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Open to Public

Form 990 Return of Organization Exempt From Income Tax

Under section 501(c], 527, or 4847(a}(1) of the Internal Revenue Code (except private foundations)
» Do not enter social security numbers on this form as it may be made public. ;-3}05
i

’
Department of the Treasury

L1SS0LC086F6C

Intemal Remppue Service » Information about Form 990 and its instructions is at www.irs. gov/fonn990 J Inspection
A For the 2016 calendar year, or tax year beginning 04/01 , 2016, and ending 03/ ,20 17
B Check if applicable JC Name of organzation NATJONAL DOWN SYNDROME SOCIETY D Emplover identification number
(] Address change Doing business as 13-2992567
[ Name change Number and street {or P.O. box if mail is not delivered to street address) Room/sutte E Telephone number
O tniteat retumn 8 £ 41st Street 8th Floor 800-221-4602
D Final return/termunated] Gy or town, state or province, country, and ZIP or foreign postal code
{J Amended retun  {New York, NY, 10017 G Grass receipts $ 13,169,891
(O appiication pending | F Nama and address of principal officer  Sara Weir H(a) Is thls a group return lor subordinates? (] Yes No
8 E 41st Street 8th Floor, New York, NY 10017 j\/’y H(b} Arc all subordinates included? D Yes D No
1 Tax-exemptstatus: (4] 501()(3) O so1(9)¢ ) « (insert no) [ 4947@)(1) or [ 52 _ TS [if “No,” attach a fist. (seo instructions)
J Website: »  www.ndss.org f H{c) Group exemption number »
K Form of organization [¥] Corporation [ ] Trust [ Association ] Other» LL Year of formation. 1979 LM State of legal domicile DE
Summary
Briefly describe the organization’s mission or most significant activities  The National Down Syndrome Society isthe
§ leading human rights organization for all individuals with Down syndrome. e,
©
g 2 Check this box >. if the organization discontinued |ts"o';3erahons or disposed of more than 25% of 1ts net assets.
G| 3 Number of voting members of the governing body (Part VI, line 1a} . . 3 26
ﬁ 4  Number of independent voting members of the governing body (Part Vi, line 1b) . 4 26
21 & Total number of Individuals employed in calendar year 2016 (Part V, line2a) . . . . 5 22
:,5_ 6 Total number of volunteers (estimate if necessary) .o e e e e 6 130
< | 7a Total unrelated business revenue from Part Vill, column (C), line 12 e e e e e 7a 0
b Net unrelated business taxable income from|Form 993-7ipe; 34— . e 7b 0
TN TV Prior Year Current Year
o | 8 Contnbutions and grants (Part Vill, hne 1h) . . 5.])) . 1,498,475 3,130,011
g 9  Program service revenue (Part VI, line 2g) JAN 2 3 '7[]‘]8. 5.)) . 21,996 17,221
E:, 10  Investment income (Part VI, column (A), lines q_ﬁ__and 7d) - Jx) 149,086 6,394,338
11 Other revenue (Part VIil, column (A), lines 5, Bd, 8cr9en T Bc and 1e)p . 416,344 427,629
12  Total revenue—add lines 8 through 11 (must equ iﬂ.@e\,&) 2,085,901 9,969,199
13  Grants and similar amounts paid (Part IX, column (A), lines 1—3) 22,000 21,021
14  Benefits paid to or for members (Part X, column (A), line 4) . . . 0 0
@ 15  Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 1,124,206 1,075,338
¢ | 16a Professional fundraising fees (Part IX, column (4), ine 11e) . . e 18,264 11,517
§ b Total fundraising expenses (Part iX, column (D), line 25) » 228,610
W 17  Other expenses (Part IX, column (A), ines 11a-11d, 11{-24e) . .. 915,522 1,023,625
18  Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) . 2,079,992 2,131,501
19 Revenue less expenses. Subtract ine 18 fromline12 . . . . . . . . 5,809 7,837,698
5 g Beginning of Current Year End of Year
25120  Total assets (Part X, fine 16) C e 3,860,021 12,263,963
&_;".z 21 Totalliabllities (Part X, ine 26) . . . . . . 204,177 402,973
Z&| 22  Net assets or fund bajances. Subtract ine 21 from hne 20 e .. 3,655,844 11,860,990
m Signature Block
Under penalties of penurﬁl degfare\thdfi] have examined this retum, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s
true, corract, and complelg Detlara t pre%r (other than officer) 1s based on all infarmation of whuch preparer has any knowledde. .
\/ 1 vl Pl
Sign Sig re of officg | Date hd
Here iallelr Prgfi
Type&bnnt nami andhitie
Paid Pnnt/Type preparer’ s'name roepé{er s sngnvure I?ale Check D i PTIN ‘
Preparer Chris Scholtes CPA O(AD U’V/) I/ lé! l"& self-employed P01607734 \&
Use Only Fim'sname  » CEA Scholtes and Associates Fun's EIN » 03-0483170
Fim's address » 106 Tunbridge Road, Baltimore, MD 21212 Phione no 410-323-0010
May the IRS discuss this return with the preparer shown above? (see instructions) . .. R Yes [ | No
For Paperwork Reduction Act Notice, see the separate instructions. Cat No 11282Y Form 990 (2016} \4
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Form 990 (2016) Page 2
lgdll] Statement of Program Service Accomplishments

<Check if Schedule O contains a response or note to any ineinthuisPartit . . . . . . . . . . . . . [

1

Briefly describe the organization’s mission-

Oud the organization undertake any significant program services during the year which were not listed on the
prior Form 990 or 990-EZ? e

If “Yes,” describe these new services on Schedule O

Did the organization cease conducting, or make significant changes in how it conducts, any program
services? . . . . . . . . . . . . .. . . . . ... . ... ... OvYes [@ANo
If “Yes,” describe these changes on Schedule O.

