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-+ 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)

» Do not enter social secunty numbers on this form as it may be made pubhc.\q

| OMB No 1545-0047

2018

Open to Public

ﬂ?ﬁ%ﬁ?ﬁé‘ig&g%l{ﬁ.ﬁ”’y » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

A For the 2018 calendar year, or tax year beginning 04/01 , 2018, and ending 03/31 ,20 19

B Check if applicable §C Name of organization NATIONAL DOWN SYNDROME SOCIETY D Employer identification number

O Address change Dong busnessas 13-2992567

J Name change Number and street (or P O box if mail 1s not delivered to street address) Room/surte E Telephone number

3 intiat return 8 E 41ST STREET 8TH FLOOR 800-221-4602

O rinat returnfterminated]  City or town, state or province, country, and ZIP or foreign postal code

[J Amended return NEW YORK, NY, 10017 G Gross receipts $ 4,124,010

O Application pending | F Name and address of principal officer ~ KANDI PICKARD H(a) Is this a group return for subordinates? 3 ves No
8 £ 41ST STREET 8TH FLOOR, NEW YORK, NY 10017 H{b) Are all subordinates included? L] Yes []No

i Tax-exempt status 501(c)(3) Ol s01g) ¢ ) <« tinsert no ) [ 1 4947ta)) or  [J 527 If “No,” attach a list (see instructions)

J Website: » WWW.NDSS.ORG H(c) Group exemption number »

K  Form of organization Corporation [_] Trust D Association [_] Other > I L Year of formation 1979 l M State of legal domicile DE

Summary

1 Briefly describe the organization’s mission or most significant activites  THE NATIONAL DOWN SYNDROME SOCIETY IS
§ _THE LEADING HUMAN RIGHTS ORGANIZATION FOR ALL INDIVIDUALS WITH DOWN SYNDROME. .
©
g 2  Check this bd;;-\j if the organization discontinued |ts'opera-t-|6ns or dls-;-)-osed of more than 25% of its net assets.
8| 3 Number of voting members of the governing body (Part VI, line 1a) . .o .o 3 24
:2 4  Number of independent voting members of the governing body (Part VI, line 1b) . . . . 4 24
8, 5 Total number of individuals employed in calendar year 2018 (Part V, hine 2a) 5 32
:2: 6  Total number of volunteers (estimate If necessary) P . 6 245
< | 7a Total unrelated business revenue from Part VIIl, column (C), lne 12 . . . . . . . 7a 950
b Net unrelated business taxable income from Form 990-T, line 38 L e 7b 2,586
Prior Year Current Year
o | 8 Contributions and grants (Part VIIi, in 2,510,354 2,106,679
g 9  Program service revenue (Part VIII, lin 2 ECE'VED 35,911 20,894
2 | 10 Investment income (Part VIII, column ( nes 3, 4, and 7d) . 8 .o 273,312 384,663
%111  Other revenue (Part VIll, column (A , 6d/8H, 1% d Q). 443,510 281,515
12  Total revenue—add lines 8 through 1 1 t equal Part VIII colum @ line 12) 3,263,087 2,793,751
13  Grants and similar amounts paid (Pa IX c - .o 26,265 30,621
14  Benefits paid to or for members (Part gmb 0 0
8 15  Salaries, other compensation, employee benefits (Part IX, column (A) Imes 5-1 0) 1,194,436 1,267,861
2 | 16a Professional fundraising fees (Part IX, column (A), ine 11e) . . o 0 0
:1’ b Total fundraising expenses (Fart IX, column (D), Ine 25) » 414,737
W47  Other expenses (Part [X, column (A), hnes 11a—11d, 11-24e) . . . . . 2,659,028 2,058,799
18 Total expenses. Add lines 13~-17 (must equal Part IX, column (A), hine 25) . 3,879,729 3,357,281
19 Revenue less expenses. Subtract ine 18 fromlne 12 . . . . . . . . -616,642 -563,530
5 § Beginning of Current Year End of Year
85|20 Totalassets (PartX,lne16) . . . . . . . . . . . . oL .. 12,257,595 11,914,975
§§ 21 Total habilities (Part X, lne 26) . . . . .. .. 372,975 564,780
=g Net assets or fund balances. Subtract line 21 from Ilne 20 L. 11,884,620 11,350,195
m Signature Block
Under penalties of perjury, | declare that | have d this return, including accompanying schedules and statements, and to the best of my knowledge and belef, it s
true, correct, and complFte Declaration WZMn officer) 1s based on all information of which preparer has any knowle?ge - ~
’é@* _ | WH P Do)
Sign nature ofefficer Date} ~
Here } KANDI PICKARD, PRESIDENT
Type or print name and title
Paid Print/Type preparer’'s name Preparer's signature Date Check D . PTIN
Preparer CHRIS SCHOLTES CPA - e ‘l 16 ‘ 'y self-empioyed|  PO1607734
Use only Firm'sname » CEA SCHOLTES AND ASSOCIATES Firm's EIN » 03-0483170
Firm's address » 106 TUNBRIDGE ROAD, BALTIMORE, MD 21212 Phone no 410-323-0010
May the IRS discuss this return with the preparer shown above? (see instructions) . Yes [ ]No
For Paperwork Reduction Act Notice, see the separate instructions. Cat No 11282Y Form 990 (2018)
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Form $80 (2018) Page 2
?N:31l] Statement of Program Service Accomplishments

Check If Schedule O contains aresponse or notetoanyhne inthisPartll . . . . . . . . . . . . . [

1

Briefly describe the organization’s mission
THE NATIONAL DOWN SYNDROME SOCIETY IS THE LEADING HUMAN RIGHTS ORGANIZATION FOR ALL INDIVIDUALS

WITH DOWN SYNDROME. e

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

prior Form 990 or 990-EZ? . . e . e -« [OYes [“INo
If “Yes,” describe these new services on Schedule O.

Did the organization cease conducting, or make significant changes in how 1t conducts, any program

services? . . . . ; . - - . . . .. . . . . . . . ... [OYes [©INo
If “Yes,” describe these changes on Schedule O

Describe the organization’s program service accomphshments 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 $ 318,435 Including grants of $ 0 ) (Revenue $ 0)

ACROSS THE US AND INTERNATIONALLY LAST YEAR 330,000 PEOPLE PARTICIPATED IN A BUDDY WALK(R) EVENT
AND RAISED MORE THAN $14 MILLION TO BENEFIT LOCAL PROGRAMS AND SERVICES AS WELL AS SUPPORT NDSS'

4b

{Code:

(Continued on Schedule O, Statement 1)

4c

(Code ) (Expenses $ 755,327 Including grants of $ 1,405 ) (Revenue $ 0)

SVNDROME OUR COMPREHENSIVE LEGISLATIVE AGENDA IS CENTERED AROUND FIVE IMPORTANT AREAS
HEALTHCARE & RESEARCH, EDUCATION, ECONOMIC SELF-SUFFICIENCY, COMMUNITY INTEGRATION AND

4d

(Expenses $ 820,518 Including grants of $ ) (Revenue $ 0)

de

Total program service expenses » 2,729,213

Form 990 (2018)




Form 990 (2018)

M AL

Checkiist of Required Schedules

1

10

11

12a

13
14a

15

16

17

18

19

20 a

21

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

Is the orgamization required to complete Schedule B, Schedule of Contnbutors (see mstructnons)

Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If “Yes,” complete Schedule C, Part |

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, Part Il

Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membershlp dues
assessments, or similar amounts as defined in Revenue Procedure 98-197 If “Yes,” complete Schedule C, Part Il
Did the organization maintain any donor advised funds or any similar funds or accounts for which donors
have the nght to provide advice on the distnbution or investment of amounts i1n such funds or accounts? /f
“Yes,” complete Schedule D, Part | . . . . .

Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If ”Ves, ” complete Schedule D, Part If

Did the orgarization maintain collections of works of art, historical treasures, or other similar assets? If “Yes,”
complete Schedule D, Part Il . - .
Did the organization report an amount in Part X, line 21, for escrow or custodial account hability, serve as a
custodian for amounts not listed in Part X, or provide credit counseling, debt management, credit repair, or
debt negotiation services? If “Yes,” complete Schedule D, Part IV .

Did the organization, directly or through a related organization, hold assets In temporanly restrlcted
endowments, permanent endowments, or quast-endowments? If “Yes,” complete Schedule D, Part V/

If the organization’s answer to any of the following questions 1s “Yes,” then complete Schedule D, Parts VI,
VII, VIIL, IX, or X as applicable.

Did the organization report an amount for land, buildings, and equipment in Part X, ine 10? If “Yes,”
complete Schedule D, Part VI . . . :

Did the organization report an amount for investments—other securities in Part X, line 12 that 1s 5% or more
of its total assets reported in Part X, line 167 If “Yes,” complete Schedule D, Part Vil

Did the organization report an amount for investments—program related in Part X, line 13 that 1s 5% or more
of its total assets reported n Part X, hne 167 If “Yes,” complete Schedule D, Part Vill .

Did the organization report an amount for other assets in Part X, line 15 that 1s 5% or more of its total assets
reported In Part X, line 167 If “Yes," complete Schedule D, Part IX

Did the organization report an amount for other liabilities in Part X, ine 25?7 If “Yes,” complete Schedule D Part X
Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If ‘ Yes,” complete Schedule D, Part X
Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes,” complete
Schedule D, Parts XI and Xl .

Was the organization included in consolidated, mdependent aldited financial statements for the tax year? If
“Yes,” and If the orgamzation answered “No" to line 12a, then completing Schedule D, Parts X! and Xil is optional
Is the organization a school described in section 170(b){(1)(A))? If “Yes,” complete Schedule E

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

Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking,
fundraising, business, investment, and program service activities outside the United States, or aggregate
foreign investments valued at $100,000 or more? If “Yes,” complete Schedule F, Parts | and IV ,
Dud the organization report on Part IX, column (A), ine 3, more than $5,000 of grants or other assistance to or
for any foreign organization? If “Yes,” complete Schedule F, Parts Il and IV

Did the organization report on Part IX, column (A), ine 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If “Yes,” complete Schedule F, Parts Ill and IV. Lo
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)

Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VI, hnes 1¢c and 8a? If “Yes,” complete Schedule G, Part Il .

Did the organization report more than $15,000 of gross income from gaming activities on Part VIII I|ne 9a’7

If “Yes,” complete Schedule G, Part Il

Did the organization operate one or more hosptal faculutnes” If “Yes,” complete Schedu/e H.

If “Yes” to line 20a, did the organization attach a copy of its audited financial statements to this return’7

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}, ine 1? If “Yes,” complete Schedule |, Parts land Ii .

