., . .. ..
5 Clothing and household
goods. . . ... e
6 Cars and other vehicles . . . . ..
7 Boatsandplanes. . ........
8 Intellectual property . . . ... ..
9 Securities - Publicly traded. . . . . X 11. 115, 040. |FW
10 Securities - Closely held stock . . .
11 Securities - Partnership, LLC,
ortrustinterests . . . ... ....
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 P ( ATCH 1 ) 2. 747.
26  Other p( )
27 Other p( )
28 Other p( )
29 Number of Forms 8283 received by the organization during the tax year for contributions for
which the organization completed Form 8283, Part IV, Donee Acknowledgement . . . . . . .. .. 29
Yes | No
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through
28, that it must hold for at least three years from the date of the initial contribution, and which isn't required
to be used for exempt purposes for the entire holding period?. . . . . . . . . . . . . . i it 30a X
b If "Yes," describe the arrangement in Part Il.
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard
(o0} 0114101V 31 X
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
(o0} 0114101V 32a X
b If "Yes," describe in Part Il.
33 If the organization didn't report an amount in column (c) for a type of property for which column (a) is checked,
describe in Part 11

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

JSA
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799
Schedule M (Form 990) (2017) Page 2
Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether

the organization is reporting in Part I, column (b), the number of contributions, the number of items received,
or a combination of both. Also complete this part for any additional information.

ATTACHVENT 1
SCHEDULE M PART | - OTHER NONCASH CONTRI BUTI ONS
(B) NUMBER OF (O REVENUES (D) METHOD OF
DESCRI PTI ON (A) CHECK CONTRI BUTI ONS REPORTED DETERM NI NG
M SCELLANEQUS | TEMS X 2. 747. DONOR S VALUE
TOTALS 2. 747.
ISA Schedule M (Form 990) (2017)
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ OMB No. 1545-0047

(Form 990 or 990-E2) Complete to provide information for responses to specific questions on 2@ 1 7
Form 990 or 990-EZ or to provide any additional information.

P Attach to Form 990 or 990-EZ. Open to Public
Department of the Treasury . - ) . . .
Internal Revenue Service P Information about Schedule O (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. Inspection

Name of the organization NATI ONAL TUBERQUS SCLEROSI S ASSCCI ATI ON, Employer identification number
I NC. 95- 3018799
FORM 990, PART |11, LINE 4A, RESEARCH PROGRAM

RESEARCH PROGRAM STI MULATES AND SUPPORTS BASI C, TRANSLATI ONAL, AND

CLI Nl CAL RESEARCH ON THE VARI OQUS MANI FESTATI ONS OF TUBEROUS SCLEROCSI S
COWLEX (TSC) TO FURTHER THE DEVELOPMENT OF CLI NI CAL THERAPI ES AND,

ULTI MATELY, A CURE FOR TSC. DI RECTED BY STEVEN L. ROBERDS, PHD, CHI EF
SCI ENTI FI C OFFI CER, THE TS ALLI ANCE RESEARCH PROGRAM FUNDS RESEARCH
FOCUSED ON TSC PROPOSED BY RESEARCHERS AND ALI GNED W TH THE RESEARCH

PRI ORI TIES OF THE TS ALLI ANCE. COLLABORATI ONS BETWEEN BASI C AND CLI NI CAL
RESEARCHERS ARE ENCOURAGED AND FOSTERED, FOR EXAMPLE, BY BI ENNI AL

| NTERNATI ONAL TSC RESEARCH CONFERENCES.

THE TS ALLI ANCE HAS FUNDED MORE THAN $20.3 M LLION I N RESEARCH GRANTS ON
TSC SINCE 1984. THROUGH THE TS ALLI ANCE RESEARCH GRANTS PROGRAM

APPLI CATI ONS CAN BE SUBM TTED FOR PCSTDOCTORAL FELLOWSHI PS AND RESEARCH
GRANTS. GRANTS ARE REVI EVED | N A THREE- STEP PROCESS: (1) ALL GRANT

APPLI CATI ONS ARE REVI EWED BY A COWM TTEE COVPRI SED OF SCI ENTI STS
KNONLEDGEABLE ABOUT THE TOPI C AREA FOR SCI ENTIFIC MERIT AND OF ADULTS
AFFECTED BY TSC FOR POTENTI AL | MPACT ON THE LI VES OF THOSE AFFECTED BY
TSC, (2) THE SCI ENCE AND MEDI CAL COW TTEE OF THE BOARD OF DI RECTORS
EVALUATES THE GRANT REVI EW COWM TTEE' S RECOMVENDATI ONS AND THE RELEVANCE
OF THE APPL|I CATI ONS TO THE TS ALLI ANCE' S FUNDI NG PRI ORI TIES; AND (3) THE
BOARD OF DI RECTORS THEN REVI EM6 THE RECOMVENDATI ONS OF THE SCI ENCE AND

MEDI CAL COVM TTEE AND MAKES FI NAL APPROVAL FOR FUNDI NG

For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2017)

JSA
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Schedule O (Form 990 or 990-EZ) 2017 Page 2
Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number
I NC. 95-3018799

A TOTAL OF 8 RESEARCH AWARDS WERE FUNDED DURI NG 2017. I N 2016, DR PETER
DAVI S (BOSTON CHI LDREN S HOSPI TAL) WAS AWARDED ONE YEAR OF FUNDI NG TO
STUDY BRAI' N NETWORK Bl OVARKERS COF EPI LEPSY IN TSC TO | DENTI FY THOSE AT

H GHEST RI SK OF DEVELOPI NG SEI ZURES. | N 2017, HE APPLI ED FOR AND WAS
GRANTED AN ADDI TI ONAL YEAR OF FUNDI NG TO EXTEND H S WORK TO CORRELATE EEG
NETWORK Bl OVARKERS W TH EPI LEPSY SEVERI TY AND TREATMENT RESPONSE. THE
BOARD OF DI RECTORS APPROVED FUNDI NG TO BEG N I N 2018 FOR THREE ADDI Tl ONAL
PRQJECTS. ALSO I N 2017, WE CONTI NUED TO SUPPORT S| X RESEARCH GRANTS

AWARDED | N PREVI QUS YEARS.

| MPLEMENTED | N 2006, THE TSC NATURAL HI STORY DATABASE CAPTURES CLI NI CAL
DATA TO DOCUMENT THE | MPACT OF THE DI SEASE ON A PERSON S HEALTH OVER
THEIR LI FETI ME. AS OF DECEMBER 2017, 2,124 PEOPLE W TH TSC WERE ENRCLLED
IN THE PRQJECT FROM AMONG 18 U. S. -BASED SI TES. THE TS ALLI ANCE PROVI DES
FUNDI NG TO PARTI CI PATI NG CLI NI CS TO PERFORM DATA ENTRY, MONI TORS THE

I NTEGRI TY OF THE DATABASE, AND MAKES DATA AVAI LABLE TO | NVESTI GATORS TO
ANSWER SPECI FI C RESEARCH QUESTI ONS AND | DENTI FY POTENTI AL PARTI ClI PANTS
FOR CLINICAL TRI ALS AND STUDI ES. IN 2017, THE TS ALLI ANCE | NVESTED
$222,524 | N THE TSC NATURAL HI STORY DATABASE AND | MPLEMENTED SUB- PRQJECTS
ON TAND AND EPI LEPSY WHI LE CONTI NUI NG SUB- PRQJECTS ON RENAL

ANG OWOLI POVAS AND SUBEPYNDYMAL G ANT CELL ASTROCYTOVAS TO ADDRESS

DETAI LED QUESTI ONS ABOUT THESE LI FE- THREATENI NG MANI FESTATI ONS CF TSC. A
CONTRACT W TH NOVARTI S EXECUTED I N NOVEMBER 2012 PROVI DED TS ALLI ANCE

W TH FUNDI NG TO ENHANCE AND GROW THE DEPTH OF DATA I N THE TSC NATURAL

HI STORY DATABASE THROUGH 2018.