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

OYes [INo

4a

(Code ) (Expenses $ 300,598 Including grants of $ 0 ) (Revenue $ 0)

4b

syndrome and informational brochures, all available in both English and Spanish Web-based content for new and expectant
parents s available in four translated languages and a poster/teacher's guide for elementary school students is available and
disseminated to schools, educators and parents. NDSS is proud to offer various annual scholarships and grants for self-advocates,
including, the O'Neill Tabani Enrichment Fund, the #DSWORKS(R) Blake Pyron Entrepreneurship Scholarship and the Ethan
Saylor Memonal Scholarship. Each scholarship provides individuals with the opportunity to enhance their lives whether it be
through education, business or getting started on their lifelong dream. Additionally, NDSS conducts monthly informational
(Continued on Schedule O, Statement 1)

4c

(Code: } (Expenses $ 413,494 including grants of $ 114 ) (Revenue $ 0)

_and focuses on issues across the hfespan of an individual with Down syndrome. Our comprehensive legislative agenda 1s centered
around five important areas: Healthcare & Research, Education, Economic Self-Sufficiency, Community Integration and

NDSS Board of Directors. After the passage of the ABLE Act at the Federal level in December 2014, NDSS led a cross-disability
initiative to pass 48 state ABLE laws to facilitate state ABLE programs. At the state level, NDSS worked to pass Down syndrome
pro-information bills, nondiscrimination in organ transplantation bills and a bill to establish the Ethan Saylor Alhance to train

address the outdated legislation that prevents those with disabilities from pursuing a career or living independently without risking
Medicaid benefits. For more information, please visit www.lawsyndrome.org.

Other program services (Describe in Schedule O) See Schedule O, Statement2
(Expenses $ 331,557 Including grants of $ o0 ) (Revenue $ 0)

Total program service expenses » 1,557,857

Form 990 (2016)



Form 990 (2016)
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Checklist of Required Schedules

1

10

11

12a

13
14a

15

16

17

18

19

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 organizatton required to complete Schedule B, Schedule of Contnbutors (see instructions)?
Did the organization engage in direct or indirect potitical campaign activities on behalf of or in opposution 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 membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-19? If “Yes,” complete Schedule C,
Partlll .

Did the organization maintain any donor advised funds or any similar funds or accounts for which donors
have the right to provide advice on the distribution or investment of amounts in such funds or accounts? If
“Yes,” complete Schedule D, Part |

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

Did the organization 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 hiability, 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 Iin temporarlly restncted
endowments, permanent endowments, or quasi-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,
vil, VI, IX, or X as applicable

Did the organization report an amount for land, bunldings, and equipment in Part X, ine 10?7 /f “Yes,”
complete Schedule D, Part VI . .o .

Did the organization report an amount for investments—other securities in Part X, Ime 12 that 1s 5% or more
of its total assets reported in Part X, ine 16? If “Yes,” complete Schedule D, Part Vil . .
Did the organization report an amount for investments—program related in Part X, line 13 that s 5% or more
of its total assets reported n Part X, ine 167 If “Yes,” complete Schedule D, Part Vill . . .

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

Did the organization report an amount for other liabilities in Part X, line 257 If “Yes,” complete Schedule D, Parl X
Did the organization's separate or consoldated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax posttions 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 Xl and X!l

Was the organization included in consohdated mdependent audlted fmancral statements for the tax year'? If
“Yes,” and if the organization answered “No” to line 12a, then completing Schedule D, Parts Xi and Xl 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 grantmakmg,
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 1 and IV.

Did 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 1X, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If “Yes,” complete Schedule F, Parts Il and IV e
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on
Part IX, column (A), ines 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 VIll, lines 1c 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 Inne 9a’7

If “Yes,” complete Schedule G, Part Iil .

Page 3

Yes | No
1|V

v
3 v
4 |V
5 v
6 v
7 v
8 v
9 v
10 |V
1ia) v
11b v
11¢c v
11d v
11e v
11f v
12a| v
12b v
13 v
14a v
14b v
15 v
16 v
17 v
18 |V
19 v

Form 990 (2016)



Form 990 (2016) Page 4
Checklist of Required Schedules (continued)

B Yes | No
20 3 Did the organization operate one or more hospital facilities? If “Yes,” complete ScheduleH . . . . . . 20a v
b If “Yes” to line 20a, did the organization attach a copy of its audited financial statements to this return? . 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If “Yes,” complete Schedule I, Partsland il . . . . 21 V4
22  Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 27 If “Yes,” complete Schedule |, Parts landlll . . . . . . . . . . . . 22 |V

23 Did the organization answer “Yes” to Part Vil, Section A, line 3, 4, or 5 about compensation of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If “Yes,” complete ScheduleJ . . . . . . . . . . .. .. .o 23 | v

24a Did the organization have a tax-exempt bond issue with an outstanding pnncnpal 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 Schedule K If “No,"go toline25a . . . . . . . . e 24a v
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? .. . e e e 24c
d Did the organization act as an “on behalf of” issuer for bonds outstanding at any time during the year? 24d
25a Section 501(c)(3), 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 | .. 253 v

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior
year, and that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ?

If “Yes,” complete Schedule L, Part! . . . . Lo .. e e e 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, hlghest compensated employees or
disqualfied persons? If “Yes,” complete Schedule L, Partli . . . . . . . . 26 v

27 Did the organizatton provide a grant or other assistance to an officer, director, trustee, key employee,
substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled
entity or family member of any of these persons? If “Yes,” complete Schedule L, Part Il .o 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, Partilv . . 28b v
¢ An entity of which a current or former offrcer dlrector trustee, or key employee (or a famlly member thereof)
was an officer, director, trustee, or direct or indirect owner? If “Yes,” complete Schedule L, PartlV . . . 28¢c v
29  Did the organization receive more than $25,000 in non-cash contributions? 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? If “Yes,” complete Schedule M . . . . .. e 30 v
31  Did the organization I|qurdate terminate, or dissolve and cease operatlons’? If “Yes complete Schedule N,
Part! . . . . . - 31 v
32 Did the organization sell exchange dlspose of or transfer more than 25% of its net assets’? If “Yes
complete Schedule N, Partll . . . . L. .. 32 iV
33 Dud the organization own 100% of an entity dlsregarded as separate from the organlzatlon under Regulatlons
sections 301.7701-2 and 301.7701-37? 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, Pan‘ A //l
orlV,andPart V, line1 . . . . 34 v
35a Did the organization have a controlled entrty within the meaning of section 512(b)(13)? 35a v
b If “Yes” to line 35a, did the organization receive any payment from or engage in any transaction wuth a
controlled entity within the meaning of section 512(b)(13)? /f “Yes,” complete Schedule R, Part V, line 2 . . 35b
36 Section 501(c)(3) organizations. Did the orgamization make any transfers to an exempt non-charitable
related organization? If “Yes,” complete Schedule R, PartV, ine2 . . . . . . . . L. 36 v