Yes | No
1|V

2 |V

3 v
4 |V

5 v
6 v
7 v
8 v
9 v
10 |V

11a| v

11b v
11c v
11d{ v
11e |/ v
11f | v

12a| v

12b v
13 v
14a v
14b v
15 v
16 v
17 v
18 | vV

19 v
20a v
20b

21 v

Form 990 (2018)




Form 990 (2018) Page 4
2Tl Checklist of Required Schedules (continued)

. Yes | No

22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), ine 2? If “Yes,” complete Schedule |, Parts | and llf . . .. 22 | v

23 D the organization answer “Yes” to Part VI, Section A, line 3, 4, or 5 about compensation of the
organization’s current and former officers, diwectors, trustees, key employees, and highest compensated
employees”? If “Yes,” complete Schedule J ) . ) . ) 23 |V

24a Did the organization have a tax-exempt bond i1ssue with an outstanding princtpal amount of more than
$100,000 as of the last day of the year, that was 1ssued after December 31, 20027 If “Yes,” answer lines 24b

through 24d and complete Schedufe K If “No,” go to line 25a . 24a v
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary penod exceptron’7 . 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? . . . . 24c
d Did the organization act as an “on behalf of” issuer for bonds outstandlng at any trme dunng the year’> .. 24d
25a 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 | .. 25a v

b s the organization aware that it engaged in an excess benefit transaction with a disquahfied 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 .. . .. e 25b v

26 Did the organization report any amount on Part X, line 5, 6, or 22 for recevables 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!l . . . . . . e e 26 v

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee,
substantial contnibutor or employee thereof, a grant selection committee member, or to a 35% controlied

entity or family member of any of these persons? If “Yes,” complete Schedule L, Part Il . . 27 v
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L,
Part IV instructions for applicable filing thresholds, conditions, and exceptions)
a A current or former officer, director, trustee, or key employee? If “Yes,” complete Schedule L, Part IV . 28a v
b A family member of a current or former officer, director, trustee, or key employee? If “Yes,” complete
Schedule L, Part IV .. . 28b v
¢ An entity of which a current or former offlcer dlrector trustee, or key employee (or a famrly member thereof)
was an officer, director, trustee, or direct or indirect owner? If “Yes,” complete Schedule L, Part IV .. 28¢c v
29 Did the organization receive more than $25,000 in non-cash contnbutions? If “Yes,” complete Schedule M 29 | v/
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? /f “Yes,” complete Schedule M . . . 30 v
31  Did the organization liquidate, terminate, or dissolve and cease operations? If “Yes,” complete Schedule N Pan‘ I [ 31 v
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If “Yes,”
complete Schedule N, Part Il . . . 32 v
33 Did the organization own 100% of an en’uty disregarded as separate from the organlzatlon under Regula‘uons
sections 301.7701-2 and 301.7701-3? If “Yes,” complete Schedule R, Part | . .. 33 v
34 Was the organization related to any tax-exempt or taxable entity? If “Yes,” complete Schedule R, Part i, m,
orlV,and PartV, ine 1 . . . . . 34 v
35a Did the organization have a controlled entity W|th|n the meanmg of sect|on 512( )(13)'7 . . 35a v
b If “Yes"” to ne 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, hne 2 . 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-chantable
related organization? If “Yes,” complete Schedule R, Part V, line 2 - 36 v
37 Did the organization conduct more than 5% of its activities through an entity that 1s not a related orgamzatlon
and that 1s treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R, Part VI 37 v
38 Did the organization complete Schedule O and provide explanations in Scheduie O for Part VI, lines 11b and
197 Note. All Form 990 filers are required to complete Schedule O. 38|V

Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in this Part V

1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . . . 1a 15
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable . . 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and

reportable gaming (gambling) winnings to pnize winners? . . . . . . . . . . . . . . . . 1c
Form 990 (2018)




Form 980 (2018)

m Statements Regarding Other IRS Filings and Tax Compliance (continued)

2a

b

3a
b
4a

b

S5a

6a

O T

Jwe o0

12a

13

14a

15

16

Yes | No
Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax T
Statements, filed for the calendar year ending with or within the year covered by this return | 2a 32
If at least one 1s reported on hine 2a, did the organization file all required federal employment tax returns? 2b |V
Note. If the sum of lines 1a and 2a Is greater than 250, you may be required to e-file (see instructions) T
Did the organization have unrelated business gross income of $1,000 or more durnng the year? . 3a |V
If “Yes,” has 1t filed a Form 990-T for this year? If “No” to Iine 3b, provide an explanation in Schedule O . 3b | v
At any time during the calendar year, did the organization have an interest in, or a signature or other authority over,
a financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a v
If “Yes,” enter the name of the foreign country. » | B
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
Was the organization a party to a prohubited tax shelter transaction at any time during the tax year? . 5a v
Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b v
If “Yes” to line 5a or 5b, did the organization file Form 8886-T7 . 5c
Does the organization have annual gross receipts that are normally greater than $1 OO OOO and did the
organization solicit any contributions that were not tax deductible as charitable contributions? . 6a v
If “Yes,” did the organization include with every solicitation an express statement that such contnbutlons or
gifts were not tax deductible? 6b
Organizations that may receive deductlble contrlbutlons under sectlon 170(c) [
Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods |
and services provided to the payor? e 7a v
If “Yes,” did the organization notify the donor of the value of the goods or services provnded’) . 7b
Did the organization sell, exchange, or otherwise dnspose of tang|ble personal property for which 1t was
required to file Form 82827 . . e 7c v
If “Yes,” indicate the number of Forms 8262 filed durmg the year . . . . . . . . L7d I L ]
Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7e v
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f v
If the organization received a contnbution of qualified intellectual property, did the organization file Form 8899 as required? | 7g
If the organization received a contribution of cars, boats, arrptanes, or other vehicles, did the organization file a Form 1098-C? | 7h
Sponsoring organizations maintaining donor advised tunds. Did a donor advised fund maintained by the | 3
sponsoring organization have excess business holdings at any time during the year? . 8
Sponsoring organizations maintaining donor advised funds. L |
Did the sponsoring organization make any taxable distnbutions under section 49667 . . 9a
Did the sponsoring organization make a distribution to a donor, donor advisor, or related person’7 9b
Section 501(c)(7) organizations. Enter
Initiation fees and capital contnbutions included on Part VIIl, Ine 12 . . 10a
Gross receipts, included on Form 990, Part VI, line 12, for public use of club faC|I|t|es . 10b
Section 501(c)(12) organizations. Enter.
Gross income from members or shareholders . . . . . 11a
Gross income from other sources (Do not net amounts due or pald to other sources
against amounts due or recetved from them.) . o 11b
Section 4947(a)(1) non-exempt charitable trusts. Is the orgamzatlon f|||ng Form 990 in lieu of Form 10417 12a
If “Yes,” enter the amount of tax-exempt interest recewed or accrued during the year. . [12b T
Section 501(c)(29) qualified nonprofit health insurance issuers. B
Is the organization licensed to 1ssue qualified health plans in more than one state? . 13a
Note. See the instructions for additional information the organization must report on Schedule O -
Enter the amount of reserves the organization i1s required to maintain by the states in which
the organization s licensed to issue qualified health plans e e RN 13b
Enter the amount of reserves onhand . . . . 13c B
Did the organization receive any payments for mdoor tannmg services dunng the tax year'7 . 14a v
If “Yes,” has it filed a Form 720 to report these payments? If “No,” provide an explanation in Schedu/e O 14b
Is the organization subject to the section 4960 tax on paymem(s) of more than $1,000,000 in remuneration or
excess parachute payment(s) during the year? . . . 15 v
If "Yes," see instructions and file Form 4720, Schedule N. 1
Is the organization an educational institution subject to the section 4968 excise tax on net investment income? | 16 v

If "Yes," complete Form 4720, Schedule O.

l

Form 990 (2018)




Form 990 (2018) Page §
34"l 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 aresponse or noteto anyhne inthisPartVvl . . . . . . . . . . . . .
Section A. Governing Body and Management
Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year. . 1a 24 -
If there are matenal differences in voting rights among members of the governing body, or
if the governing body delegated broad authonty to an executive committee or similar
committee, explain in Schedule O.
b Enter the number of voting members included in ine 1a, above, who are independent 1b 24
2 D any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, director, trustee, or key employee? . . .. e .. . 2 v
3 Did the organization delegate control over management duties customanly performed by or under the direct
supervision of officers, directors, or trustees, or key employees to a management company or other person? 3 v
4 D the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 v
5 Did the organization become aware durning the year of a significant diversion of the organization’s assets? . 5 v
6 Did the organizatton have members or stockholders? e o - 6 v
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? . . . . .. .. . . 7a v
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or persons other than the governing body? . . . . 7b v
8 Did the organization contemporaneously document the meetings held or written actions undertaken dunng
the year by the following
a Thegoverning body? . . . . .. e e e 8a|v
b Each committee with authonty to act on behalf of the governing body’? oL 8b |V
8 Is there any officer, director, trustee, or key employee hsted 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 v
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? . . . 10a v
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
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? |11a| v
b Descrnibe 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,” go to hine 13 12al v
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give nse to conﬂlcts? 12b| v
¢ Did the organization regularly and conststently monitor and enforce compliance with the policy? If “Yes,”
describe in Schedule O how this was done . .. . .o 12¢| v
13 Did the organization have a written whistleblower pollcy’> ol e e e 13 | v
14 Did the organization have a written document retention and destruct|on poI|cy’7 N . 14|V
15 Did the process for determining compensation of the following persons include a review and approval by
independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’'s CEO, Executive Director, or top management official . . . . . . . . . . . . 15a| v
b Other officers or key employees of the organization . . . e e .o 15b v
If “Yes” to line 15a or 15b, describe the process in Schedule O (see |nstructlons)
16a Did the organization invest In, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? e e e .o . 16a v
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
organizatton’s exempt status with respect to such arrangements? . . . . e e 16b

Section C. Disclosure

17
18

19

20

Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A If apphcable) 990 and 990-T (Sectlon 501(c)
(3)s only) available for public inspection. Indicate how you made these available Check all that apply.

Ownwebsite  [] Another's website Uponrequest  [J Other (explain in Schedule O)

Describe in Schedule O whether (and if so, how) the organmization made its governing documents, conflict of interest policy, and
financial statements available to the public during the tax year.

State the name, address, and telephone number of the person who possesses the organization’s books and records P

CEA SCHOLTES AND ASSOCIATES, (410)323-0010

106 TUNBRIDGE ROAD, BALTIMORE, MD 21212 Form 990 (2018)




Form 990 (2018) Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check If Schedule O contains a response or notetoanylneinthisPartVit . . . . . . . . . . . . . O
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
ta 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.
« | ist all of the organization’s current key employees, If any. See instructions for definition of “key employee ”
¢ List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee)
who received 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.