ISA Schedule O (Form 990 or 990-EZ) 2017
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Schedule O (Form 990 or 990-EZ) 2017 Page 2
Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number

I NC. 95- 3018799

THE TSC BI OSAMPLE REPCSI TORY IS A TS ALLI ANCE- DI RECTED PRQIECT | NI TI ATED
IN 2014 THAT WLL | MPACT RESEARCH OVER THE NEXT TEN YEARS OR MORE.

H GH QUALI TY BI OSAMPLES SUCH AS BLOCD, DNA, AND Tl SSUES LI NKED TO

DETAI LED CLI NI CAL DATA ARE REQUI RED FOR RESEARCHERS TO UNDERSTAND WHY TSC
I'S SO DI FFERENT FROM PERSON TO PERSON. THE TS ALLI ANCE' S SCI ENCE AND

MEDI CAL COMM TTEE | DENTI FI ED THI S AS A GAP THAT CAN ONLY BE FI LLED
EFFECTI VELY W TH LEADERSHI P OF THE TS ALLI ANCE, GUI DED BY A STEERI NG
COW TTEE OF CLI NI CI ANS AND RESEARCHERS. THE TSC Bl OSAMPLE REPOSI TORY
ENDED 2017 W TH 397 Bl OSAMPLES: 251 BLOOD, BUCCAL CELL, OR Tl SSUE SAMPLES
FROM | NDI VI DUALS W TH TSC ENROLLED | N THE TSC NATURAL HI STORY DATABASE,
AND AN ADDI TI ONAL 146 SAMPLES FROM THE RARE DI SEASE CLI NI CAL RESEARCH
NETWORK' S DEVELOPMENTAL SYNAPTOPATHI ES CONSORTI UM AND THE PREVENTI NG

EPI LEPSY USI NG VI GABATRI N I N | NFANTS W TH TUBEROUS SCLERCSI S COVPLEX
(PREVENT) CLIN CAL TRI AL. SAMPLES I N THE REPGCSI TORY ARE LI NKED TO

DETAI LED CLI NI CAL DATA I N OUR EXI STI NG TSC NATURAL HI STORY DATABASE AND
ARE AVAI LABLE TO QUALI FI ED RESEARCHERS WORLDW DE. SAMPLES ARE HOUSED AT
AND DI STRI BUTED FROM THE VAN ANDEL | NSTI TUTE I N GRAND RAPI DS, M CHI GAN,

UNDER CONTROL OF THE TS ALLI ANCE.

THE TS ALLI ANCE LAUNCHED THE TSC PRECLI NI CAL CONSORT!I UM I'N 2015, WHI CH
ENABLES PRI ORI TI ZATI ON OF CANDI DATE TREATMENTS BASED ON COMPARI NG
HEAD- TO- HEAD DATA USI NG CONSI STENT ANI VAL MODELS AND RI GOROUS TESTI NG
PROCEDURES. THE TS ALLIANCE IS | DEALLY POSI TI ONED TO DRI VE THI S

COLLABCRATI ON - W TH | NPUT FROM ACADEM C, REGULATORY, AND | NDUSTRY

ISA Schedule O (Form 990 or 990-EZ) 2017
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Schedule O (Form 990 or 990-EZ) 2017 Page 2
Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number
I NC. 95-3018799

STAKEHCOLDERS - BY MAI NTAI NI NG CONSTANT FOCUS ON THE NEEDS OF PEOPLE W TH
TSC. TO DRIVE TH S PRQJECT, THE TS ALLI ANCE CONTRACTED W TH DR. DANI ELA
BRUNNER, WHO HAS MORE THAN 20 YEARS OF EXPERI ENCE VALI DATI NG I N VI VO
EXPERI MENTAL PROTOCOLS AND TESTI NG DRUGS | N MANY ANI VAL MODELS CF
DEVELOPMENTAL, PSYCHI ATRI C, AND NEURODEGENERATI VE DI SEASES. THE TS

ALLI ANCE HAS LI CENSES TO USE SPECI FI C TSC MOUSE MODELS FOR EXPERI MENTS
CARRI ED OQUT BY THE PRECLI NI CAL CONSORTI UM AND ALL MOUSE LI CENSE
AGREEMENTS | NCLUDE THE RI GHTS FOR THE TS ALLI ANCE TO PERFORM EXPERI MENTS
UNDER CONTRACT FOR COMMERCI AL ENTI TIES. THI S ENSURES DATA GENERATED BY
THE PRECLI NI CAL CONSORTI UM CAN BE USED TO ACCELERATE THE DEVELOPMENT OF
NEW TREATMENTS BY COWMMERCI AL ENTI TI ES AS VELL AS ACADEM C | NVESTI GATORS.
THE CONSCRTI UM BEGAN RUNNI NG EPI LEPSY EXPERI MENTS | N AUGUST 2016 AT
PSYCHOGENI CS, A CONTRACT RESEARCH ORGANI ZATI ON. TUMOR EXPERI MENTS BEGAN

I N AUGUST 2017 AT PORSCOLT, ANOTHER CONTRACT RESEARCH ORGANI ZATI ON. THREE
PHARMACEUTI CAL COVPANI ES JO NED THE PRECLI NI CAL CONSORTI UM I N 2017,

BRI NG NG THE TOTAL TO SI X | NDUSTRY PARTNERS. THE TSC PRECLI NI CAL RESEARCH
CONSORTI UM RAN TEN STUDI ES I N 2017, COVPARED TO JUST FOUR I N 2016. SQOVE
OF THE CONSORTI UM S EARLY RESULTS WERE SHARED BY TS ALLI ANCE AND
PSYCHOGENI CS SCI ENTI STS AT THE NATI ONAL ORGANI ZATI ON FOR RARE DI SORDERS
CONFERENCE, THE SCOCI ETY FOR NEURGCSCI ENCE ANNUAL MEETI NG, AND THE AMERI CAN

EPI LEPSY SCCI ETY ANNUAL MEETI NG | N WASHI NGTQON, DC.