37 Did the organization conduct more than 5% of its activities through an entity that i1s not a related organization
and that Is treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R,

Partvi . . . . . C e 37 v
38 Did the organization complete Schedule O and prowde explanations in Schedule O for Part VI lines 11b and
197 Note. All Form 990 filers are required to complete Schedule O. 38|V

Form 990 (2016)



Form 990 (2016) Page 5

WStatements Regarding Other IRS Filings and Tax Compliance

*Check if Schedule O contains a response or note to any ineinthisPartVv. . . . . . . . . . . . O
Yes | No

1a * Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . . . 1a 13
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 prize winners? .. e e 1c |V

2a Enter the number of employees reported on Form W-3, Transmmal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return | 2a 22

b If at least one is reported on line 2a, did the organizatton file all required federal employment tax returns? . 2b | v
Note. If the sum of ines 1a and 2a is greater than 250, you may be required to e-filfe (see instructions)

3a Did the organization have unrelated business gross income of $1,000 or more during the year? . . . . 3a
b If “Yes,” has it fled a Form 990-T for this year? If “No" to line 3b, provide an explanation in Schedule O . . 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority
over, a financial account in a foreign country (such as a bank account, securities account, or other financial
account)? . . . . L L. . L L . ...y 4a v

N

b if “Yes,” enter the name of the foreign country: »
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts

(FBAR)
6a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . 5a v
b Did any taxable party notify the organization that it was or Is a party to a prohibited tax shelter transaction? 5b v
¢ 1If “Yes” to line 5a or 5b, did the organization file Form 8886-T? .o 5¢
6a Does the organization have annual gross receipts that are normally greater than $100 OOO and d|d the
organization solicit any contributions that were not tax deductible as chantable contributions? . 6a v
b If “Yes,” did the organization include with every solicitation an express statement that such contnbutrons or
gifts were not tax deductible? .. .o . 6b

7 Organizations that may receive deductlble contrlbutlons under sectlon 170(c)
a Did the organmization receive a payment in excess of $75 made partly as a contribution and partly for goods

and services provided to the payor? .o .o e e . .. 7a |l v
b If “Yes,” did the organization notify the donor of the value of the goods or services prowded'7 ; . b [ v
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was
required to file Form 82827 . . . . . . . . ... . .. 7c v
d If “Yes,” indicate the number of Forms 8282 filed durlng theyear . . . e [ 7d L |
€ Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7e v
f Did the organization, durning the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f v
g If the organization received a contribution of qualified inteflectual property, did the organization file Form 8899 as required? | 7g
h |fthe organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the |
sponsoring organization have excess business holdings at any time during the year? . .o Co 8
9 Sponsoring organizations maintaining donor advised funds. |
a Did the sponsoring organization make any taxable distributions under section 49667 . . e 9a
b Did the sponsoring organization make a distribution to a donor, donor adwvisor, or related person? . 9b
10  Section 501(c)(7) organizations. Enter
a Initiation fees and capital contributions included on Part VIII, ine 12 . . . 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facnhtles . 10b
11 Section 501(c)(12) organizations. Enter
a Gross income from members or shareholders . . 11a
b Gross income from other sources (Do not net amounts due or pald to other sources
against amounts due or received from them.} . . L . . 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization flllng Form 990 in heu of Form 1041? 12a
b If “Yes,” enter the amount of tax-exempt interest received or accrued during the year . . 12b
13  Section 501(c){29) qualified nonprofit health insurance issuers.
a Is the organization hicensed to issue qualified health plans in more than one state? . . .o 13a
Note. See the instructions for additional information the organization must report on Schedule O
b Enter the amount of reserves the organization is required to maintain by the states in which
the organization is licensed to i1ssue qualified health plans .. e e 13b
c Enter the amount of reservesonhand . . . . . . 13c
14a Did the organization receive any payments for mdoor tannlng services dunng the tax year’? .o . 14a v
b _If “Yes,” has it filed a Form 720 to report these payments? If “No,” provide an explanation in Schedule 0] 14b

Form 990 (2016)



Form 990 (2016) Page 6
Govermance, Management, and Disclosure For each “Yes” response to lines 2 through 7b below, and for a “No”
response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.
Check if Schedule O contains a response or note to any ine in this PartVi . . . . . . . . . ..
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 26
If there are materia!l differences in voting rights among members of the governing body, or
if the governing body delegated broad authority to an executive committee or simular
committee, explain in Schedule O
b Enter the number of voting members included In line 1a, above, who are independent . 1b 26
2 Dd any officer, director, trustee, or key employee have a family relationship or a business relationship with o
any other officer, director, trustee, or key employee? 2 v
3 Did the organization delegate control over management duties customanly performed by or under the drrect
supervision of officers, directors, or trustees, or key employees to a management company or other person? 3 v
4  Did 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 during the year of a significant diversion of the organization’s assets? 5 v
6 Did the organization have members or stockholders? 6 v
7a Did the organization have members, stockholders, or other persons who had the power to elect or appomt
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 Dud the organization contemporaneously document the meetings held or written actions undertaken durlng
the year by the following
a The governing body? . . .o .. . . 8a|v
b Each committee with authority to act on behalf of the governing body” .o 8b | v
9 Is there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannot be reached at
the organization’s mailing address? If “Yes,” provide the names and addresses in Schedule O . e 9 v
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a D the organization have local chapters, branches, or affiliates? .o 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 Describe in Schedule O the process, If any, used by the organization to review this Form 990 |
12a Did the organization have a written conflict of interest policy? If “No,” go to line 13 . . 12a| v
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give nise to conﬂtcts" 12b| v
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? /f “Yes,”
describe in Schedule O how thiswasdone . . . e e e e 12¢| v
13  Did the organization have a written whistleblower po||cy’7 e e e e e 13|V
14  Did the organization have a written document retention and destruction pohcy” . 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 . . . . . . . . .o 15a| v
b Other officers or key employees of the organization . . . R . . 15b v
If “Yes” to line 15a or 15b, describe the process in Schedule O (see mstructuons)
16a Did the organization invest in, contribute assets to, or participate in a jont venture or similar arrangement
with a taxable entity during the year? . . . . o e e e 16a v
b If “Yes,” did the organization follow a written pohcy or procedure requiring the organization to evaluate its
participation Iin joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization’s exempt status with respect to such arrangements? . . . . e e e 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 i1s required to be filed »  See Schedule O, Statement 3