¢ 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.

¢ 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 indwidual frustees or directors, institutional trustees, officers, key employees, mghest
compensated employees, and former such persons.

[J Check this box if nerther the organization nor any related organization compensated any current officer, director, or trustee

(€}
@ B {do not chgfks:trlg:e than one (O} ® g
Name and Title Average | pox, unless person is both an Reportable Reportable Estimated
hours per | officer and a director/trustes) | compensation |compensation from amount of
week (st any] es] sl ol =z = from related other
hours for ol 2l 2|2 g@ Q the organizations compensation
related 35|E|8|a|58] 3| organeaton | (W-2/1099-MISC) from the
organizations| 2§ | § 2|35~ |w-2r1099-miSC) organization
below dotted| = | & k] S and related
line) = 3 ] organizations
® g
F GORDON SPOOR 3 1.50
CHAIR 0.00 v/ v 0 ] 0
_CAPT ROBERT P TAISHOFF_ )
FORMER CHAIR 0.00 v v 0 0 0
CHARLESESYMINGTONJR | 1.50 |
VICE CHAIR 0.00 v v 0 0 0
CARLO FRAPPOLLI 3 1.50 |
TREASURER 0.00 v v 0 0 0
TIFFANY BARFIELD 1.50
SECRETARY 0.00 v v 0 0 0
AMY G ALLYN 1010
DIRECTOR 0.00 v 0 0 0
CHRISTOPHERBROOKS | 0.70 |
DIRECTOR 0.00 v 0 0 0
_PAUL BRUNSWICK I 0.70 |
DIRECTOR 0.00 v ) 0 0 0
JANETEISSENSTAT 1070
DIRECTOR 0.00 v 0 0 0
STEVEFREEMAN 1. 0.70 |
DIRECTOR 0.00 v 0 0 0
SEANFROMM 0.70
DIRECTOR 0.00 v 0 0 0
CHARLESAGERHARDTIN | 0.70 |
DIRECTOR 0.00 v 0 0 0
ELIZABETH GOODWIN ) 070
DIRECTOR 0.00 v 0 0 0
ANTHONY GOSTKOWSKI 0.70 | N .
DIRECTOR 0.00 | v 0 0 , 7 0

Form990 (2018)
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icla @/l Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors

)
Position
w ) (do not check more than one © ® ®
Name and Title Average | pox, unless person 1s both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | compensation |compensation from amount of
week (st an os]slol =Tz o from related other
hours for S_E_ é_ e}l 3588 the organizations compensation
related H a 18| e %E f—é organization (W-2/1099-MISC) from the
organizations| 2§ 51" -g § a | 7 [(W-2/1099-MISC) organization
below dotted| £ < | & elg and related
line) 5 S e B organizations
8|2 2
[1] I
© @
Q
BRANDONGRUBER . 0.70 |
DIRECTOR 0.00 v ) 0 0 0
ANNETTE HALPRIN ] 0.70 |
DIRECTOR 0.00 v 0 0 0
MARK JOHNSON .. 0.70__ |
DIRECTOR 0.00 v 0 0 0
RICKKOSMALSKY . sl
DIRECTOR 0.00 v ] 0 0
HEATHERLAVALLEE 0.70
DIRECTOR 0.00 v 0 0 0
ROGERHREEVES ... 0.70
DIRECTOR 0.00 v 0 0 0
BRIAN RODGERS 070 |
DIRECTOR 0.00 v 0 0 0
ERIN THOMPSON e ] ..070
DIRECTOR 0.00 v 0 0 0
LAURIEWALTERS ... 0.70
DIRECTOR 0.00 v 0 0 0
TIMOTHY WILBRICHT 1. 0.70 |
DIRECTOR 0.00 v 0 0 0
_SARA WEIR - _.1...40.00
PRESIDENT 0.00 v 239,532 0 12,519
_CEA SCHOLTES AND ASSOCIATES el 30.00 |
DIRECTOR OF FINANCE 0.00 v 103,216 0 0

t
Fosi 900 (2018)
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CIaQ/llll Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) G)]

(C}
Position

(do not check more than one
Name and title Average | box, unless person is both an
hours per | officer and a director/trustee)

O

week (list any

g
hoursfor | 23

5 £

related 35
OrgdniZations g—s—
below dotted| =
line) &

["]

o

8318NJ] [BUONNMISU]

FEL )
2akojdwa Aay

o

eakojduwr

paiesuadwod 1saybiH

from
the

JauLoL

Reportable
compensation

organization
(W-2/1099-MISC)

(€)
Reportable
compensation from
related

organizations
(W-2/1099-MISC)

(]

Estimated
amount of
other
compensation
from the
organization
and related
organizations

1b Sub-total .
c Total from contlnuatlon sheets to Part VII Sect|on A
d Total (add lines 1b and 1¢)

> 342,748 0 12,519
»
> 342,748 0 12,519

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

reportable compensation from the organization »

1

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

employee on line 1a? If “Yes,” complete Schedule J for such individual

4  For any individual histed on line 1a, I1s the sum of reportable compensation and other compensation from the
organization and related organizations greater than $150,000? /f “Yes,” complete Schedule J for such

individual .

5 Did any person listed on I|ne 1a receive or accrue compensation from any unrelated orgamzatlon or rndlwdual

for services rendered to the organization? /f “Yes,” complete Schedule J for such person

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) (C)
Name and business address Description of services Compensation
JONES PR, 228 ROBERT S KERR, SUITE 500, OKLAHOMA CITY, OK 73102 PR SERVICES AND MEDIA A§ 126,000
41ST STREET LEVY, 666 BROADWAY 2ND FLOOR, NEW YORK, NY 10012 RENTAL EXPENSE 112,857

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

recelved more than $100,000 of compensation from the organization »

2

Form 990 (2018)
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Check if Schedule O contains a response or note to any line in this Part VIII . .. .. ]
- T (A) (8) (C) (D)

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

) ) ] revenue 512-514
£ 2| 12 Federated campaigns . 1a 271.164 o
g 3 b Membership dues 1b 1,825
,,,—5 ¢ Fundrasing events . ic 21,516
gé d Related organizations . 1d 0
g E e Government grants (contributions) | 1e 0
¥ f Al other contributtons, gifts, grants,
3 f:_’ and simifar amounts not included above | 1f 1,806,174
£ 8 g Noncash contributions included in lines 1a-1f § 125,319
35| h Total Add lines 1a 1f e 2,106,679 |
K Rusinaas Gode | I - o
$ | 2a CONFERENCE INCOME 900099 12,644 12,644 0 0
% b SPEAKERFEES 900099 8,250 8,250 0 0
L c
5 d T
w
g e
§) f All other program service revenue . 0 __ 0 0 0
& | g Total Add lines 2a-2f .. _» 20,894 ) _
3 Investment income (including dividends, Interest,
and other similar amounts) > 283,743 0 0 283,743
4  Income from investment of tax-exempt bond proceeds » 0 0 0 0
5 Royalties .. ... P 0 0 ___ 0 0
() Real (i) Personal
6a Gross rents
b Less rental expenses
¢ Rental income or {loss) 0 0 _ . I R
d Net rental income or (loss) ... »
7a  Gross amount from sales of | @ Secunties (1) Other N
assets other than nventory 1,039,255 0 s R
b less cost or other basis
and sales expenses . 938,335 0
¢ Gainor(loss) . 100,920 0
d Net gain or (loss) » 100,920 _ 0 _0 __ 100,920
|
g 8a Uross income from tundraising i
¢ events (wtincluding $ 27,516 "
&’ of contributions reporfé-d-ar.l'l-l-rl'é"féi: '
E, See Part IV, Ine 18 . . . a 659,837
FSS b Less' direct expenses . b 378553 o _
¢ Net income or (loss) from fundraising events » 281,284 950 280,334
9a Gross income from gaming actvities. e o
See Part IV, Iine 19 . a
b Less direct expenses . b 777 o I _ L
¢ Net income or (loss) from gaming activities . >
10a Gross sales of Iinventory, less B
relurns and allowances . a 7,151
b Less cost of goods sold b 13,371 - _ )
¢ Net income or (loss) from sales of inventory . > -6,220 -6,220 0 0
Miscellaneous Revepue Business Code fﬁiiﬂﬁ o B ;i - j . _; I
11a OTHERINCOME =~ 900099 6,451 6,451 0 0
b T T S P
c ...... -
d All other revenue . 0 0 0 0
e Total. Add lines 11a-11d . > 6a51] ] | ]
12 Total revenue. See instructions > 2,793,751 21,125 950 664,997

Form 990 (2018)
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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 note to any line in this Part IX . .. O
Do not include amounts reported on lines 6b, 7b, Total (A) b (8) (C) o]
8b, 9b, and 10b of Part VIll. olel expenses Copences | paer expanse Fenpenses)
1 Grants and other assistance to domestic organizations 1
and domestic governments. See Part IV, line 21
2 Grants and other assistance to domestic
individuals. See Part IV, ling 22 . 30,621 30,621 .
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, hnes 15 and 16 .
4  Benefits paid to or for members B _ o
5 Compensation of current officers, dlrectors
trustees, and key employees . 242,662 207,768 13,443 21,451
6  Compensation not included above, to d|squallfled
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7  Other salares and wages 862,126 738,153 47,762 76,211
8  Pension plan accruals and contributions (include .
section 401(k) and 403(b) employer contnbutions) 21,499 18,408 1,191 1,900
9  Other employee benefits 60,295 51,624 3,340 5,331
10  Payroll taxes . . 81,279 69,590 4,503 7,186
11 Fees for services (non- employees)
a Management
b Legal 45,554 18,406 17,895 9,253
¢ Accounting 129,352 52,264 50,814 26,274
d Lobbying . 99,115 99,115 0 0
e Professional fundraising services See Part IV, Ime 17 o }
f Investment management fees 21,250 0 21,250 0
g  Other. (if ine 11g amount exceeds 10% of lne 25, column
(A) amount, list line 11g expenses on Schedule O) 1,592 643 625 324
12  Advertising and promotion
13  Office expenses 112,180 68,539 7,041 36,600
14  Information technology 76,365 50,852 10,909 14,604
15 Royalties .
16  Occupancy 175,950 150,648 9,748 15,554
17 Travel . 330,847 242,117 9,403 79,327
18  Payments of travel or entertamment expenses
for any federal, state, or local public officials
19  Conferences, conventions, and meetings 384,089 379,838 219 4,032
20 Interest . .
21 Payments to afflllates . 19,068 18,668 0 400
22  Depreciation, depletion, and amortlzatlon 217,672 23,693 1,533 2,446
23 Insurance . Coe e e 7,267 418 2,437] 712
24  Other expenses ltemize expenses nol covered | ° ;
ahave (| 1st niscellaneous expenses i line 24e, if
line 24e amount exceeds 10% of line 25, column
(A) amount, list Iine 24e expenses on Schedule O.) ] o
a2 PRINTING PUBLICATIONS AND FILM 369,169 313,326 2, 908 52,935
b _CONSULTANTS 149,341 115,744 1,322 32,275
¢ TEAMNDSS RACE ENTREES AND FOOD 24,915 10,000 0 14,915
d DUES ANDSUBSCRIPTIONS 42,551 34,055 1,002 7,494
e All other expenses 42,522 31,023 5,986 5,513
25  Total functional expenses. Add lines 1 through 24e 3,357,281 2.729.213 213,331 414,737
26 Joint costs. Complete this hne only if the

organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here » [] i
following SOP 98-2 (ASC 858-720) .