THE TS ALLI ANCE CONTI NUED TO BE A KEY PART OF THE TSC CLI NIl CAL RESEARCH
CONSORTI UM ALTHOUGH ONLY A SMALL AMOUNT OF TS ALLI ANCE FI NANCI AL SUPPORT

WAS REQUI RED BECAUSE OF THE CONSORTI UM S SUCCESS | N OBTAI NING NI H

ISA Schedule O (Form 990 or 990-EZ) 2017
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Schedule O (Form 990 or 990-EZ) 2017 Page 2
Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number
I NC. 95-3018799

FUNDI NG.  NOW CONSI STI NG OF SEVEN SI TES - BOSTON CHI LDREN S HOSPI TAL,

CI NCI NNATI CHI LDREN S HOSPI TAL, THE UNI VERSI TY OF ALABAMA AT Bl RM NGHAM
THE UNI VERSI TY OF TEXAS HEALTH SClI ENCE CENTER AT HOUSTON, UCLA, STANFORD
UNI VERSI TY, AND M NNESOTA EPI LEPSY GROUP - THE CONSORTI UM HAS RECEI VED
$29 M LLION I N COVPETI TI VE GRANT FUNDI NG FROM THE NATI ONAL | NSTI TUTES OF
HEALTH (NI H) TO SUPPORT CLI NI CAL STUDIES IN TSC. THE CLI Nl CAL RESEARCH
CONSORTI UM | S MAKI NG HI STOCRY W TH THE PREVENT TRI AL - PREVENTI NG EPI LEPSY
USI NG VI GABATRI N | N | NFANTS W TH TUBERQUS SCLERCSI S COWLEX. PREVENT IS
THE FI RST PREVENTATI VE TRI AL FOR ANY FORM OF EPI LEPSY IN THE US AND BEGAN
ENROLLI NG PARTI CI PANTS | N DECEMBER 2016. THE PREVENT TRI AL BUI LDS

DI RECTLY UPON THE CONSORTI UM S FI RST CLI NI CAL STUDY FROM WHI CH | NTERI M
RESULTS HAVE BEEN PUBLI SHED (VWAW NCBI . NLM NI H. GOv/ PUBMEDY 26498039)

SHOW NG THAT ALL | NFANTS WHO DEVELOPED ABNCRMAL ACTIVITY ON EEGS WENT ON
TO DEVELOCP SEI ZURES. THI'S TRIAL WLL DETERM NE WHETHER TREATMENT W TH

VI GABATRIN PRIOR TO THE ONSET OF CLI NI CAL SElI ZURES IN TSC | S BENEFI Cl AL
TO CH LDREN S DEVELOPMENTAL AND NEURCLOG C QUTCOMES. THE TS ALLI ANCE' S

CHI EF SCI ENTI FI C OFFI CER SERVES ON THE CONSORTI UM S LEADERSHI P TEAM

THE TS ALLI ANCE AND THE LAM FOUNDATI ON JO NTLY SPONSORED THE 2017

| NTERNATI ONAL RESEARCH CONFERENCE ON TSC AND LAM | NNOVATI NG THROUGH
PARTNERSHI PS, HELD JUNE 22-24, 2017, AT THE HYATT RECGENCY CAPITCL HI LL IN
WASHI NGTON, DC. MORE THAN 200 PECPLE, | NCLUDI NG 183 PROFESSI ONAL
ATTENDEES FROM 27 COUNTRI ES, PARTI Cl PATED I N SCI ENTI FI C SESSI ONS

FEATURI NG CRAL PRESENTATI ONS, A POSTER SESSI ON, AND WORKI NG GROUPS OF

RESEARCHERS TACKLI NG SPECI FI C | SSUES RELATED TO GENETI C,
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MULTI DI SCI PLI NARY CLI NI CAL CARE, AND TRANSLATI ONAL RESEARCH STRATEQ ES.
THE CONFERENCE CONCLUDED W TH A JO NT SESSI ON | NCLUDI NG | NDI VI DUALS AND
FAM LI ES AFFECTED BY TUBEROUS SCLEROSI S COVPLEX (TSC) AND

LYMPHANG OLEI OWOVATOSI S (LAM. THI' S SESSI ON HI GHLI GHTED HOW QUI CKLY THE
FI ELDS OF TSC AND LAM TREATMENT ARE MOVI NG AND EMPHASI ZED THE NEED FOR
FURTHER COLLABORATI ON BETWEEN | NDI VI DUALS W TH TSC OR LAM AND THEI R

FAM LI ES, CLI N Cl ANS AND RESEARCHERS TO ACCELERATE THE DEVELCOPMENT OF

GREATLY | MPROVED TREATMENTS FOR THESE DI SORDERS.

EXPENSES $2, 752, 226. | NCLUDI NG GRANTS OF $535, 454 REVENUES $796, 617.

FORM 990, PART |11, LINE 4B, SUPPORT SERVI CES:
SUPPORT SERVI CES DEVELOPS PROGRAMS AND SERVI CES THAT PROVI DE | NDI VI DUALS

W TH TSC DI RECT ACCESS TO | NFORVATI ON, RESOURCES, AND SPECI ALI STS

EXPERI ENCED | N THE DI AGNCSI S, TREATMENT AND MANAGEMENT OF TSC.

THE SUPPORT SERVI CES DEPARTMENT PROVI DED SUPPCORT AND RESOURCES TO 3, 547

I NDI VI DUALS AND FAM LI ES DEALI NG W TH TSC THROUGHOUT 2017. THE VI CE

PRESI DENT, SUPPORT SERVI CES ATTENDED 74 SCHOOL MEETI NGS (| EPS, EVALUATI ON
TEAM MEETI NGS, 504 PLAN MEETI NGS, RESOLUTI ON MEETI NGS, AND MEDI ATI ONS) | N
PERSON, THROUGH SKYPE OR FACETI ME, AND VI A CONFERENCE CALLS TO SUPPORT
FAM LI ES I N ATTAI NI NG EDUCATI ONAL SERVI CES FOR THEI R CHI LDREN THROUGHOUT

THE COUNTRY. THROUGH CCOLLABCRATI ONS W TH THE PARENT TRAI NI NG AND
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| NFORMATI ON CENTERS I N 2017, 3,005 FREE PARENT TRAI NI NGS/ VEBI NARS ON
EDUCATI ONAL ADVOCACY WERE OFFERED TO FAM LI ES I N 32 STATES DEALI NG W TH
EDUCATI ONAL | SSUES FOR THEI R CHI LDREN. I N ADDI TI ON, 128 SCHOOL SYSTEMS
OFFERED THE SUPPORT OF THE EDUCATOR MENTOR PROGRAM IN 2017. THE VI CE
PRESI DENT, SUPPORT SERVI CES PROVI DED FOUR SCHOCOL SYSTEMS W TH TRAI NI NG ON
"TSC AND LEARNI NG' TO HLEP PROVI DE BETTER EDUCATI ONAL QUTCOMES FOR

STUDENTS W TH TSC.

THROUGH A NETWORK OF 37 VOLUNTEER BRANCHES OF THE ORGANI ZATI ON, CALLED
COVMUNI TY ALLI ANCES, LOCAL EDUCATI ON AND SUPPCRT GROUP MEETI NGS WERE HELD
THROUGHOUT THE CCOUNTRY. THROUGH THESE COVMUNI TY ALLI ANCES, THE TS

ALLI ANCE HOSTED 57 EDUCATI ONAL MEETI NGS AND GATHERI NGS THROUGHOUT THE
YEAR. | N 2017, THE TS ALLI ANCE OF MARYLAND WAS LAUNCHED, AND THE TS

ALLI ANCE OF DC METRO AND TS ALLI ANCE OF VI RG NI A WERE MERGED TO REFLECT

THE OVERLAPPI NG CONSTI TUENCI ES.