18  Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only)
available for public inspection Indicate how you made these available Check all that apply.
Own website [ Another’s website Uponrequest ] Other (explan in Schedule O)

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

20  State the name, address, and telephone number of the person who possesses the organization's books and records
CEA Scholtes and Associates, (410)323-0010
106 Tunbridge Road, Baltimore, MD 21212 Form 990 (2016)




Form 990 (2016) Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
* Independent Contractors
Check if Schedule O contains a response or note to any linein thisPartVIt . . . . . . . . . . . . 1
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Compiete this table for all persons required to be listed Report compensation for the calendar year ending with or within the
organization’s tax year.

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

» List all of the organization’s current key employees, if any. See instructions for definition of “key employee.”

* List the organization’s five current highest compensated employees {other than an officer, director, trustee, or key employee)
who received 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. individual trustees or directors, Institutional trustees; officers, key employees, highest
compensated employees; and former such persons.

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

©)
» ) (do not ch:;ks::zr:e than one © ® ®
Name and Title Average | pox, unless person is both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | Compensation (compensation from amount of
week (st anyr—— S slolxlez] T from related other
hoursfor | Ja(a| 2| & gg =4 the organizations compensation
related 3 ‘51 £ 8; can .§3 ?D organization (W-2/1099-MISC) from the
organizations So’. g g AR ™ |(W-2/1099-MISC) organization
below dotted| = & [ & g g and related
line) S| = 2 3 organizations
° g
Capt Robert P Taishoff 1.5
Chairman 0 v v 0 0 0
_F Gordon Spoor . 1.5
Vice Chair 0 v v 0 0 0
Benjamin Wright B 1.5
Treasurer 0 v v 0 0 ]
Tiffany Barfield 1.5
Secretary 0 v v 0 0 0
Amy G Allyn 0.7
Board Member 0 v 0 0 0
Peter Amadeo B 0.7
Board Member 0 v 0 0 0
Herve Bonnet } 0.7
Board Member 0 v 0 0 0
Chnis Brooks 0.7 .
Board Member 0 v 0 0 0
Paul Brunswick 0.7
Board Member 0 v 0 0 0
Julie Cevallos 0.7
Board Member 0 v 0 0 0
Janet Slaughter Eissenstat 0.7
Board Member 0 v 0 0 0
_Steve Freeman 0.7
Board Member 0 v 0 0 0
_Sean Fromm ) 0.7 ____
Board Member 0 v 0 0 0
_Charles H Gerhardt 1 JD 0.7
Board Member 0 v 0 0 0

Form 990 (2016)
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Page 7 - 2

i114'll§ Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and

independent Contractors

©
(B {do not ch:::::‘:r‘e than one © ® ®
Name and Title Average | box, unless person is both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | Compensation [compensation from amount of
week (st any o= = =l e x| = from related other
hoursfor | =3 §‘ g gl3&|¢g the organizations compensation
related a g_ S’ g <31) ~§ﬁ g organization (W-2/1099-MISC) from the
organizations| g.g_, S AR (W-2/1099-MISC) organization
below dotted| = 5 | & ] S and related
line) Gl = 3 bl organrzations
&2 g
° g
Elizabeth F Goodwin 0.7
Board Member 0 v 0 0 0
_Anthony Gostkowski 0.7
Board Member 0 v 0 0 0
Annette Halprin 0.7
Board Member 0 v 0 0 0
_Rick Kosmalski 0.7
Board Member 0 v 0 0 0
_Honorable Jim Nussle 07
Board Member 0 v 0 0 0
Roger Reeves PhD 0.7
Board Member 0 v 0 0 ]
Patti Saylor 07
Board Member 0 v 0 0 0
Charles Symington 0.7
Board Member 0 v 0 0 0
Erin Thompson 0.7
Board Member 0 v 0 0 0
Laurie Walters 07
Board Member 0 v 0 0 0
Tim Wilbricht 0.7
Board Member 0 v 0 0 ]
Sara C Wolff 0.7
Board Member 0 v 0 0 0
Sara Weurr 40
President 0 v 191,490 0 11,889
Harry Jellinek a0
Director of Finance 0 v 114,684 0 8,916

Form 990 (2016)



Form 990 (2016) Page 8
mction A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
N ©
Position
W ® {do not check more than one © ® ®
Name and title Average | pox, unless person i1s both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | compensation | compensation from amount of
lweek (st an: o= = *Toz] = from related other
hours for aa é S 2388 the organizations compensation
related | 33[(E| 8] 2 %g 3| organzation | (W-2/1099-MISC) from the
organizations| 2€ | 5| © | 3 S| " |w-2/1099-MISC) organization
below dotted| €5 | 2 CH- and related
line) S 5 32 B organizations
| o 5
°|g 2
3 -1
&
1b Sub-total . A .. . > 306,174 0 20,805
¢ Total from continuation sheets to Part VI, Section A »
d Total (add lines 1b and 1c) . e .. 306,174 0 20,805
2 Total number of individuals (including but not imited to those listed above) who received more than $100,000 of
reportable compensation from the organization » 2
Yes | No
3 Did the organization hst any former officer, director, or trustee, key employee, or highest compensated I
employee on line 1a? If “Yes,” complete Schedule J for such indwidual . Ce e 3 v
4  For any individual listed on line 13, 1s the sum of reportable compensation and other compensation from the
organization and related organizations greater than $150,000? If “Yes,” complete Schedule J for such
indvidual . 4 | v
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual |
for services rendered to the organization? If “Yes,” complete Schedule J for such person 5 v

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)

Name and business address

(8)