Form 990 (2018)
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EET 9@ Balance Sheet
Check If Schedule O contains a response or note to any line in this Part X . ]
(A) (B)
Beginning of year End of year
1 Cash—non-interest-bearing . ' 754,279| 1 580,586
2 Savings and temporary cash investments . 0] 2 0
3 Pledges and grants receivable, net 158,226 | 3 198,596
4  Accounts recewvable, net 0] 4 0
5 Loans and other receivables from current and former ofﬁcers dlrectors - - ]
trustees, key employees, and highest compensated employees.
Complete Part Il of Schedule L .. A ol 5 0
6 Loans and other receivables from other disqualified persons (as defined under section ’
4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing employers and
sponsoring organizations of section 501(c)(9) voluntary employees' beneficiary
‘3 organizations (see instructions) Complete Part Il of Schedule L ol 6 0
el 7 Notes and loans recelivable, net 0| 7 0
<| 8 Inventones for sale or use 19,846 8 4,064
9 Prepaid expenses and deferred charges 94,7721 9 107,181
10a Land, buildings, and equipment cost or o T
other basis. Complete Part VI of Schedule D 10a 121,401
Less accumulated depreciation 10b 78,080 67,865 10¢C 43,321
11 Investments— publicly traded securities . 11,140,611 11 10,959,231
12 Investments—other securities. See Part IV, ine 11 0| 12 0
13  Investments—program-related See Part IV, line 11 o] 13 0
14  Intangible assets 0| 14 0
15  Other assets. See Part IV, Ime 11 21,996| 15 21,996
16 Total assets. Add lines 1 through 15 (must equal I|ne 34) 12,257,595| 16 11,914,975
17  Accounts payable and accrued expenses . 253,164| 17 396,504
18  Grants payable . 0| 18 0
19  Deferred revenue . 119,811] 19 168,276
20 Tax-exempt bond lhabilities . 0] 20 0
21 Escrow or custodial account hability. Complete Part IV of Schedule D o] 21 0
@ |22 Loans and other payables to current and former officers, directors, I O
g trustees, key employees, highest compensated employees, and
o disqualified persons Complete Part |l of Schedule L ol 22 0
J 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 labilities (including federal income tax, payables to related third
parties, and other habtlities not included on lines 17-24). Complete Part X
of Schedule D ol 25 0
26 Total liabilities. Add lines 17 through 25 .. 372,975| 26 564,780
o Organizations that follow SFAS 117 (ASC 958), check here ™ (2] and| el |
o complete lines 27 through 29, and lines 33 and 34, acd -
§ |27  Unrestricted net assets . 10,405,554 | 27 9,858,691
o |28  Temporarily restricted net assets . 405,625| 28 418,063
T |29 Permanently restncted net assets ] 1,073.441) 29 _ 1,073,441
z Organizations that do not follow SFAS 117 (ASC 958), check here » [J and
5 complete lines 30 through 34.
.q‘!.; 30 Caprtal stock or trust principal, or current funds . 30
2131 Paid-in or capital surplus, or land, building, or equipment fund 31
f‘_ 32 Retamned earnings, endowment, accumulated income, or other funds . 32
2|33 Total net assets or fund balances . . 11,884,620 | 33 11,350,195
34 Total habilities and net assets/fund balances . 12,257,595] 34 11,914,975

Form 990 (2018)
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Check if Schedule O contains a response or note to any line in this Part XI . |
1 Total revenue (must equal Part VIIl, column (A), line 12) . 1 2,793,751
2 Total expenses (must equal Part IX, column (A), ine 25) 2 3,357,281
3 Revenue less expenses Subtract ine 2 from line 1 . . 3 -563,530
4  Net assets or fund balances at beginning of year (must equal Part X, Ilne 33 column (A)) . 4 11,884,620
5 Net unrealized gains (losses) on investments 5 29,105
6 Donated services and use of facilities 6 0
7 Investment expenses 7 0
8  Prior period adjustments . . . 8 0
9  Other changes In net assets or fund balances (explaln n Schedule 0) . 9 0
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, hne
33, column (B)) .. 10 11,350,195
Financial Statements and Reporting
Check if Schedule O contains a response or note to any hne in this Part XII . . O
Yes | No
1 Accounting method used to prepare the Form 990 [] Cash Accrual  [] Other T
If the organization changed its method of accounting from a prior year or checked “Other,” explain in N s
Schedule O. - i
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? . 2a v
If “Yes,” check a box below to indicate whether the financial statements for the year were compiled or i#-:_ 1T
reviewed on a separate basis, consolidated basts, or both ] ) s
[J Separate basis  [J Consolidated basis [1Both consolidated and separate basis - .
b Were the organization's financial statements audited by an independent accountant? 2b | vV
If “Yes,” check a box below to indicate whether the financial statements for the year were audited ona | | ~ S
separate basis, consolidated basis, or both- : ,
Separate basis  [] Consolidated basis [] Both consolidated and separate basis _ . -
¢ If “Yes” to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight
of the audit, review, or compllation of its financial statements and selection of an independent accountant? 2 | vV
If the organization changed either its oversight process or selection process during the tax year, explanin | DR
Schedule O. R
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in
the Single Audit Act and OMB Circular A-1337. 3a v
b If “Yes,” did the organization undergo the required audit or audlts'> If the organlzatlon d|d not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits. 3b

Form 990 (2018)
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Open to Public

SCHEDULE A Public Charity Status and Public Support
(Form 990 or 990-EZ)

Complete If the organization 1s a section 501(c){3) organization or a section 4947(a)(1) nonexempt charitable trust.
» Attach to Form 990 or Form 990-EZ.

Department of the Treasury

internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information, Inspection
Name of the orgamization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567

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.}
1 [J A church, convention of churches, or association of churches described in section 170(b){1){(A)(i). D w)

2 [ A school described in section 170(b)(1){A){ii). (Attach Schedule E (Form 990 or 990-E7) )

3 [JA hospital or a cooperative hospttal service organization described in section 170(b){(1)(A)(iii).

4 [J A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(ii1). 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 iI.)

[ A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).
An organization that normally receives a substantial part of its support from a governmental unit or from the general public
descnbed in section 170(b)(1)(A){vi). (Complete Part il.)

8 [ A community trust described in section 170(b){1){A}(vi). (Complete Part il )

9 Oan 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 coliege of agnculture (see instructions). Enter the name, city, and state of the college or
untversity.

10 [ An organization that normally receives (1) more than 3372% of its support from contributions, membership fees, and gross
recelpts 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 [J 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 ines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a [J Type l. A supporting organization operated, supervised, or controlled by its supported orgamization(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 ll. 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.

¢ [ Type lll 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 [O Type Il non-functionally integrated. A supporting organization operated in connection with its supported organization(s)
that I1s not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part 1V, Sections A and D, and Part V.

~N o

e [0 Check this box if the organization received a written determination from the IRS that it 1s a Type |, Type il, Type il
functionally integrated, or Type Il non-functionally integrated supporting organtzation.

f  Enter the number of supported organizations . . .. .. e . ::
g Provide the following information about the supported organlzatlon(s)

) Name of supported organization {n) EIN () Type of organization | () Is the organization | (v) Amount of monetary (v1) Amount of
(described on lines 1-10 |histed in your governing support (see other support (see
above (see mnstructions)) dacument? instructions) instructions)

Yes No
(A)
(B)
(C)
o)
(E)
Total & 11|

For Paperwork Reduction Act Notice, see the Instructions for Form 930 or 990-EZ. Cat No 11285F Schedule A (Form 990 or 990-EZ) 2018
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Support Schedule for Organizations Described in Sections 170(b)(1)(A){(iv) and 170{b)(1)(A)}{vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under
Part IIi. If the organization fails to qualify under the tests listed below, please complete Part l1l.)

Section A. Public Support

Calendar year (or fiscal year beginning in) » (a) 2014 {b) 2015 {c) 2016 {(d) 2017 (e) 2018 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
Include any “unusual grants.”) 2,090,283 1,498,475 3,130,011 2,510,354 2,106,679 | 11,335,802
2 Tax revenues levied for the
organizatton’s benefit and either pad
to or expended on its behalf
3 The value of services or facilities
furnished by a governmental unit to the
organization without charge .
Total. Add lIines 1 through 3. 2,090,283 1,498,475 3,130,011 2,510,354 2,106,679 11,335,802
5 The portion of total contributions by
each person (other  than a
governmental unit or publicly
supported organization} Iincluded on
hine 1 that exceeds 2% of the amount |
shown on line 11, column (f) . ‘ 66,623
6  Public support. Subtractline 5 from line 4| - 11,269,179
Section B. Total Support
Calendar year (or fiscal year beginning in) » (a) 2014 (b) 2015 {c) 2016 (d) 2017 {e) 2018 {f) Total
7 Amounts from line 4 2,090,283 1,498,475 3,130,011 2,510,354 2,106,679 11,335,802
8 Gross income from interest, leldends
payments received on secunities loans,
rents, royalties, and income from
similar sources - - 230,360 208,491 215,967 244,143 283,743 1,182,704
9 Net income from unrelated business
activities, whether or not the business
Is regularly carried on 1,492 4,773 0 0 950 7,215
10 Other income. Do not include gain or
loss from the sale of capital assets
(Explain in Part VI.) . . 9,453 22,543 9,362 34,133 13,602 89,093
11 Total support. Add lines 7 through 10 | B L s T T 12,614,814
12  Gross recelpts from related activities, etc. (see mstructlons) 12 I 105,448
13  First five years. If the Form 990 s for the organization's first, second thlrd fourth or f|fth tax year as a section 501(c)(3)
organization, check this box and stop here . > O
Section C. Computation of Public Support Percentage
14 Publc support percentage for 2018 (line 6, column (f) divided by line 11, column {f)) 14 89.33 %
15  Public support percentage from 2017 Schedule A, Part ll, ine 14 15 89.91 %
16a 3313% support test—2018. If the organization did not check the box on I|ne 13 and ||ne 14 1s 33'3% or more, check this
box and stop here. The organization qualifies as a publicly supported organization . >
b 33'13% support test—2017. If the organization did not check a box on Iine 13 or 16a, and I|ne 15 1S 33‘/3% or more, check
this box and stop here. The organization qualifies as a publicly supported organization . > [
17a 10%-facts-and-circumstances test—2018. 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
organization . . » O
b 10%-facts-and-circumstances test—2017. If the orgamization did not check a box on line 13, 16a, 16b, or 17a, and line
1515 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 >
18  Private foundation. If the orgamzatlon d|d not check a box on Ilne 13 16a 16b 17a or 17b check th|s box and see
instructions > O