THE TS ALLI ANCE FACI LI TATED 20, 247 PEER- TO- PEER SUPPORTS FROM ADULT
REG ONAL COORDI NATORS, CLI NI C AMBASSADORS, DEPENDENT ADULT TRANSI TI ON

RESCURCE COORDI NATORS, AND THRCOUGH THE COVMUNI TY ALLI ANCES.

IN 2017, THE TS ALLI ANCE HOSTED TWO REG ONAL TSC AND LAM CONFERENCES | N
HOUSTON, TX AND WASHI NGTON, DC WTH 118 COMVBI NED ATTENDEES. THESE
CONFERENCES, CO- HOSTED BY THE LAM FOUNDATI ON, BROUGHT TOCETHER

I NDI VI DUALS, PARENTS, CAREG VERS AND MEMBERS OF THE MEDI CAL COVWMUNITY TO

PROVI DE THE MOST UP- TO- DATE | NFORVATI ON SO PARENTS AND ADULTS W TH TSC
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AND LAM CAN MAKE | NFORMED DECI SI ONS WHEN EVALUATI NG TREATMENT OPTI ONS.
THESE ONE- DAY SYMPOSI UMS OFFERED EDUCATI ONAL OUTREACH, | NFORMATI ON ON THE
LATEST TREATMENTS I N TSC AND LAM RESEARCH UPDATES, AND SUPPORT OPTI ONS.
REG ONAL TSC AND LAM CONFERENCES PROVI DE MJCH- NEEDED FORUMS FOR THE

GROWN NG NUMBER OF PECPLE FACI NG THE DAI LY CHALLENGES OF TSC.

THE TS ALLI ANCE ALSO HELD TWO TRANSI TI ON WORKSHOPS | N NEW YORK, NY AND
SAN DI EGO, CA. THE COMVBI NE DATTENDANCE AT THESE WORKSHOPS WAS 58. THE
GOAL OF THESE ALL- DAY TRANSI TI ON WORKSHOPS WAS TO G VE PARENTS AND
CAREGQ VERS TANG BLE RESOURCES TO EMPONER THEM W TH RESOURCES, CLEAR

TI MELI NES AND NEXT STEPS TO DEVELOP AN EFFECTI VE TRANSI TI ON PLAN FCR
THEIR CH LDREN. THE TS ALLI ANCE PARTNERED W TH ARC USA, CHI LD NEUROLOGY
FOUNDATI ON AND MASS MUTUAL BECAUSE THESE ORGANI ZATI ONS HAVE PRE- EXI STI NG
TOOLS AND BEST PRACTI CES TO ASSI ST THROUGH DI FFERENT ASPECTS OF THE
TRANSI TI ON PLAN, AND THEI R EXPERTI SE WAS VI TAL TO FAM LI ES IN

ATTENDANCE.

GLOBAL QUTREACH WORKS TO ADDRESS UNMET NEEDS W THI N THE GLOBAL TSC
COMMUNI TY. THE PROGRAM PROVI DES THE OPPORTUNI TY FOR THE TS ALLI ANCE TO
SHARE EXPERI ENCES AND ASSI ST IN THE START- UP OF SUPPORT OF TSC- RELATED
ORGANI ZATI ONS | N OTHER COUNTRI ES. A GLOBAL ALLIANCE | S A STRUCTURED
GROUP OF EMPONERED AND CARI NG VOLUNTEERS WHO WORK CLOSELY W TH THE TS
ALLI ANCE TO FACI LI TATE LOCAL CONNECTI ONS FOR | NDI VI DUALS AND FAM LI ES
AFFECTED BY TSC, AND RAI SE REVENUE AND AWARENESS WHI LE SUPPORTI NG THE

M SSI ON OF THE ORGANI ZATI ON. I N 2017, THE TS ALLI ANCE S| GNED A GLOBAL
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AGREEMENT W TH THE HUNGARI AN FCOUNDATI ON FOR TUBERQUS SCLERCSIS. THE TS
ALLI ANCE NOW HAS FI VE GLOBAL PARTNERSHI PS, | NCLUDI NG TS ALLI ANCE OF
| SRAEL, TS CANADA ST, TS ALLIANCE OF MEXICO, TS ALLI ANCE FOUNDATI ON (I N

THAI LAND) AND THE HUNGARI AN FOUNDATI ON FOR TUBEROUS SCLERGCSI S.

EXPENSES $773, 653. | NCLUDI NG GRANTS OF $-0- REVENUES $9, 774.

FORM 990, PART |11, LINE 4C, PUBLIC HEALTH EDUCATI ON:
PUBLI C HEALTH EDUCATI ON HEI GHTENS AWARENESS OF TSC THROUGHOUT THE GENERAL

PUBLI C TO BROADEN THE SCOPE OF SUPPCRT AND UNDERSTANDI NG BEYOND TSC

| NDI VI DUALS AND THEI R FAM LI ES. DURI NG 2017, THE TS ALLI ANCE PRODUCED
THREE | SSUES OF | TS NATI ONAL MAGAZI NE, PERSPECTIVE, WHICH IS MAI LED TO
ALMOST 17, 000 CONSTI TUENTS AS WELL AS POSTED ON THE WEBSI TE. THE TS

ALLI ANCE' S VEEBSI TE | NCREASES AWARENESS AND PROVI DES EXTENSI VE EDUCATI ON
THROUGH AN AVERAGE OF MORE THAN 30, 000 UNI QUE VI SI TORS EACH MONTH. THE TS
ALLI ANCE ALSO RELI ES HEAVILY ON SOCI AL MEDI A TO EDUCATE CONSTI TUENTS AND
PROMOTE NEW RESOURCES AND EVENTS. | TS FACEBOOK GROUP BOASTS MORE THAN

8, 600 MEMBERS, WHILE ITS TW TTER ACCOUNT HAS 1, 800- PLUS FOLLOVERS.

TO | NCREASE PUBLI C AWARENESS, THE TS ALLI ANCE ONCE AGAI N PARTI ClI PATED I N
TSC GLOBAL AWARENESS DAY ON MAY 15 AS WELL AS TSC AWARENESS MONTH
THOUGHOUT MAY; A TSC GLOBAL AWARENESS DAY NEWS RELEASE GARNERED 12. 1

M LLI ON | MPRESSI ONS. THE TS ALLI ANCE AGAI N HEAVI LY PROMOTED | NFANTI LE
SPASM5 AWARENESS WEEK, DECEMBER 1 TO 7. THI S AWARENESS CAMPAI GN | NCLUDED
TARGETED SOCI AL MEDI A OQUTREACH AND A SATELLI TE MEDI A TOUR, WH CH GAI NED

COVERACE FROM 16 MEDI A OQUTLETS REACHI NG A POTENTIAL OF 1.2 MLLION. A
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NEWS RELEASE ABOUT THE TS ALLIANCE' S "VAO CE OF THE PATI ENT REPORT" BEI NG

SUBM TTED TO THE FDA RESULTED IN 18.8 M LLI ON MEDI A | MPRESSI ONS.