Description of services

(C)

Compensation

None

2

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

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

0

Form 990 (2016)
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Page 9

E1s @Y1l Statement of Revenue

Check If Schedule O contains a response or note to any line in this Part Vil . .. .. ]
(A) (B) (C) (D)
Total revenue Related or Unrelated Revenue
* exempt business excluded from tax
function revenue under sections
revenue 512-514
“g .2 1a Federated campaigns . . . | 1a 105,704
g 3| b Membershpdues . . . . | 1b 0
é E ¢ Fundraising events . .. 1c 481,173
-‘% E d Related organizations . . . | 1d 0
g £ e Government grants {contrnbutions) | 1e 0
S g f Al other contributions, gifts, grants,
_g £ and similar amounts not included above | 1f 2,543,134
‘E 3 g Noncash contributions included in lines 1a-1f: § 89,043 o
8 & h Total. Add lines 1a-1f . > 3,130,011
g Business Code L
§ 2a Conference Revenue 900099 17,221 17,221 0 0
& b
gl ¢
5| d
w
g e
‘g‘a f All other program service revenue . 0 0 0 0
a g Total. Add lines 2a-2f . . > 17,221 |
3 Investment income (including dividends, interest,
and other similar amounts) > 193,139 0 0 193,139
4  Income from investment of tax-exempt bond proceeds » 0 0 0 0
5 Royalties .. .. > 88 0 0 88
(1) Real (n) Personal
6a Grossrents 22,740 0
b Less rental expenses 0 0
¢ Rental income or (loss) 22,740 0
d Net rental income or (loss) . ... P» 22,740 0 0 22,740
7a  Gross amount from sales of () Securtties (i Other
assets other than inventory 2,810,359 6,200,000
b Less' cost or other basis
and sales expenses 2,535,573 273,587
¢ Gain or (loss) 274,786 5,926,413
d Net gain or (loss) » 6,201,199 0 0 6,201,199
:':::’ 8a Gross income from fundraising
o events (not including $ 481,173
&’ of contrnbutions repor{é_d-(_)ﬁ_l_lﬁé_i_é)_
E See Part IV, line 18 a 786,971
o b Less. direct expenses . . . b 388,085
¢ Netincome or (loss) from fundraising events > 398,886 0 398,886
9a Gross income from gaming achtivities
See Part IV, line 19 . . a
b Less:drrectexpenses . . . . b
¢ Netincome or (loss) from gaming activites . . P
10a Gross sales of inventory, less
returns and allowances a 5,036
b Less. cost of goodssold . . b 3,447
¢ Netincome or (loss) from sales of inventory . . P 1,589 1,589 0 0
Miscellaneous Revenue Business Code J
11a Miscellaneous 900099 4,326 4,326 0 0
b
c ———
d All other revenue . 0 0 0 0
e Total. Add lines 11a-11d . > 4,326 |
12 Total revenue. See instructions. » 9,969,199 23,136 0 6,816,052

Form 990 (2016)



Form 990 (2016) Page 10
Statement of Functional Expenses
Section 561(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 . .. 0
Do not include amounts reported on lines 6b, 7b, (B) (C) (D)
8b, 9b, and 10b of Part VIII. Total expenses e s i P
1 Grants and other assistance to domestic organizations
and domestic govemments See Part [V, line 21 0 0
2 Grants and other assistance to domestic
individuals. See Part IV, line 22 . 21,021 21,021
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15 and 16 . 0 0
4  Benefits paid to or for members 0 0
5 Compensation of current officers, dnrectors
trustees, and key employees - 331,308 262,633 48,335 20,340
6  Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons descnbed in section 4958(c)(3)(B) 0 0 0 0
7  Other salaries and wages 583,382 462,455 85,111 35,816
8 Pension plan accruals and contnbutlons (mclude
section 401(k} and 403(b) employer contributions) 26,500 21,658 3,475 1,367
9  Other employee benefits . 66,214 54,116 8,682 3,416
10 Payroli taxes . . 67,934 55,521 8,908 3,505
11 Fees for services (non- employees)
a Management 0 0 0 0
b Legal 8,598 0 8,598 0
¢ Accounting 84,294 0 84,294 0
d Lobbying . . 82,000 82,000 0 0
e Professtonal fundraising services See Pan IV line 17 11,517 11,517
f Investment management fees 24,840 0 24,840 0
g Other (If ine 11g amount exceeds 10% of line 25, column
{A) amount, list line 11g expenses on Schedule O} 1,413 0 1,413 0
12  Advertising and promotion 0 0 0 0
13  Office expenses 140,979 84,149 12,547 44,283
14  Information technology 76,853 48,440 2,978 25,435
15 Royalties . 0 0 0 0
16  Occupancy 134,337 109,793 17.612 6,932
17  Travel 140,463 118,029 2,616 19,818
18 Payments of travel or entertalnment expenses
for any federal, state, or local public officials 0 0 0 0
19  Conferences, conventions, and meetings 72,008 66,881 138 4,989
20 Interest . . 2,570 0 2,570 0
21 Payments to afflhates . 21,769 21,448 321 0
22  Depreciation, depletion, and amortlzatlon 13,253 10,832 1,737 684
23 Insurance .. A 9,481 4,377 2,736 2,368
24  Other expenses Iltemize expenses not covered
above (List miscellaneous expenses In line 24¢e [f
line 24e amount exceeds 10% of line 25, column
(A) amount, list ine 24e expenses on Schedule O)
a Consultants 94,733 65,613 22,050 7,070
b  Miscellaneous 52,553 42,801 2,737 7,015
C Credit Card Fees 30,914 0 475 30,439
d Repairs and Service Contracts 13,177 10,770 1,727 680
e All other expenses 19,390 15,320 1,134 2,936
25 Total functional expenses. Add lines 1 through 24e 2,131,501 1,557,857 345,034 228,610
26 Joint costs. Complete this line only If the

organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation Check here » [] f
following SOP 98-2 (ASC 958-720) o

Form 990 (2016)
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IEZEN Balance Sheet