Schedule A (Form 990 or 990-EZ) 2018
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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 I1.)
Section A. Public Support /
Calendar year (or fiscal year beginning in) » {a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) 2018 {f) Toyél
1 QGifts, 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 1s related to the
organization’s tax-exempt purpose

3  Gross receipts from activities that are not an //

unrelated trade or business under section 513

4 Tax revenues levied for the
organization's benefit and either paid to
or expended on its behalf

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

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

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

b Amounts included on lnes 2 and 3
received from other than disqualified
persons that exceed the greater of $5,000
or 1% of the amount on line 13 for the year

¢ Addlnes7aand7b . . . . . /|
8 Public support. (Subtract line 7c from | Co- T I oo T T
ne6) . . . . . . " - / - A O a
Section B. Total Suppo /
Calendar year (or fiscal year beginning in) » {a) 2014 (b) 2015 (¢f2016 (d) 2017 (e) 2018 (f) Total
9 Amounts from line 6 P
10a Gross income from Interest, dwidends, 4
payments received on securities loans, rents,
royalties, and income from simtlar sources /
b Unrelated business taxable income (less
section 511 taxes) from businesses
acquired after June 30, 1975 .
¢ Add lines 10a and 10b .. 4
11 Net income from unrelated business
activities not included in line 10b, whether
or not the business 1s regularly carrned on
12 Other income. Do not include gain or
loss from the sale of capital assets
(ExplanmPartVvi). . . . . . .
13 Total support. (Add lines 9, 10c, 11,
and 12.) e
14  First five years. If the Form 990 )s"for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c}(3)
orgamzahon,checkthlsboxangstophere R T T I
Section C. Computation of Public Support Percentage
15 Public support percentag?f(‘)r 2018 (line 8, column (f), divided by line 13, column (f)) . . . . 15 %
16 Public support percentagé from 2017 Schedule A, Part lll, ine15 . . . L e . 16 %
Section D. Computation of Investment Income Percentage
17  Investment income pércentage for 2018 (line 10¢, column (), dvided by line 13, column (f)) . . . | 17 %
18 Investment mcome’percentage from 2017 Schedule A, Part IIl, Iine 17 e . . . . . .| 18 %
19a 33'3% support tests—2018. If the organization did not check the box on line 14, and line 15 1s more than 33'5%, and line
17 1s not more/than 33'3%, check this box and stop here. The organization qualifies as a publicly supported organization . W O

b 33'3% support tests—2017. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33'3%, and
hine 18 1s net more than 3313%, check this box and stop here. The organization qualifies as a publicly supported organization  » O

20 Private foundation. If the organization did not check a box on line 14, 193, or 19b, check this box and see instructions  » []
/ Schedule A (Form 990 or 990-E2) 2018




Schedule A (Form 990 or 990-EZ) 2018
Supporting Organizations
(Complete only if you checked a box in line 12 on Part 1. 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.)

Page 4

Section A. All Supporting Organizations

3a

4a

5a

9a

10a

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.

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

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

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

Did the orgamization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If “Yes,” explan in Part VI what controls the organization put in place to ensure such use

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

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.

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.

Did the organization add, substitute, or remove any supported organizations during the tax year? /f “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;
() the authonty under the orgarization’s organizing document authorizing such action; and (iv) how the action
was accomplhished (such as by amendment to the organizing document)

Type | or Type il only. Was any added or substituted supported organization part of a class already
designated in the organization’s orgamizing document?

Substitutions only. Was the substitution the result of an event beyond the organization’s control?

Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (1) its supported organizations, () individuals that are part of the chantable class benefited
by one or more of its supported organizations, or (i} other supporting organizations that also support or
benefit one or more of the filing organization’s supported organizations? If “Yes,” provide detail in Part V.

Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(as 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-E2).

Did the organization make a loan to a disqualified person (as defined in section 4958) not described in hine 77
If “Yes,” complete Part | of Schedule L (Form 990 or 990-E2)

Was the organization controlled directly or indirectly at any time dunng 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.

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.

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? /f “Yes,” provide detail in Part VI.

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

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 )

Yes

5a

5b

5¢

10a

]

10b

Schedule A (Form 990 or 990-EZ) 2018
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m Supporting Organizations (continued)

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?
b A family member of a person descnbed in (a) above?
¢ A 35% controlled entity of a person descnbed in (a) or (b) above? If “Yes"” to a, b, or ¢, provide detail in Part VI.

Yes

No

11a

11b

11c

Section B. Type | Supporting Organizations

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

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 carned out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization

Yes

No

Section C. Type |l Supporting Organizations

1 Were a majority of the organization’s directors or trustees during the tax year also a majonty of the directors
or trustees of each of the organization’s supported organization(s)? /f “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)

Yes

No

Section D. All Type lll Supporting Organizations

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, (1) a written notice describing the type and amount of support provided during the prior tax
year, (1) a copy of the Form 990 that was most recently filed as of the date of notification, and () coptes of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?

2 Were any of the organization’s officers, directors, or trustees either (1) appointed or elected by the supported
organization(s) or (1) serving on the governing body of a supported organization? If “No,” explain in Part VI how
the organization maintained a close and continuous working refationship with the supported organization(s)

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.

Yes

No

3

Section E. Type lll Functionally Integrated Supporting Organizations

1 Check the box next to the method that the orgarization used to satisfy the Integral Part Test during the year (see instructions)

a [ The organization satisfied the Activities Test. Complete line 2 below
b [J The organization is the parent of each of its supported organizations Complete line 3 below

¢ [ The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions)

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.

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
actvities but for the organization’s involvement

3 Parent of Supported Organizations. Answer (a) and (b) below.

a Did the organization have the power to regularly appoint or elect a majonty of the officers, directors, or
trustees of each of the supported organizations? Provide details in Part VI.

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

__|Yes| No
2a _
2b
3a

|
3b

Schedule A (Form 990 or 990-EZ) 2018
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EERY  Type il Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 [JCheck 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 organmizations must complete Sections A through E.

Section A—Adjusted Net Income

(A) Prior Year

(B) Current Year
(optional)

1 Net short-term capital gain

2 Recoveries of prior-year distnbutions

3 Other gross income (see Instructions)

4 Add Iines 1 through 3

5 Depreciation and depletion

O H(WIN| =

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 iIncome (see instructions)

[+)]

7 Other expenses (see instructions)

EN |

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

Section B—Minimum Asset Amount

1 Aggregate fair market valuc of all non cxempt-use assets (see
instructions for short tax year or assets held for part of year)

9

(A) Prior Year

(B) Current Year
{optional)

=

+

a Average monthly value of secunties

1a

b Average monthly cash balances

1b

¢ Fair market value of other non-exempt-use assets

1c

d Total (add lines 1a, 1b, and 1¢)

1d

e Discount claimed for blockage or other
factors (explain in detail in Part VI)

2 Acquisition indebtedness applicable to non-exempt-use assets

N

3 Subtract hne 2 from line 1d.

w

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

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

6 Multiply line 5 by .035.

7 Recoveries of prior-year distributions

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

iN(O|O b

Section C—Distributable Amount

Current Year

1 Adjusted net income for pnor 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

(D |W[N =

6 Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction (see instructions)

6

i
1

L

7 [ Check here If the current year Is the organization's first as a non-functionally integrated Type Il supporting organization (see

instructions).

Schedule A (Form 990 or 990-EZ) 2018
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mype IIt Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D—Distributions Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes

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

Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets !

Qualified set-aside amounts (prior IRS approval required)

Other distributions (describe in Part VI). See instructions

Total annual distributions. Add lines 1 through 6

Distributions to attentive supported organizations to which the organization 1s responsive
{provide details in Part VI) See instructions

Distributable amount for 2018 from Section C, line 6

10 Line 8 amount divided by line 9 amount

N

X IN|BH|O S|

©0

(i) () iii)
S Underdistributions Distributable
Excess Distributions Pre-2018 Amount for 2018

Section E—Distribution Allocations (see instructions)

1 Distributable amount for 2018 from Section C, line 6

2 Underdistnibutions, If any, for years prior to 2018
(reasonable cause required—explain in Part Vi), See
instructions.
Excess distributions carryover, If any, to 2018
From 2013
From 2014
From 2015
From2016 . . . . .
From 2017 . .. g
Total of ines 3a through e
Applied to underdistributions of prior years |
Applied to 2018 distnbutable amount ! .
Carryover from 2013 not applied (see instructions)
Remainder. Subtract lines 3g, 3h, and 3i from 3f.
Distributions for 2018 from
Section D, line 7 $ |
a Applied to underdistnibutions of prior years
Applied to 2018 distributable amount

¢ Remainder. Subtract lines 4a and 4b from 4. )
5 Remaining underdistributions for years prior to 2018, if |

any. Subtract lines 3g and 4a from iine 2. For result
greater than zero, explain in Part Vi. See instructions.

w

= |7k [™e{ajo|Tiv

H

o

6 Remaining underdistributions for 2018 Subtract lines 3h
and 4b from line 1 For result greater than zero, explain in
Part VI. See instructions

7  Excess distributions carryover to 2019. Add lines 3
and 4c.

8 Breakdown of ine 7

Excess from 2014 .

Excess from 2015 .

Excess from 2016 .

Excess from 2017 .

Excess from 2018 .

o a|0jo|e

Schedule A (Form 990 or 990-EZ) 2018
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Supplemental Information. Provide the explanations required by Part I, line 10; Part lf, ine 17a or 17b; Part
ill, ine 12; Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, 9b, 9¢, 11a, 11b, and 11c, Part IV, Section
B, ines 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,
Iines 2, 5, and 6. Also complete this part for any additional information. (See instructions.)