EXPENSES $322,284. | NCLUDI NG GRANTS OF $-0- REVENUES $2, 600.

FORM 990, PART |11, LINE 4D, OTHER PROGRAM SERVI CES:
GOVERNMENT RELATI ONS FOCUSES ON EDUCATI NG MEMBERS OF CONGRESS ABOUT TSC

TO FURTHER TSC RESEARCH, AWARENESS AND CLI NI CAL CARE. THE ANNUAL TS

ALLI ANCE MARCH ON CAPI TOL HI LL TO ADVOCATE FOR FEDERAL FUNDI NG FOR THE
TUBEROUS SCLERCSI S COVPLEX RESEARCH PROGRAM ( TSCRP) AT THE DEPARTMENT OF
DEFENSE' S (DOD) CONGRESS| ONALLY DI RECTED MEDI CAL RESEARCH PROGRAM ( CDVRP)
TOOK PLACE | N LATE FEBRUARY 2017. MORE THAN 100 MEMBERS OF THE TSC
COWUNI TY PARTI Cl PATED AND ASKED THEI R SENATORS AND REPRESENTATI VES TO

SI GN ONTO DEAR COLLEAGUE LETTERS | N SUPPORT OF THE TSCRP. MANY OTHER
ADVOCATES WHO WERE NOT ABLE TO TRAVEL TO WASHI NGTON, DC MET W TH THEI R
SENATORS AND REPRESENTATI VES | N THEI R HOVE STATES TO MAKE THE CASE FOR
CONTI NUED FUNDI NG | N THE HOUSE, 160 DEMOCRATI C AND REPUBLI CAN
REPRESENTATI VES S| GNED A Bl PARTI SAN DEAR COLLEAGUE LETTER OF SUPPORT FROM
REPRESENTATI VES DAVE LOEBSACK (D-1A) AND | LEANA ROS- LEHTINEN (R-FL). THE
SENATE LETTER WAS SPONSORED BY SENATORS CHRI'S MURPHY (D-CT) AND JOHNNY

| SAKSON (R-GA) AND ENDED W TH 24 SI GNATURES. | N FY2017, THE TSC RESEARCH
PROGRAM AT THE CDVRP RECEI VED A $6 M LLI ON APPROPRI ATI ON, BRI NG NG THE
CUMULATI VE FUNDI NG TO $71 M LLI ON SI NCE 2002 AS A RESULT OF OUR
SUCCESSFUL GRASSROOTS EFFORTS. FUNDI NG FOR FY2018 |'S PENDI NG ON CONGRESS
PASSI NG THE FY2018 BUDGET BUT |'S CURRENTLY | NCLUDED | N THE HOUSE' S 2018

DEFENSE APPROPRI ATI ONS ACT AT $6 M LLI ON.
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RESEARCH PERFORMED THROUGH THI S PROGRAM HAS RECENTLY LED TO ADDI Tl ONAL
CLI NI CAL TRI ALS | NCLUDI NG DETERM NI NG I F | MATI NI B, A DRUG FDA- APPROVED
FOR CANCER, CAN SAFELY | MPROVE LEVELS OF VEG--D, A Bl OVARKER OF

LYMPHANG OLEI OWOVATOSI S (LAM, A LI FE- THREATENI NG LUNG MANI FESTATI ON OF
TSC, FUNDED I N FY2013; TESTI NG A COVBI NATI ON OF TWO DRUGS TO TREAT LAM
FUNDED | N FY2012; A MJULTI-SITE CLINI CAL TRI AL TESTI NG THE EFFI CACY OF AN
EXPERI MENTAL TOPI CAL RAPAMYCI N CREAM TO TREAT THE DI SFI GURI NG FACI AL
TUMORS, CALLED FACI AL ANG OFI BROVAS, CAUSED BY TSC FUNDED | N FY2010; A
CLI NI CAL RESEARCH NETWORK WAS CREATED TO TEST POTENTI AL NEW THERAPI ES, TO
VALI DATE BI OVARKERS, AND TO LEARN THE NATURAL HI STORY OF LEADI NG TO A

CLI NI CAL TRIAL FUNDED I N FY2012. BUI LDI NG UPON FY2010- FUNDED RESEARCH ON
GLUTAMATE RECEPTORS ( MGLUR5), SEVERAL COVPANI ES ARE NOW LOOKI NG AT THE

LI NK BETWEEN COGNI Tl VE | MPAI RMENTS | N TSC TO AUTI SM ANXI ETY, AND OTHER
MENTAL DI SOCRDERS. THE TSCRP HAS ALSO FUNDED RESEARCH TO DEVELOP ANI MAL
MODELS OF TSC THAT HAVE SEI ZURES, ENABLI NG A BETTER UNDERSTANDI NG OF THE
ETI OLOGY OF TSC. BASED ON DATA FROM TSCRP- FUNDED ANI VAL MODELS COF TSC
THAT HAVE SEI ZURES AND SHARE PATHOLOGY RELATED TO THAT OF TRAUMATI C BRAIN
I NJURY, AN | NDUSTRY- SPONSORED CLI NI CAL TRI AL DEMONSTRATED THE

EFFECTI VENESS THE MIOR | NHI BI TOR, EVERCLI MJS, AT TREATI NG EPI LEPSY I N
MANY | NDI VI DUALS WTH TSC. NONE OF THI S PROGRESS WOULD HAVE BEEN POSSI BLE

W THOUT THE CRI Tl CAL SUPPCORT PROVI DED THROUGH THE TSCRP.

ADDI TI ONAL GOVERNMENT RELATI ONS EFFORTS | NCLUDED A CONGRESSI ONAL

BRI EFI NG | N PARTNERSHI P W TH THE | NFANTI LE SPASMS ACTI ON NETWORK, ON
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CAPI TOL HI LL ON DECEMBER 5, 2017. CONGRESSI ONAL STAFF AND KEY MEMBERS OF

THE TSC RESEARCH AND GRASSROOTS COVMMUNI TI ES ATTENDED THE EVENT.

PROFESSI ONAL EDUCATI ON EXPANDS PROGRAMS TO TARGET RESEARCHERS AND
HEALTHCARE PROVI DERS CARI NG FOR | NDI VI DUALS W TH TSC, MEDI CAL STUDENTS,
GENETI C COUNSELORS AND EDUCATORS TO M NI M ZE THE CONSEQUENCES OF

| GNORANCE AND M SI NFORMATI ON.