Page 11

* Check if Schedule O contains a response or note to any line in this Part X . O
(A) (8)
Beginning of year End of year
1 Cash—non-interest-bearing . 227,414| 1 479,112
2  Savings and temporary cash mvestments . 121,418] 2 0
3  Pledges and grants receivable, net 84,352 3 1,831,612
4  Accounts receivable, net . 967) 4 0
5 Loans and other receivables from current and former offrcers drrectors,
trustees, key employees, and highest compensated employees. | | _____7_#_J
Complete Part Il of Schedule L .. Lo ol 5 o
6  Loans and other receivables from other disqualified persons (as defined under section ‘
4858(f)(1)), persons described in section 4958(c)(3)(B), and contributing employers and
sponsoring organizations of section 501(cK9) voluntary employees' beneficiary | - F___W__w_J
o organizations (see mnstructions). Complete Part Il of Schedule L . . ol 6 0
§ 7  Notes and loans receivable, net ol 7 0
< | 8 Inventores for sale or use 17,713 8 10,575
9 Prepaid expenses and deferred charges 75,374 9 61,600
10a Land, buildings, and equipment: cost or
other basis Complete Part VI of Schedule D 10a 57,901
b Less accumulated depreciation 10b 33,149 258,386]| 10¢c 24,752
11 Investments—publicly traded secunties 3,071,375| 11 9,813,396
12  Investments-other securities. See Part IV, line 11 ol 12 0
13  Investments—program-related. See Part IV, line 11 . ol 13 0
14 Intangible assets o| 14 0
15  Other assets. See Part IV, l|ne 11 . 3,022} 15 42,916
16 Total assets. Add lines 1 through 15 (must equal Ilne 34) 3,860,021] 16 12,263,963
17  Accounts payable and accrued expenses . 177,753] 17 263,800
18  Grants payable . 0| 18 0
19  Deferred revenue 13,314 19 139,173
20 Tax-exempt bond habilities . ol 20 0
21 Escrow or custodial account liability. Complete Part IV of Schedule D ol 21 0
#£122 Loans and other payables to current and former officers, directors,
= trustees, key employees, highest compensated employees, and
8 disqualified persons. Complete Part Il of Schedule L 0| 22 0
|23 Secured mortgages and notes payable to unrelated third parties 0} 28 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 liabilities not included on lines 17-24), Complete Part X
of Schedule D . 13,110] 25 0
26  Total liabilities. Add lines 17 through 25 204,177| 26 402,973
° Organizations that follow SFAS 117 (ASC 958), check here > . and
9 complete lines 27 through 29, and lines 33 and 34.
& (27 Unrestrcted net assets . 2,204,526 27 10,316,024
& |28  Temporarily restricted net assets . 377,877| 28 471,525
2 29  Permanently restnicted net assets . 1,073,441 29 1,073,441
Z Organizations that do not follow SFAS 117 (ASC 958), check here P D and
5 complete lines 30 through 34.
£ 130 Capital stock or trust principal, or current funds . . 30
g 31 Paid-in or capital surplus, or land, building, or equipment fund 31
'j 32 Retained earnings, endowment, accumulated income, or other funds . 32
g 33 Total net assets or fund balances . . 3,655,844| 33 11,860,990
34  Total habilities and net assets/fund balances 3.860.021| 34 12,263.963

Form 990 (2016)



Form 990 (2016) Page 12

IEZEH Reconciliation of Net Assets

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

1 Total revenue (must equal Part VIII, column (A), ine 12) . 1 9,969,199
2 Total expenses (must equal Part IX, column (A), line 25) 2 2,131,501
3 Revenue less expenses. Subtract line 2 from line 1 .. 3 7,837,698
4  Net assets or fund balances at beginning of year (must equal Pan X Ime 33 column (A)) 4 3,655,844
5 Net unrealized gains (losses) on investments 5 367,448
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 O) 9 0
10  Net assets or fund balances at end of year. Combine lines 3 through 9 {must equal Part X Ime
33, column (B)) . .. . e 10 11,860,990
Financial Statements and Reportmg
Check if Schedule O contains a response or note to any lineinthisPart X . . . . . . . . . ... >d
Yes | No
1 Accounting method used to prepare the Form 990: [JCash [“]Accrual  [] Other
If the organization changed its method of accounting from a prior year or checked “Other,” explain in
Schedule O. |
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? .o 2a v

If “Yes,” check a box below to indicate whether the financial statements for the year were compiled or
reviewed on a separate basis, consolidated basis, or both.
[JSeparate basis [JConsoldated basis [] Both consolidated and separate basis

b Were the organization’s financial statements audited by an independent accountant? . 2b | v
If “Yes,” check a box below to indicate whether the financial statements for the year were audlted on a
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 compilation of its financial statements and selection of an independent accountant? 2| v
If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O.

3a As aresult of a federal award, was the organization requwed to undergo an audit or audits as set forth in

the Single Audit Act and OMB Circular A-133?. . . 3a v

b If “Yes,” did the orgamzation undergo the required audit or audlts'7 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 (2016)
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SCHEDULE A Public Charity Status and Public Support

(Form 990 or 990 -£2) Complete if the organization s a section 501(c}{3) organization or a section 4347(a){1) nonexempt charitable trust. 2© 1 6
Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service » Information about Schedule A (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567
Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization 1s not a private foundation because it is: (For lines 1 through 12, check only one box.) 1

1 [JA church, convention of churches, or association of churches described in section 170(b){1)(A)(i). /T\ -~

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

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

4 [ A medical research organization operated in conjunction with a hosprtal described in section 170{b){1}{A}iii). Enter the
hospital's name, city, and state:

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

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

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

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

10 [] An organization that normally receives: (1) more than 33'3% of its support from contributions, membership fees, and gross
receipts from activities related to its exempt functions —subject to certain exceptions, and (2) no more than 33'3% 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 lll.)

11 [ An organization organized and operated exclusively to test for public safety. See section 509(a)(4).

12 [ An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes
of one or more publicly supported organizations described In section 509{a)(1) or section 509(a)(2). See section 509(a)(3).
Check the box In lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a [ Type L A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving
the supported organization(s) the power to regularly appoint or elect a majonty of the directors or trustees of the
supporting organization. You must complete Part IV, Sections A and B.

v

~N o

b [ Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

¢ [ 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 [ Type Nl 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 IV, Sections A and D, and Part V.

e [ Check this box if the organization received a written determination from the IRS that it 1s a Type |, Type lI, Type lli
functionally integrated, or Type Ili non-functionally integrated supporting organization

f Enter the number of supported organizations . . . . R . . e ‘:::]
g Provide the following information about the supported organlzatuon( s).