Schedute A (Form 990 or 990-E2) 2018




SCHEDULEGC | Political Campaign and Lobbying Activities | omBNo 1545-0047

(Form 990 or 990-E2) @@ 1 8

Open to Public
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

e Section 501(c)(3) organizations Complete Parts I-A and B Do not complefe 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-8

« Section 527 organizations Complete Part |-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 li-A. Do not complete Part II-B

* Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)) Complete Part II-8 Do not complete Part II-A

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

¢ Section 501(c)(4), (5). or (6) organizations Complete Part llI.
Name of organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567
m 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 campargn activities in Part IV. (see instructions for
definition of “pohtical campaign activities”)
2  Political campaign activity expenditures (see instructions) . e ... > $
3  Volunteer hours for poliical campaign activities (see instructions)
Complete if the organization is exempt under section 501 (c)(3)
Enter the amount of any excise tax incurred by the organization under section 4955
2 Enter the amount of any excise tax incurred by organization managers under section 4955 .
3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year?
4a Was a correction made? .
b If “Yes,” describe in Part IV.
W Complete if the organization is exempt under section 501(c), except section 501(c)(3).
1  Enter the amount directly expended by the filing organlzatro‘n for section 527 exempt function

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

Department of the Treasury | » Complete if the organization is described below. P Attach to Form 990 or Form 990-EZ.
Internal Revenue Service » Go to www.irs.gov/Form390 for instructions and the fatest information.

activites . . . N
2 Enter the amount of the frhng orgamzatlon s funds contnbuted to other organlzatrons for section

527 exempt function activities . . Y 2
3 Total exempt function expenditures Add Irnes 1 and 2. Enter here and on Form 1120-POL,

lnet17b . . . Coe e e N O B
4 Did the filing organrzatron file Form 1120-POL for this year'7 o . : . . Llyes [INo

5  Enter the names, addresses and employer identification number (EIN) of all section 527 polmcal 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 poltical organization, such
as a separate segregated fund or a political actton 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 pohtical
filng organization's contributions received and
funds If none, enter -0- promptly and directly

delwered to a separate
political organization
If none, enter -0-

(1) et

.

) SO —

) : -

e T —

@ e e

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 50084S Schedule C (Form 890 or 990-EZ) 2018
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section 501(h)).

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

A Check » []f the filing organization belongs to an affiiated group (and list in Part IV each affiliated group member’s name,
address, EIN, expenses, and share of excess lobbying expenditures).

B Check » []f the filing organization checked box A and “limited control” provisions apply

Limits on Lobbying Expenditures {a) Filing {b) Affihated
(The term “expenditures” means amounts paid or incurred.) organization’s totals group totals
1a Total lobbying expenditures to influence public opinion (grass roots lobbying) 75,513
b Total lobbying expenditures to influence a legislative body (direct lobbying) 129,367
¢ Total lobbying expenditures (add lines 1a and 1b) 204,880
d Other exempt purpose expenditures . 3,152,401
e Total exempt purpose expenditures (add lines 1c and 1d) . 3,357,281
f Lobbying nontaxable amount Enter the amount from the following table n both
columns. 317,864
If the amount on line 1e, column (a) or (b} I1s: [ The lobbying nontaxable amount is: - o -
Not over $500,000 20% of the amount on'line 1e .
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 ] i
Over $17,000,000 $1,000,000 | i o
g Grassroots nontaxable amount (enter 25% of line 1f) 79,466
h Subtract line 1g from line 1a If zero or less, enter -0- 0
i Subtract hne 1f from hine 1c. If zero or less, enter -0- .. 0
] If there 1s an amount other than zero on etther line 1h or Iine 11 did the orgamzatuon file Form 4720
reporting section 4911 tax for this year? Yes |:| No
| 4-Year Averaglng 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) 2015 {b) 2016 {c) 2017 (d) 2018 (e) Total
‘ beginning in)
|
! 2a Lobbying nontaxable amount
254,000 256,575 343,986 317,864 1,172,425
b Lobbying celling amount T D - |
(150% of Itne 2a, column (g)) L ) N L | 1,758,638
¢ Total lobbying expenditures
137,222 127,841 118,378 204,880 588,321
d Grassroots nontaxable amount
63,500 | 64,144 85,997 79,466 293,107
e Grassroots ceiling amount T ) N ) )
(150% of Iine 2d, column (e)) [ . . L 439,661
f Grassroots lobbying expenditures
59,684 55,411 58,271 75,513 248,879

Schedule C (Form 990 or 990-EZ) 2018
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FTaR:] 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 1a through 1i below, provide in Part IV a detaled @) ®l
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 Volunteers? . . 5

b Paid staff or management (include compensatlon In expenses reported on I|nes 1c through 1|) .

¢ Media advertisements”?

d Mailings to members, legislators, or the pubhc”

e Publications, or published or broadcast statements?

f Grants to other organizations for lobbying purposes?

g Duwect contact with legislators, their staffs, government officials, or a leg|s|at|ve body’7

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

i Other activities?

i Total. Add lines 1c through 1| . . , T

2a Did the activities in line 1 cause the orgamzatnon to be not descnbed in sectlon 501 (c)(3)7 . T —

b If “Yes,” enter the amount of any tax incurred under section 4912 . . . . . )

c i “Yes,” enter the amount of any tax incurred by organization managers under sectlon 4912 o

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 alt (30% or more) dues received nondeductible by members? . .. 1
2  Did the organization make only in-house lobbying expenditures of $2,000 or less? . . . 2
3 Did the organization agree to carry over lobbying and political campaign activity expenditures from the prior year’7 3
U] Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered “No,” OR (b) Part llI-A, line 3, is

answered “Yes.”
1 Dues, assessments and simifar amounts from members . . . . 1

2 Section 162(e) nondeductible lobbying and political expend|tures (do not include amounts of ‘_— ‘
political expenses for which the section 527(f) tax was paid). | ‘

a Currentyear . . . - e e . e e 2a
b Carryover from last year . . ; . e e e 2b
¢ Total . . . . . 2c
3  Aggregate amount reported n sect|on 6033(e)(1)(A) not|ces of nondeduchble sectuon 162(e) dues . 3

4 |If notices were sent and the amount on line 2¢c exceeds the amount on line 3, what portion of the |~
excess does the organization agree to carryover to the reasonable estimate of nondeductible lobbying l
and political expenditure next year? . . . e e 4
Taxable amount of lobbying and political expendltures (see mstructlons) .o e 5

m Supplemental Information

Provide the descriptions required for Part I-A, line 1, Part I-B, Iine 4, Part I-C, hne 5, Part II-A (affilated group list), Part II-A, lines 1 and
2 (see instructions), and Part 11-B, line 1. Also, complete this part for any additional informatton.

Schedule C (Form 990 or 990-EZ) 2018
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2018

(Form 990) Supplemental Financial Statements

» Complete if the orgamzation answered “Yes” on Form 980,
PartIV,line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 111, 12a, or 12b.

Department of the Treasury » Attach to Form 990. Open to Public -
Intemal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567

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 adwvised funds (b) Funds and other accounts

Total number at end of year .
Aggregate value of contributions to (dunng year)
Aggregate value of grants from (during year)
Aggregate value at end of year
Did the organization inform all donors and donor advisors 1n writing that the assets held in donor advised
funds are the organization’s property, subject to the organization’s exclusive legal control? . ] Yes ] No
6 Did the organization inform all grantees, donors, and donor advisors In wnting that grant funds can be used
only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose
conferring impermissible private benefit? . e e e e .o . [ Yes [J No
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).
[] Preservation of land for public use (e g., recreation or education) [] Preservation of a histonically important land area
(] Protection of natural habitat (] Preservation of a certified historic structure
[J Preservation of open space
2 Complete ines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation

ah N

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

a Total number of conservation easements . . . e . e .. 2a

b Total acreage restricted by conservation easements . . . . . 2b

c Number of conservation easements on a certified historic structure lncluded n@. . . . 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 - 2d

3 Number of conservation easements modified, transferred, released extmgmshed or termlnated by the organization during the

tax year >

5 Does the orgamization have a written policy regarding the periodic monltonng, inspection, handling of

violations, and enforcement of the conservation easements it holds? . . . o -« - « [ Yes [ No
6  Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcmg conservation easements during the year
N
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)()
and section 170(h)(4)(B)(n)? .. . ; . .. . .. [J Yes [] No

9 In Part Xll}, 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.

IZXTIN Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete If the organization answered “Yes" on Form 990, Part |V, line 8.

1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet
works of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of
public service, provide, in Part XHi, the text of the footnote to its financial statements that descnbes these items

b If the organization elected, as permitted under SFAS 116 (ASC 958), to repont 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 VIIl, line 1 . . S e .o s
(i) Assets included 1n Form 990, Part X o Ce > 5

2 I the organization received or held works of art, hlstoncal treasures or other 5|m|Iar assets for financial gain, provide the
following amounts required to be reported under SFAS 116 {ASC 958) relating to these items:

a Revenue included on Form 990, Part VIll, hne 1 . . . . . . . Lo T

b Assets included in Form 990, Part X e . L. L > 3
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 52283D Schedule D {Form 990) 2018
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TEHIN  Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3

a
b
c

4

5

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)

3 Public exhibition d [J Loan or exchange programs

[0 scholarly research e [ Other

(J Preservation for future generations

Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose In Part
Xl

During the year, did the organization solictt or receive donations of art, historical treasures, or other similar

assets to be sold to raise funds rather than to be maintained as part of the organization’s collection? . O Yes [ No

E1sd\"l Escrow and Custodial Arrangements.

Complete if the organizatiron answered “Yes” on Form 990, Part IV, line 9, or reported an amount on Form
990, Part X, line 21.

1a Is the organization an agent, trustee, custodian or other mtermedlary for contributions or other assets not
included on Form 980, Part X? . . . . . . . - e . e O Yes [ No
b If “Yes,” explain the arrangement in Part XHil and complete the following table
Amount
¢ Beginning balance . C e e e e e . 1c
d Additions during the year . . . e e 1d
e Distnibutions during the year . . .o .o e . ie
f Ending balance . . 1f
2a Did the organization lnclude an amount on Form 990 Part X, lme 21 for escrow or custodial account hability? (] Yes [] No
b If “Yes,” explain the arrangement 1n Part Xlil. Check here if the explanation has been provided on Part XIll . .. ]
Endowment Funds.
Complete if the organization answered “Yes” on Form 990, Part IV, line 10.
(a) Current year (b} Pricr year {c) Two years back | (d) Three years back | {e) Four years back
1a Beginning of year balance . . . 8,086,351 7,420,621 1,140,311 1,226,300 1,204,539
b Contrbutions . 0 0 6,200,000 0 0
c Netinvestment earnings, gams and
losses . . . . . B . 273,027 712,405 125,935 -34,379 70,261
d Grants or scholarships . . . 0 0 0 0 0
e Other expenditures for facilities and
programs . . . S e 47,905 46,675 45,625 51,610 48,500
f Administrative expenses . . . 0 0 0 0 0
g Endofyearbalance . . . 8,311,473 8,086,351 7,420,621 1,140,311 1,226,300
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as
a Board designated or quasi-endowment » 84 %
b Permanentendowment » - 13 %
¢ Temporarily restricted endowment » 3%

b

The percentages on lines 2a, 2b, and 2c¢ should equal 100%.
Are there endowment funds not in the possession of the organization that are held and administered for the

organization by Yes| No
(1) unrelated organizations . . . . e e e e e e 3ali) v
(ii) related organizations . . . e .. 3alii) v
If “Yes” on line 3a(ii), are the related organlzatlons ||sted as reqwred on Schedule R? . . . . . .. 3b

Describe in Part Xl the intended uses of the organization’s endowment funds.