THE TS ALLI ANCE PARTI Cl PATED I N AND PRESENTED AT 36 PROFESSI ONAL MEETI NGS
I NCLUDI NG AMERI CAN THORACI C SOCI ETY AND THE ATS LEADERSHI P SUMM T; CHI LD
NEUROLOGY SOCI ETY; SOCI ETY FOR NEURCSCI ENCE; NATI ONAL ARC CONVENTI ON,
GLOBAL GENERS; NI NDS Bl OVARKERS WORKSHOP; NI CHD WORKSHOP " LOOKI NG TO THE
FUTURE: THE NEXT 50 YEARS OF | NTELLECTUAL AND DEVELOPMENTAL DI SABI LI TI ES
RESEARCH'; TRANS-NIH TSC MEETI NG HEALTH RESEARCH ALLI ANCE MEMBERS

MEETI NGS; RESEARCH ROUNDTABLE | N EPI LEPSY; ASSCCI ATI ON OF CLI NI CAL
RESEARCH PROFESSI ONALS; EXTERNALLY- LED PATI ENT FOCUSED DRUG DEVELOPMENT
MEETI NG ON TSC AND LAM | NTERNATI ONAL RESEARCH CONFERENCE ON TSC AND LAM
TSC/ LAM REA ONAL CONFERENCE | N HOUSTQON; PKD FOUNDATI ON; | CARE

(1 NTERAGENCY COLLABORATI VE TO ADVANCE RESEARCH | N EPI LEPSY); N NDS
NONPROFI T FORUM NCATS TOOLKI T FOR PATI ENT- FOCUSED THERAPY DEVELOPMENT;
FDA CDER PUBLI C WORKSHOP: STRATEG ES, TOOLS, AND BEST PRACTI CES FOR
EFFECTI VE ADVOCACY | N RARE DI SEASES DRUG DEVELCPMENT; CHI LDREN S TUMOR
FOUNDATI ON RESEARCH CONSCRTI UM EPI LEPSY FOUNDATI ON' S CANNABI NO D

SI GNALI NG I N EPI LEPSY WORKSHOP; WORLD ORPHAN DRUG CONGRESS; NORD ORPHAN

PRODUCTS AND BREAKTHROUGH SUWM T; SI MONS FOUNDATI ON WORKSHOP ON PATI ENT
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REG STRI ES FOR NEUROCDEVELOPMENTAL DI SORDERS; OPEN RESEARCH FUNDERS GROUP;
Bl O PATI ENT HEALTH AND ADVOCACY SUWMM T; THE ARC NATI ONAL CONVENTI ON;

I NFANTI LE SPASM5 ACTI ON NETWORK; REN OUTCOVES | N EPI LEPSY WORKSHOP;
REFRACTORY EPI LEPSY I N CHI LDREN AT SOURASKY MEDI CAL CENTER I N | SRAEL; LGS
FAM LY CONFERENCE; AND THE LAM FCOUNDATI ON PATI ENT BENEFI T CONFERENCE AND
LAMPCSI UM LA. I N ADDI TI ON, AT THE AMERI CAN EPI LEPSY SOCI ETY MEETI NG THE
TS ALLI ANCE PRESENTED | N THE DI SCOVERY CENTER AND THE PCSTER SESSI ON, AND
HOSTED MORE THAN 100 GUESTS AT A RECEPTI ON FOR TSC RESEARCHERS. AT THE
CONFERENCE THE TS ALLI ANCE ALSO PARTI Cl PATED I N A SPECI AL | NTEREST GROUP

MEETI NG ON TSC.

I N ADDI TI ON, THE VI CE PRESI DENT, SUPPORT SERVI CES CONTI NUES TO
COLLABCRATE W TH NATI ONAL EDUCATI ONAL NETWORKS, | NCLUDI NG THE ARC USA,
PARENT TRAI NI NG | NFORVATI ON CENTERS ACROSS THE COUNTRY AND THE

ASSCOCI ATI ON FOR M DDLE LEVEL EDUCATI ON.

EXPENSES $230, 179. | NCLUDI NG GRANTS OF $-0- REVENUES $15, 250.

FORM 990, PART VI, SECTION A, LINE 4:
THE BYLAWS OF NATI ONAL TUBERQUS SCLERCSI S ASSCCI ATI ON, | NC. WERE AMENDED

AS OF OCTCBER 2017 FOR THE FOLLOW NG

1. UPDATED THE LANGUAGE REGARDI NG ESTABLI SHVENT AND TERMS OF MEMBERSHI P
I N THE ORGANI ZATI ON, THE RENEWAL PROCESS FOR MEMBERSHI P AND THAT
"LI FETI ME MEMBERS" ARE NOT REQUI RED TO SUBM T MEMBERSHI P

RE- APPLI CATI ONS.
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2. CREATED NEW SECTI ON UNDER ORGANI ZATI ON AND MEMBERSHI P TO RECLASS THE

MANNER OF MEMBER VOTI NG AND EXPANDED THE LANGUAGE ON THE VOTI NG PROCESS.

3. CREATED NEW SECTI ON UNDER ORGANI ZATI ON AND MEMBERSHI P FOR MEETI NGS

CONDUCTED BY ELECTRONI C TRANSM SSI ON.

FORM 990, PART VI, SECTION A, LINE 6:
MEMBERSHI P | S AVAI LABLE TO ANY PERSON WHO SUBSCRI BES TO THE PURPOSES AND

OBJECTI VES OF THE CORPORATI ON, W THOUT REGARD TO RACE, RELI G ON, GENDER,
SEXUAL ORI ENTATI ON, AGE, COLOR, NATIONAL OCRIG N OR MENTAL OR PHYSI CAL
HANDI CAP OR DI SABI LI TY. THERE SHALL BE NO LIMT TO THE NUMBER OF MEMBERS

I N THE CORPORATI ON.

1) THERE MAY BE ONE OR MORE CLASSES OF MEMBERSHI P AS DETERM NED BY THE

BOARD.

2) MEMBERSHI P |'S NOT TRANSFERABLE OR ASSI GNABLE.

FORM 990, PART VI, SECTION A, LINE 7A:

THE TS ALLI ANCE | S A MEMBERSHI P- BASED ORGANI ZATI ON, WHI CH MEANS MEMBERS
HELP ELECT THE BOARD OF DI RECTORS. THE TS ALLI ANCE MEMBERSHI P PROGRAM

ALLOAED | NDI VI DUALS TO STATE THEI R | NTENT TO BE A MEMBER FOR THE PURPCSE
OF GOVERNANCE. THERE WERE NO LEVELS TO MEMBERSHI P I N 2017. ANYONE CAN BE

A MEMBER AT NO CCST.
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FORM 990, PART VI, SECTION B, LINE 11:
THE FORM 990 | S REVI EMED, | N DETAIL, BY THE BOARD OF DI RECTORS AUDI T

COW TTEE. RECOMVENDATI ONS ARE MADE BY THE COWM TTEE MEMBERS FOR ANY
CHANCES/ EDI TS/ ADDI TI ONS. AFTER THOSE HAVE BEEN | NCORPORATED, THE AUDI T
COW TTEE VOTES WHETHER TO APPROVE AND THEN FORWARD THE 990 TO THE

FI NANCE AND EXECUTI VE COWM TTEES. THE FI NANCE AND EXECUTI VE COWM TTEES
PERFORM THE FI NAL REVI EW AND THEN VOTE WHETHER TO APPROVE ON BEHALF OF
THE BOARD OF DI RECTORS. A COPY OF THE APPROVED 990 IS SHARED W TH THE

ENTI RE BOARD.