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

Yes No
(A)
(8)
(9]
(D)
(E)
Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 11285F Schedule A (Form 990 or 990-EZ) 2016



Schedule A (Form 990 or 990-EZ) 2016

Page 2

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

Section A. Public Support

Calendar year (or fiscal year beginning in) » (a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 (f) Total

1

Gifts, grants, contnbutions, and
membership fees received. (Do not

include any “unusual grants.”) . . 1,985,033 2,090,220 2,090,283 1,498,475 3,130,011 10,794,022

2 Tax revenues levied for the
organization's benefit and either paid
to or expended on its behalf
3 The value of services or facilties
furnished by a governmental unit to the
organization without charge .
Total. Add lines 1 through3. . . . 1,985,033 2,090,220 2,090,283 1,498,475 3,130,011 10,794,022
The portion of total contributions by
each person (other  than a
governmental unit or  publicly
supported organization) mncluded on
line 1 that exceeds 2% of the amount
shown on line 11, column (f) . . 234,819
6  Public support. Subtract line 5 from line 4 10,559,203
Section B. Total Support
Calendar year (or fiscal year beginning in) » (a) 2012 (b) 2013 (c) 2014 (d) 2015 {e) 2016 (f) Total
7 Amounts fromlne 4 . . 1,985,033 2,090,220 2,090,283 1,498,475 3,130,011 10,794,022
8 Gross income from interest, d|V|dends

payments received on secunties loans,
rents, royalties and income from similar

sources . . . . - 175,323 177,668 230,360 208,491 215,967 1,007,809

9 Net income from unrelated business
activities, whether or not the business
is regularly carried on e 982 3,092 1,492 4,773 0 10,339
10  Other income. Do not include gan or
loss from the sale of capital assets
(Explamnin Part VL) . . .- 4,406 3,428 9,453 22,543 9,362 49,192
11 Total support. Add lines 7 through 10 11,861,362
12  Gross receipts from related activities, etc. (see instructions) . . . 12 92,276
13  First five years. If the Form 990 s for the organization’s first, second, th(rd fourth or flfth tax year as a section 501(c)(3)
organization, check this box and stop here .o . . . e Al
Section C. Computation of Public Support Percentage
14  Public support percentage for 2016 (line 6, column (f) divided by line 11, column (f)) . . . 14 8902 %
15  Public support percentage from 2015 Schedule A, Part I, ine 14 . . 15 89.99 %
16a 33'/3% support test—2016. If the organization did not check the box on hne 13 and line 14 is 33'3% or more, check this
box and stop here. The organization qualifies as a publicly supported organizaton . . . .. . >
b 33'3% support test—2015. If the organization did not check a box on line 13 or 16a, and hne 15 1S 33‘/3% or more, check
this box and stop here. The organization qualifies as a publicly supported organization . e N N
17a 10%-facts-and-circumstances test—2016. If the organization did not check a box on line 13, 16a, or 16b, and line 14 1s
10% or more, and If the organization meets the “facts-and-circumstances” test, check this box and stop here. Explain in
Part VI how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported
organizaton . . . . . . e
b 10%-facts-and-circumstances test—2015. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
15 is 10% or more, and If the organization meets the “facts-and-circumstances” test, check this box and stop here.
Explain in Part VI how the organization meets the “facts-and-circumstances” test The organization qualifies as a publicly
supported organizaton . . . N N
18 Private foundation. If the orgamzatlon dld not check a box on hne 13 16a 16b 17a or 17b check thas box and see
instructions . . . . . . . . L . L L L e O

Schedule A (Form 990 or 990-EZ) 2016
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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’ .
If the organization fails to qualify under the tests listed below, please complete Part |l.) ya
Section A. Public Support yd
Calendar year (or fiscal year beginning in) » (a) 2012 (b) 2013 {c) 2014 (d) 2015 () 2016 |~ (f) Total
1 Gifts, grants, contributions, and membership fees , 7
receved. (Do not include any “unusual grants ") Vi
2 Gross receipts from admissions, merchandise 7
sold or services performed, or facilities i
furnished in any activity that is related to the //
organization’s tax-exempt purpose . . . i
3 Gross receipts from actwities that are not an P
unrelated trade or business under section 513 e
4 Tax revenues levied for the s
organization’s benefit and either paid y “
to or expended on its behalf .o y
5§ The value of services or facilities i
furnished by a governmental unit to the /”
organization without charge . A
6 Total. Add lines 1 through5. . . . /
7a Amounts included on lines 1, 2, and 3 /,/
received from disqualified persons . /
b Amounts included on fnes 2 and 3 /
received  from other than disqualified /
persons that exceed the greater of $5,000 /s
or 1% of the amount on line 13 for the year /
¢ Addlnes7aand7b . . /
8 Public support. (Subtract line 70 from /
line 6.) . .o . .
Section B. Total Support ya
Calendar year (or fiscal year beginning in) » (a) 2012’ (b) 2013 (c) 2014 (d) 2015 (e) 2016 {f) Total
9 Amounts fromline6 . . . /
10a Gross Iincome from nterest, diidends, 7/
payments received on securities loans, rents, /
royalties and income from similar sources . /
b Unrelated business taxable income (less ,{*
section 511 taxes) from businesses
acqurred after June 30, 1975 . . /’./
¢ Addlines 10aand 10b . . ,,./
11 Net income from unrelated /busmess
activities not included in line 10B, whether
or not the business 1s regular/!y’ carnied on
12 Other income. Do not mélude gain or
loss from the sale of '/cap|tal assets
(Explain in Part VI) .
13  Total support. (Add Ilnes 9, 100 11
and 12.) . . ./.
14  First five years: If the Form 990 ) for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here . . . . . e . .o » [
Section C. Computatlon of Public Support Percentage
15 Public support percentage for 2016 (line 8, column (f) divided by line 13, column (f)) . . . | 15 %
16  Public support percentage from 2015 Schedule A, Part lll, ine 15 . . ... . 118 %
Section D. Computation of Investment Income Percentage
17  Investment iIncome percentage for 2016 (line 10c, column (f) divided by line 13, column (f)) .. |17 %
18  Inyéstment income percentage from 2015 Schedule A, Part lll, ine 17 . . 18 %
19a 33'3% support tests—2016. If the organization did not check the box on line 14, and line 15 1s more than 33'3%, and line
7 1s not more than 33'3%, check this box and stop here. The organization qualifies as a publicly supported organization > ]