WLand Buildings, and Equipment.

Complete If the organization answered “Yes” on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

Description of property (@) Cost or other basis | (b) Cost or other basis {c) Accumulated (d) Book value
(investment) (other) depreciation

1a Land 0 o | I 0

b Buildings . . 0 0 0 0

¢ Leasehold |mprovements 0 0 0 0

d Equipment 0 121,401 78,080 43,321

e Other 0 0 0 0
Total. Add lines 1athrough 1e (Column Jmust equal Form 890, Part X, column (B), line 10c.) . . > 43,321

Schedule D (Form 990) 2018
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[:ZT28'/l] Investments—Other Securities.
Complete If the organization answered “Yes” on Form 990, Part |

V, line 11b. See Form 990, Part X, ine 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
(2) Closely-held equity interests .

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

Z1g@"]l] Investments—Program Related.

V, line 11c. See Form 990, Part X, line 13.

Complete if the organization answered “Yes” on Form 990, Part |
(a) Description of investment )

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

{b) Book value

1)

{2)

@)

4

(6)

{6)

@)

8

()

Total. (Column (b) must equal Form 990, Part X, co! (B) line 13} B>

Part IX Other Assets.

Complete If the organization answered “Yes"” on Form 990, Part |

V, line 11d. See Form 990, Part X, line 15.

(a) Description

{b) Book value

(1)

{2)

3

4)

()

{6)

7)

{8)

(9)

Total. (Column (b) must equal Form 990, Part X, col (B) hne 15.) .

. >

Other Liabilities.

Complete if the organization answered “Yes"” on Form 990, Part |
line 25.

V, line 11e or 11f. See Form 990, Part X,

(a) Description of hability

{b) Book value

(1) Federal income taxes

@

@)

(@)

)

)

i

@

9)

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

0

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 hability for uncertain tax positions under FIN 48 (ASC 740) Check here If the te

xt of the footnote has been provided in Part XII|

Schedule D {Form 990) 2018
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NERP(ll 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 . 3,034,552
2  Amounts included on hne 1 but not on Form 990, Part VIII, ine 12.

a Net unrealized gains (losses) on Investments . . . .. . | 2a 29,105

b Donated services and use of faciliies . . . . . . . . . . 2b 232,946

¢ Recoveries of prior yeargrants . . . . L .. . . .12 0}

d Other (DescribemnPartXlll) . . . . . B < | 0|

e Add lines 2a through 2d . 262,051
3  Subtract line 2e from line 1 2,772,501
4  Amounts included on Form 990, Part VlII line 12, but not online 1

a Investment expenses not included on Form 990, Part Vill, line7b . . | 4a 21,250

b Other (Describe inPart XIl1) . . . . R 4b 0

¢ Addlinesd4aand4b . . . e I 1] 21,250
5 Total revenue. Add lines 3 and 4c. (Th/s must equa/ Form 990 Partl hne 12) . 5 2,793,751

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 . . . . . . . - 3,568,977
2 Amounts included on line 1 but not on Form 990, Part IX, line 25. 1

a Donated services and use of facilities . . .. . . | 2a 232,946 ‘ f

b Prior year adjustments . . .o . . . 2b o}

¢ Otherlosses . . . e e e e e . . . |2 0}

d Other (Descnbe n Part XIil. ) e e e e Lo 2d 0

e Add lines 2a through 2d e e e e e P 232,946
3 Subtract ine 2e from ine 1 . . . .. 3 3,336,031
4  Amounts included on Form 990, Part IX, I|ne 25 but not on Inne 1 e

a Investment expenses not included on Form 990, Part VIll,ine7b . . [ 4a 21,250

b Other (Describe in Part XIiI) . . . .. .. . . . {4b 0 |

¢ Add lines 4a and 4b . . .o 4c 21,250
5 Total expenses. Add hnes 3 and 4c (Th/s must equa/ Form 990, Partl lme 18) .. 5 3,357,281

Supplemental Information.
Provide the descriptions required for Part II, ines 3, 5, and 9, Part lll, ines 1a and 4, Part IV, lines 1b and 2b, Part V, Iine 4; Part X, line
2; Part X, ines 2d and 4b, and Part Xli, ines 2d and 4b Also complete this part to provide any additional information.

Schedule D, Part V, Line 4 - UNRESTRICTED BOARD DESIGNATED ENDOWMENT FUND - NDSS BOARD OF DIRECTORS AND

_PEOPLE WITH DOWN SYNDROME; PERMANENTLY RESTRICTED ENDOWMENT FUND - INCOME FROM ENDOWMENT OF
$1,073,441 WILL BE USED TO SUPPORT RESEARCH AND PROGRAMMATIC AREAS RELATED TO AGING AND DOWN SYNDROME

Schedule D (Form 990) 2018




SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities | OM8No 1545-0047

990 or 990-E. Complete if the orgamzation answered “Yes"” on Form 990, Part IV, ine 17, 18, or 19, or if the
(Form 8 Z) organization entered more than $15,000 on Form 990-EZ, line 6a. 2 @ 1 8
Department of the Treasury » Attach to Form 990 or Form 990-EZ, Open to Public
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567

Fundraising Activities. Complete If the organization answered “Yes” on Form 990, Part IV, ine 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

¢ [ Phone solicitations g [J Special fundraising events

d [ In-person solicitations

2a Did the organization have a wntten 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,” Iist the 10 highest patd 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
{v) Gross recetpts (or retained by)

from actrvity fundraiser histed in
col (1)

(in) Did fundrarser have
{u) Activity custody or control of
contributions?

(v1) Amount paid to
{or retained by)
organization

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

Yes No

10

Total . . . . . . A

3  Lst all states in which the organization is registered or licensed to solicit contributions or has been notified it 1s exempt from
registration or licensing.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 50083H Schedule G (Form 990 or 990-EZ) 2018
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WFundraising Events. Complete if the organization answered “Yes” on Form 990, Part IV, line 18, or reported more
than $15,000 of fundraising event contnbutions 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
NYC BUDDY WALK GALA 2 {add col (a) through
(event type) (event type) {total number) col {c))
g 1 Gross receipts . . . . 152,744 340,448 194,161 687,353
i
2 Less Contributions 27,516 0 0 27,516
3  Gross iIncome (ine 1 minus
ne2) . . . L 125,228 340,448 194,161 659,837
4 Cashprizes . . . . 0 0 0 0
5 Noncashprizes . . . 0 . 0 0 0
[7¢]
g 6 Rent/facility costs . 34,579 93,219 68,697 196,495
g
S| 7 Foodandbeverages . 0 0 0 0
5
5 8 Entertanment . . . . 0 0 0 0
9  Other direct expenses 32,080 127,844 22,134 182,058
10  Direct expense summary. Add lines 4 through 9 incolumn(d) . . . . . N 378,553
11 Netincome summary. Subtract line 10 from line 3, column(d) . . . . < 281,284

acUdlll  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.

o b) Pull tabs/instant d) Total dd
2 ! (a) Bingo buAgL/pL:og?esss:C: glr:mgo (c) Other gaming c(ol) (a(; ;r%ighngéla {c)
2
Q
T | 1  Gross revenue .
81 2 Cashprnzes .
g
21 3 Noncash prizes
1]
§ 4 Rent/facility costs .
a

5  Other direct expenses

I Yes %| |0 Yes % | [J Yes

6 Volunteerlabor. . . . [[J No (] No (J No

7  Direct expense summary. Add lines 2 through 5 incolumn(d) . . . . - N

8 Net gaming income summary Subtract ine 7 from line 1, column (d) N &

9  Enter the state(s) In which the organization conducts gaming activites
a Is the organization licensed to conduct gaming activities in each of these states? . . . e OYes [INo
b If*No,” explain’_

10a Were any of the organlzatlon S gaming licenses revoked, suspended, or terminated during the tax year'7 [(JYes []No
b If “Yes,” explain

Schedule G (Form 990 or 990-EZ) 2018
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11
12

13
a

b
14

15a

16

17
a

b

Does the organization conduct gaming activities with nonmembers? . . . (OYes [ONo
Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnersmp or other entity

formed to administer chantable gaming? .. e e e e ..o oo .. .. OyYes ONo
Indicate the percentage of gaming activity conducted in

The organization's faciity . . . . . . .. . . . . 13a %
An outside facility . . . . e e e e 13b %

Enter the name and address of the person who prepares the organization’s gamlng/specnal events books and
records.

Does the organization have a contract with a third party from whom the organization receives gaming

revenue? . . . o Coe . . . [Yes No
If “Yes,” enter the amount of gaming revenue recelved by the organlzatlon P $ and the

amount of gaming revenue retained by the third party »  $

If “Yes,” enter name and address of the third party

Gaming manager information.

Name®»

Gaming manager compensation P $

Description of services provided »

[ Director/officer [(1Employee (OJindependent contractor

Mandatory distributions*

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

retain the state gaming license? . . Ce e OYes [INo
Enter the amount of distributions required under state Iaw to be dustnbuted 10 other exempt organizations or

spent in the organization's own exempt activites dunng the tax year »  §

Supplemental Information. Provide the explanations required by Part |, line 2b, columns () and (v), and

Part Ill, ines 9, 9b, 10b, 15b, 15¢c, 16, and 17b, as applicable. Also provide any additional information.
See instructions.

Schedule G (Form 990 or 990-EZ) 2018




SCHEDULE |
{Form 990}

Department of the Treasury
Internal Revenue Service

Grants and Other Assistance to Organizations,
Governments, and Individuals in the

» Attach to Form 990
» Go to www 1rs gov/Form990 for the latest information

nited States

Complete if the orgamization answered “Yes" on Form 990, Part IV, line 21 or 22.