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

ANNUALLY EACH MEMBER OF THE BOARD OF DI RECTORS W LL RECEI VE NOTI CE COF THE
ORGANI ZATI ON'S CONFLI CT OF | NTEREST STATEMENT. EACH MEMBER W LL BE

PROVI DED W TH A STATEMENT TO MAKE DI SCLOSURE OF ANY POTENTI AL CONFLI CT CF
I NTEREST. | F DURI NG THE COURSE OF THE YEAR A POTENTI AL CONFLI CT OF

I NTEREST ARI SES THAT HAS NOT PREVI QUSLY BEEN DI SCLOSED, THE BOARD MEMBER
WLL MAKE WRI TTEN NOTI CE OF A POTENTI AL CONFLI CT OF | NTEREST AND RECUSE
H MSELF OR HERSELF FROM ANY DI SCUSSI ONS AND VOTES | N CONNECTI ON W TH THE
| SSUE | DENTI FI ED. ANY TI ME A MEMBER |'S RECUSED FROM DI SCUSSI ON ON AN

| SSUE, THE M NUTES OF COW TTEE MEETI NG AND BOARD MEETI NG W LL DULY

RECCORD SUCH ACTI ONS.

THE FOLLOW NG POTENTI AL CONFLI CTS OF | NTEREST WERE DI SCLOSED FOR 2017:
BOARD MEMBER BRENDAN MANNI NG PH. D, |I'S EMPLOYED AT HARVARD COLLEGE, WHI CH
RECEI VED $100, 000 ROTHBERG COURAGE AWARD GRANT TO STUDY REPURPOSI NG

APPROVED | NHI BI TORS OF PURI NE SYNTHESI S FOR TSC TREATMENT.
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BOARD MEMBER MARTI NA BEBIN, MD IS EMPLOYED BY THE UNI VERSI TY OF ALABAMA
Bl RM NGHAM WHI CH RECEI VED A $6, 700 FEE FOR SERVI CE FOR ENTERI NG DATA

| NTO THE NATURAL HI STORY DATABASE AND A $5, 000 GRANT TO PROVI DE
TRANSPORTATI ON TO PARTI Cl PANTS I N THE PREVENT STUDY. COW TTEE MEETI NG

AND BOARD MEETI NG W LL DULY RECORD SUCH ACTI ONS.

FORM 990, PART VI, SECTION B, LINE 15:
THE COVPENSATI ON COWM TTEE REVI EWs AND APPROVES THE SALARI ES OF THE

PRESI DENT/ CEQ, CHI EF SCI ENTI FI C OFFI CER, CONTROLLER & CFO, AND ANY
EVMPLOYEE APPEARI NG ON THE FORM 990, | N ACCORDANCE W TH THE TUBEROUS
SCLERCSI S ALLI ANCE BYLAWS. SUCH REVI EW AND APPROVAL OCCURS | NI TI ALLY UPON

H RI NG UPON ANNUAL REVI EW§ AND WHENEVER MODI FI ED.

THE ORGANI ZATI ON' S EXECUTI VE REMUNERATI ON HAS BEEN STRUCTURED TO ENSURE
THAT I T:

I S REASONABLE; PROVI DES A COVPETI Tl VE COVMPENSATI ON PROGRAM TO RETAI N,
ATTRACT AND REWARD KEY EMPLOYEES AND ACH EVES CLEAR ALI GNVENT BETWEEN
TOTAL REMUNERATI ON AND DELI VERED BUSI NESS AND PERSONAL PERFORMANCE OVER

THE SHORT AND LONG TERMS.

THE COVPENSATI ON | S REVI EMED BY THE COVPENSATI ON COWM TTEE TO ENSURE:
- COVPARABI LI TY,
- PROPER REVI EW AND

- SUBSTANTI ATI ON I N SETTI NG THE COVPENSATI ON.

ISA Schedule O (Form 990 or 990-EZ) 2017
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Schedule O (Form 990 or 990-EZ) 2017 Page 2
Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number
I NC. 95-3018799

FORM 990, PART VI, SECTION C, LINE 19:
ALL GOVERNI NG DOCUMENTS, CONFLI CT OF | NTEREST POLI CY AND FI NANCI AL

STATEMENTS ARE AVAI LABLE UPON WRI TTEN REQUEST.

FORM 990, PART X, LINE 9, CHANGES I N NET ASSETS:

$361, 566 CHANGE | N | NTEREST | N AFFLI | ATE

$ 6,711 PRI OR YEAR GRANT RETURNED

FORM 990, PART XII, LINE 2C
THE AUDI T REVI EW PROCESS HAS REMAI NED UNCHANGED FROM THE PRI OR YEAR

ATTACHVENT 1
FORM 990, PART VI, LINE 17 - STATES
AL, AK, AR, CA, CT,
FL, GA, I'L, IN, KS, KY, MD, MA, M ,
MN, M5, NH, NJ, NM NY, NC, CK, OR, PA,
R, SC, TN, UT, VA, W, W,
ATTACHVENT 2

990, PART VII- COVPENSATION OF THE FI VE H GHEST PAI D | ND. CONTRACTORS

NAME AND ADDRESS DESCRI PTI ON OF SERVI CES COVPENSATI ON

PSYCHOGENI CS | NC. RESEARCH LAB SVCS 901, 513.
20 GRAMERCY PARK SQUTH
NEW YORK, NY 10003

VAN ANDEL RESEARCH | NSTI TUTE RESEARCH 133, 575.
333 BOSTW CK AVE. NE
GRAND RAPI DS, M 49503

ISA Schedule O (Form 990 or 990-EZ) 2017
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Schedule O (Form 990 or 990-EZ) 2017 Page 2

Name of the organization NATI ONAL TUBEROUS SCLERCSI S ASSOCI ATI O\l, Employer identification number
I NC. 95-3018799

ATTACHVENT 3
FORM 990, PART VII1 - EXCLUDED CONTRI BUTI ONS
DESCRI PTI ON AMOUNT
WALKS 866, 266.
COMEDY FOR A CURE 175, 972.
OTHER EVENTS 302, 031.
TOTAL 1, 344, 269.

ATTACHVENT 4
FORM 990, PART VII1 - FUNDRAI SI NG EVENTS

GRCSS DI RECT NET

DESCRI PTI ON I NCOMVE EXPENSES I NCOVE
WALKS 60, 000. 76, 053. - 16, 053.
COMEDY FOR A CURE 24, 461. 39, 223. -14, 762.
OTHER EVENTS 33, 652. 45, 333. -11, 681.
TOTALS 118, 113. 160, 609. -42, 496.
ISA Schedule O (Form 990 or 990-EZ) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95-3018799

: : : OMB No. 1545-0047
(S%'E]DggLoE) R Related Organizations and Unrelated Partnerships |
» Complete if the organization answered "Yes" on Form 990, Part 1V, line 33, 34, 35b, 36, or 37. 2@17
Department of the Treasu >AttaCh to Form 990. Open to Public
,msmal Revenue Service i P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization NATI ONAL TUBERQUS SCLEROSI S ASSCCI ATI ON, Employer identification number
I NC. 95-3018799
Identification of Disregarded Entities. Complete if the organization answered "Yes" on Form 990, Part IV, line 33.
(CY] (b) () (d) (e) ®
Name, address, and EIN (if applicable) of disregarded entity Primary activity Legal domicile (state Total income End-of-year assets Direct controlling
or foreign country) entity
1)
(2)
(3)
(4)
©)]
(6)
Part I Identification of Related Tax-Exempt Organizations. Complete if the organization answered "Yes" on Form 990, Part IV, line 34, because it had
ar one or more related tax-exempt organizations during the tax year.
@ (b) ©) (d) (e) ® )
Name, address, and EIN of related organization Primary activity Legal domicile (state | Exempt Code section | Public charity status Direct controlling Section 515(3)(13)
or foreign country) (if section 501(c)(3)) entity cc;r:]ttri:)y;a
Yes No
1 TUBEROUS SCLEROCSI S ALLI ANCE ENDOWENT FD 52-1926919
801 ROEDER ROAD, STE 750 STLVER SPRING MD 20910 SUPPORT ORG ND 501(C) (3) 11B. 111 N A X
(2)
(3)
(4)
©)]
(6)
(N
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule R (Form 990) 2017
JSA