OMB No 1545-0047

Open to Public -
Inspection

Nama of the orgamzation
NATIONAL DOWN SYNDROME SOCIETY

Employer identification number

13-2992567

General Information on Grants and Assistance

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

[FlYyes [ONo

Part IV, ine 21, for any recipient that received more than $5,000 Part Il can be duplicated if additional space 1s needed

Grants and Other Assistance to Domestic Organizations and Domestic Governments, Complete If the organization answered “Yes" on Form 990,

1 (a) Name and address of organization
or government

(b) EIN

(c) IRC section
(if apphcable)

(d) Amount of cash
grant

{e) Amount of non-
cash assistance

(f} Mothod of valuation
{boak, FMV, appraisal
othen

(g} Description of
noncash assistance

{h} Purpose of grant
or assistance

(1)

6]

()

)

)

()

0]

(8)

©)

(19)

(1)

(12)

2  Enter total number of section 501(c)3) and government organizations listed n the line 1 table

3 Enter total number of other organizations listed in the hine 1 table

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

Cat No 50055P

Schedule | (Form 990) (2018)




& == = - i - = L e S TNy

Schedule | (Form 990) (2018) Page 2
LCIAlll  Grants and Other Assistance to Domestic Individuals. Complete if the organization answered “Yes" on Form 990, Part IV, line 22
Part Il can be duplicated if additional space s needed
{a) Type of grant or assistance {b} Number of {c) Amount of {d) Amount of (e) Method of valuation (book, {f) Descnption of noncash assistance

recipients cash grant noncash assistance FMV appraisal, othen

1 See Schedule [, Part IV, Statement 1

6

7
=13l  Supplemental Information. Provide the information required in Part |, line 2, Part 1ll, column {b), and any other addittonal information
Schedule |, Part ], Line 2 - THE ORGANIZATION RECEIVES MONTHLY STATUS REPORTS OF ACTIVITIES SUPPORTED BY THE GRANT FROM GRANTEES THE ORGANIZATION
RECEIVES AND REVIEWS PERIODIC REPORTS FROM STUDENTS (GRANTEES)

Schedule ) (Form 990} (2018)
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2018

SCHEDULEJ | Compensation Information !
(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees

» Complete if the organization answered “Yes” on Form 990, Part IV, line 23. .Open to Public
Department of the Treasury » Attach to Form 990. ) i . .
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567
1ead] Questions Regarding Compensation

1a Check the appropnate 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 Ill to provide any relevant information regarding these items. e
[ First-class or charter travel [ Housing allowance or residence for personal use ' n
[ Travel for companions (] Payments for business use of personal residence |
{1 Tax indemnification and gross-up payments (J 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 wntten policy regarding payment | -
or reimbursement or provision of all of the expenses described above? If “No,” complete Part Il to
explamn. . . . . . . . . e e . . . o 1b

I N A

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
1a? . . e - e e e e e e 2

3 Indicate whith, 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 usedbya |
related organization to establish compensation of the CEQ/Executive Director, but.explam in Part Ill. 3
[ Compensation committee [J wntten employment contract .o
[ Independent compensation consultant Compensation survey or study
[J 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 Recelve a severance payment or change-of-control payment? . . . . 4a
Participate in, or receive payment from, a supplemental nongualified retlrement pIan” e e 4b
¢ Participate In, or receive payment from, an equity-based compensation arrangement? . . . . 4c
If “Yes” to any of lines 4a—c, list the persons and provide the applicable amounts for each item in Part III -

o

EASANES

Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
§  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? . . e e e e e e e e e e 5a v
b Anyrelated organization? . . . e . e e e 5b v
If “Yes” on line 5a or 5b, describe in Part . 1

6 Forpersons 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 Theorganizaton? . . . . . . . . . . . .o e e e e 6a v
b Any related organization? . . . e e e Co. . . 6b v
If “Yes"” on line 6a or 6b, describe In Part il

7  For persons listed on Form 990, Part Vil, Section A, line 1a, did the organization provide any nonfixed
payments not described on hines 5 and 67 If “Yes,” descrnbe in Part ii| . Co . 7 v

8  Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject
to the nhial contract exception described in Regulations section 53.4958-4(a)(3)? If “Yes,” describe
mPartlll . . . . . . . Lo 8 v

9 If “Yes” on line 8, did the organization also follow the rebuttable presumption procedure descnbed In
Regulations section 53 4958-6(c}? . . . . . . . . . . . . . . oL . 9

|
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 50053T Schedule J (Form 990) 2018
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Part li Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space 1s needed

For each indwidual whose compensation must be reported on Schedule J, report compeneation fram the organization on row (1) and from rolatod organizations, described in the
nstructions, on row (1) Do not list any individuals that aren't listed on Form 990, Part VI
Note The sum of columns (B}{)—{m) for each listed indivtdual must equal the total amount of Form 930, Part Vi, Section A, line 1a, applicable column (D) and (E) amounts for that individual

{B) Breakdown of W-2 and/or 1099-MISC compensation
(C) Retrement and (D) Nontaxable (E) Total of columns (F} Compensation
{A) Name and Title (1) Base . [0} ‘Bonus & mcenlhve r(e";l;)ocr)ttaht;re gﬁ,’:ﬁ;gﬁ:ﬁfﬁ: beneits (B)HD) Ina?::l:rrg?r éz) ;zp;ll‘:)erd
compensation Form 990
SARA WEIR, PRESIDENT [0} 239,532 0 0 0 12,519 252,051 0
1 n) 0 0 0 0 0 0 0
0]
2 ()
U}
3 (i)
0
4 (1}
0
5 (1) .
()
6 (u)
U}
7 (i
U}
8 ()
U]
9 (i)
©
10 ()
(') _____________ - - I B et e E LR T Ty . ~ - - e B R T L
11 W)
(l) ________________ - S Sy - ———— e - --- cmmm war e e B T L LT o T emvmw mme e —mem
12 )
0]
13 (1)
U]
14 {n)
(i) UGN ) J— [REVRVRPRPRRRIVEN [0 U S B - - - - " e tum = oamm wemee ae ] emsea e ccmdaoao
15 {ii)
[0}
16 {n)

Schedule J (Form 990) 2018
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EGAI  Supplemental Information .
Provide the information, explanation, or descriptions required for Part |, ines 1a, 1b, 3, 4a, 4b, 4c, 53, 5b, 6a, 6b, 7, and 8, and for Part Il Also complete this part

for any additional information

Schedule J (Form 990) 2018




SCHEDULE M

{Form 990)

Department of the Treasury
Internal Revenue Service

Noncash Contributions

» Complete If the organizations answered “Yes” on Form 980, Part IV, lines 29 or 30.
P Attach to Form 990.

» Go to www.irs.gov/Form990 for instructions and the latest information.

[ oMBNo 1545-0047

2018

_Open to Public
Inspection

Name of the organization

Employer identification number

NATIONAL DOWN SYNDROME SOCIETY 13-2992567

Types of Property

@ (b) Noncash S:co)ntrlbut:on (d)
Check if | Number of contrnibutions or amounts reported on Method of determining
applicable items contrnbuted Form 990, Part VHI, ine 1g noncash contnbution amounts
1 Art—Works of art
2  Art—Historical treasures .
3 Art—Fractional interests . . .
4 Books and publications . . . ]
5 Clothing and household ‘_‘
goods . . . . AN } B
6 Cars and other vehicles
7  Boats and planes
8 Intellectual property
9  Secunties—Publicly traded . .
10  Securnties—Closely held stock .
11 Secunties—Partnership, LLC,
or trust interests
12  Securnties—Miscellaneous
13  Qualified conservation
contribution—Historic
structures . .
14  Qualified conservation
contribution—Other
15  Real estate—Residential .
16  Real estate—Commercial
17  Real estate—Other .
18  Collectibles ..
19  Foodinventory . Lo v 7 13,088 | FMV
20 Drugs and medical supplies .
21 Taxidermy
22 Historical artifacts .
23 Scientific specimens
24  Archeological artifacts
25 Other » ( AUCTION ITEMS R4 102 109,231 | DETERMINED BY DONOR
26 Other» {(FURNITURE ) v 1 3,000 | FMV
27 Other» ( )
28 Other® ( )
29 Number of Forms 8283 received by the organization durnng the tax year for contnbutions for
which the orgamization completed Form 8283, Part IV, Donee Acknowledgement 29
30a During the year, did the organization receive by contribution any property reported in Part |, ines 1 through

28, that it must hold for at least three years from the date of the initial contribution, and which i1sn't required
to be used for exempt purposes for the entire holding period?
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
contnbutions? R e .o .. .. .o
Does the organization hire or use third partles or related orgamzatlons to solicit, process, or sell noncash
contributions? .
b If “Yes,” describe in Part ll
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 Il
For Paperwork Reduction Act Notice, see the Instructions for Form 990.

32a

33

Cat No 51227J Schedule M (Form 990) 2018




Schedule M (Form 990) 2018 Page 2

Supplemental Information. Provide the information required by Part I, 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.

Schedule M, Part |, Line 32b - METHOD OF DETERMINING REVENUES - THE NATIONAL DOWN SYNDROME SOCIETY (NDSS)

_g_E_gy_g_s_T__s_I_HA]‘_ ALL DONORS OF NONCASH CONTRIBUTIONS PROVIDE A RETAIL VALUE OF THEIR PRODUCT. IF THE VALUE IS

'NOT PROVIDED OR 1S CONSIDERED PRICELESS, NDSS RESEARCHES THE PIECE ITEM ON THE INTERNET AND DETERMINES A

FAIR PRICE. IN MOST CASES, THERE IS A MARKET VALUE AVAILABLE, AND IN OTHER CASES WE FIND A COMPARABLE ITEM ON

EBAY (OR ANOTHER ONLINE AUCTION SITE) TO DETERMINE THE VALUE. FOOD AND BEVERAGE DONATIONS, AS WELL AS GIFT

Schedule M (Form 990) 2018




N

SCHEDULE O i ’ Suppiementai information to Form 990 or 990-EZ | OMBNo 1545-0047 =

{Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 2@ 8
Form 990 or 980-EZ or to provide any additional information. 1
Open to Public

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

Internal Revenue Service » Go to www.irs.gov/Formg90 for the latest information. Inspection
Name of the organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567

_Form 990, Part VI, Section B, Line 11b - THE DRAFT FORM 990 IS REVIEWED IN DETAIL BY THE FINANCE COMMITTEE AND THEN
GIVEN TO THE ENTIRE BOARD TO REVIEW.

For Paperwork Reduction Act Notice, see the Instructions for Form 980 or 990-EZ. Cat No 51056K Schedule O {(Form 990 or 9;0:EZ) (2018)