7E1307 1.000
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NATI ONAL TUBERQUS SCLERCSI S ASSOCI ATI ON, 95-3018799
Schedule R (Form 990) 2017 Page 2
=yl 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 more related organizations treated as a partnership during the tax year.
@ (b) ©) (d) (€). ® ¢ (h) 0] 0] (k)
Name, address, and EIN of Primary activity Legal Direct controlling _ Predominant Share of total Share of end-of- | pisproportionate Code V - UBI General or | Percentage
related organization domicile entity |nc8rr:1r2|:(irt(23ted, income year assets alocatirs? | @amount in box 20 | managing | ownership
(state or excluded from of Schedule K-1 | partner?
foreign tax under (Form 1065)
country) sections 512 - 514)
Yes| No Yes| No
1)
(2)
(3)
(4)
©)]
(6)
(N
Part IV Identification of Related Organizations Taxable as a Corporation or Trust. Complete if the organization answered "Yes" on Form 990, Part IV,
line 34, because it had one or more related organizations treated as a corporation or trust during the tax year.
(@) (b) ©) (d) (e) ® @ (h) @)
Name, address, and EIN of related organization Primary activity Legal domicile | Direct controlling Type of entity Share of total Share of Percentage| Section
(state or foreign| entity (C corp, S corp, or trust) income end-of-year assets |ownership Sczlni(ttr)gl(lfé)
country) entity?
Yes|No
)]
(2)
(3)
(4)
©)]
(6)
(N
JSA Schedule R (Form 990) 2017
7E1308 1.000
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NATI ONAL TUBEROUS SCLERGCSI S ASSCCI ATI ON, 95- 3018799
Schedule R (Form 990) 2017 Page 3

Transactions With Related Organizations. Complete if the organization answered "Yes" on Form 990, Part IV, line 34, 35b, or 36.

Note: Complete line 1 if any entity is listed in Parts Il, lll, or IV of this schedule. Yes| No
1 During the tax year, did the organization engage in any of the following transactions with one or more related organizations listed in Parts II-IV?
a Receipt of (i) interest, (ii) annuities, (iii) royalties, or (iv) rent from a controlled entity, . . . . . . . . . . . . . i i i e e e e e e e e e e e e e e e e e e e e e e e la X
b Gift, grant, or capital contribution to related organization(S) . . . . . v v v v v it i e e e e e e e e e e e e e e e e e e e e e e e 1b X
¢ Gift, grant, or capital contribution from related organization(S), . . . . . . v v i i i i i e e e e e e e e e e e e e ic| X
d Loans or loan guarantees to or for related organization(S) . . . . . .« . vt i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1d X
e Loans or loan guarantees by related organization(S) , . . . . . . . . i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e le X
f Dividends from related organization(S). . . . . . . . . vt e e e e e e e e e e e e e if X
g Sale of assets torelated Organization(S). . . . . & v v i v i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1g X
h Purchase of assets from related organization(S), . . . . . . . . . i i i i i i ittt e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e ih X
i Exchange of assets with related organization(S). . . . . . .« & i o i i i i i i s e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1i X
i Lease of facilities, equipment, or other assets to related Organization(S). . . . . .« & v & vt i ittt e e e e e e e e e e e e e e e e e e e e e e 1j X
k Lease of facilities, equipment, or other assets from related organization(S) . . . & v & v v v vt v e b e e e e e e e e e e e e e e e e e e e e e e e 1k X
| Performance of services or membership or fundraising solicitations for related organization(s) . . . . & v v v vt v i v e e e e e e e e e e e e e e e e e 1l X
m Performance of services or membership or fundraising solicitations by related organization(S). . . . v v v v v v i vt e e e e e e e e e e e e e 1m X
n Sharing of facilities, equipment, mailing lists, or other assets with related organization(S) . . . . . . . .t vt i i it b i e e e e e e e e e e e e e e e e e in| X
o Sharing of paid employees with related organization(S). . . . . .« & o v i b i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e 10| X
p Reimbursement paid to related organization(S) for EXPeNSES. « « ¢ v v v vttt h e e e e e e e e e e e e e e e e e e e e e e e e 1p X
g Reimbursement paid by related organization(s) for XpEeNSES .+ . v v v v o h i d i i e e e e e e e e e e e e e e e e e e e e e e e e s 1q X
r Other transfer of cash or property to related organization(S) . . . . « & v v v b o vt v it e e e e e e e e e e e e e e e e e e e e e e e e e e e 1r X
s Other transfer of cash or property from related organization(S). . . . . . v« v & v v v e o 4 v 4t 4 e e e e a e e e e e w e e e e e e e a e e e ax e e e s 1s X
2 If the answer to any of the above is "Yes," see the instructions for information on who must complete this line, including covered relationships and transaction thresholds.
(@) (b) () (d)
Name of related organization Transaction Amount involved Method of determining
type (a-s) amount involved
(1) TUBEROUS SCLEROSI S ALLI ANCE ENDOWVENT FUND C 403, 000. CASH
(2)
(3)
(4)
()
(6)
ISA Schedule R (Form 990) 2017
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NATI ONAL TUBEROUS SCLEROSI S ASSCCI ATI ON, 95-3018799
Schedule R (Form 990) 2017 Page 4

Part VI Unrelated Organizations Taxable as a Partnership. Complete if the organization answered "Yes" on Form 990, Part IV, line 37.

Provide the following information for each entity taxed as a partnership through which the organization conducted more than five percent of its activities (measured by total assets
or gross revenue) that was not a related organization. See instructions regarding exclusion for certain investment partnerships.

(a) (b) (c) (d) (e) () @ (h) [0} (0] (k)
Name, address, and EIN of entity Primary activity Legal domicile Predominant Are all partners Share of Share of Disproportionate Code V - UBI General or | percentage
(state or foreign income (related, section total income end-of-year allocations? amount in box 20 managing | ownership
country) unrelated, excluded 501(c)(3) assets of Schedule K-1 partner?
from tax under organizations? (Form 1065)

sections 512-514) Yes | No Yes | No Yes | No

1)

(2

(3

4

(5)

(6)

@)

(8)

9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

JSA Schedule R (Form 990) 2017
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NATI ONAL TUBEROUS SCLERGCSI S ASSOCI ATI ON, 95- 3018799

Schedule R (Form 990) 2017 Page 5

WAl Supplemental Information
Provide additional information for responses to questions on Schedule R. See instructions.

Schedule R (Form 990) 2017
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