33'13% support tests— 2015. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33'13%, and
line 18 1s not more than 33'13%, check this box and stop here. The organization qualifies as a publicly supported organizaton P []
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions _» ]
Schedule A (Form 990 or 990-EZ) 2016




Schedule A (Form 990 or 990-E7) 2016
Supporting Organizations
(Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part |, 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

1

3a

4a

ba

9a

10a

Are all of the organization’s supported organizations listed by name i 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(a)(1) or (2)? If “Yes,” explain in Part VI how the organization determined that the supported
organization was described in section 509(a)(1) or (2).

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

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

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? If “Yes,”
answer (b) and (c) below (if applicable). Also, provide detall in Part VI, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i1) the reasons for each such action;
() the authonty under the organization's organizing document authorizing such action; and (iv) how the action
was accomphshed (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 1n the organization's organizing 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 (i) its supported organizations, (i) individuals that are part of the charitable 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? /f “Yes,” provide detail in Part VI.

Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined 1n section 4958(c)(3)(C)), a family member of a substantial contnbutor, 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 line 77
If “Yes,” complete Part | of Schedule L (Form 990 or 990-EZ).

Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described
In section 509(a)(1) or (2))? If “Yes,” provide detail in Part VI.

Did one or more disqualified persons (as defined in ine 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? If “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 II supporting organizations, and all Type Iil 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

1
L]

3c

ANERENES

4a

4b

4c

5a

5b

5¢

9a

9b

9c

10a

]

10b

Schedule A (Form 990 or 990-EZ) 2016
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B Supporting Organizations (continued)
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Page 5

Has the organization accepted a gift or contribution from any of the following persons?

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?
A family member of a person described in (a) above?
A 35% controlled entity of a person described 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 imes during the
tax year? If “No,” describe in Part VI how the supported crganization(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

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

Yes

No

Section C. Type Il Supporting Organizations

1

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

Yes

No

Section D. All Type Ill 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, (i) a wnitten 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 (iii) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?

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

By reason of the relationship described in (2), did the organization’s supported organizations have a
significant voice in the organization’s investment poficies 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

Section E. Type lll Functionally Integrated Supporting Organizations

1

o

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

(] The organization satisfied the Activities Test. Complete line 2 below.
[ The organization is the parent of each of its supported crganizations. Complete line 3 below.

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

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

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

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

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

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

Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? If “Yes, " descnbe 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) 2016



Schedule A (Form 990 or 990-E7) 2016 Page 6
Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 [JChéck here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explan in Part VI). See
instructions. All other Type Il non-functionally integrated supporting organizations 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 distributions

3 Other gross income (see instructions)

4 Add lines 1 through 3.

5 Depreciation and depletion

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

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

N|H|WIN=

»

-~

(B) Current Year

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

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

instructions for short tax year or assets held for part of year).
a Average monthly value of securities 1a
b Average monthly cash balances ib
c 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

3 Subtract line 2 from line 1d

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

see instructions).

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

6 Multiply ine 5 by 035.

7 Recoveries of prior-year distributions

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

N

[~

XN ||~

Section C - Distributable Amount Current Year

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

2 Enter 85% of line 1.

3 Minimum asset amount for prior year {from Section B, line 8, Column A}
4 Enter greater of line 2 or line 3.

5 Income tax imposed in prior year

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

7 O Check here if the current year Is the organization’s first as a non-functionally integrated Type |l supporting organization (see
instructions).

N[H[WIN| =

Schedule A (Form 990 or 990-EZ) 2016



Schedule A (Form 990 or 990-€2) 2016 Page 7
Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D"- Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
Administrative expenses patd 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 is responsive
(provide details in Part VI). See instructions.
Distributable amount for 2016 from Section C, line 6
10 Line 8 amount divided by Line 9 amount

PIN|O|O | D W

©

(ii) (iii)
Underdistributions Distributable
Pre-2016 Amount for 2016

i

Section E - Distribution Allocations (see instructions) Excess Distributions

1 Distributable amount for 2016 from Section C, line 6

Underdistributions, if any, for years prior to 2016
(reasonable cause required—explain in Part Vi) See
instructions

Excess distributions carryover, If any, to 2016

N

w

From 2013
From 2014
From 2015
Total of lines 3a through e
Applied to underdistributions of prior years
Applied to 2016 distributable amount
Carryover from 2011 not applied (see instructions)
Remainder. Subtract lines 3g, 3h, and 31 from 3f.
Distributions for 2016 from
Section D, line 7: $
a Applied to underdistributions of prior years
Applied to 2016 distributable amount
¢ Remainder. Subtract lines 4a and 4b from 4.
5 Remaining underdistributions for years prior to 2016, if
any Subtract lines 3g and 4a from line 2. For result
greater than zero, explain in Part VI See instructions

=TT |™ e (a0 (oo

F -

o

6 Remaining underdistributions for 2016 Subtract lines 3h
and 4b from hne 1. For result greater than zero, explain in
Part VI. See instructions.

7 Excess distributions carryover to 2017 Add lines 3;
and 4c.

8 Breakdown of line 7.

Excess from 2013 .
Excess from 2014 .
Excess from 2015 .
Excess from 2016 .

o Qoo

Schedule A (Form 990 or 990-EZ) 2016



Schedule A (Form 930 or 980-E2) 2016 Page 8

Supplemental Information. Provide the explanations required by Part Il, line 10; Part Il, line 17a or 17b; Part
Ill, line 12; Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11c; Part IV, Section
B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 23, 2b,
3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,
lines 2, 5, and 6. Also complete this part for any additional information. (See instructions.)

Schedule A (Form 990 or 990-EZ) 2016



SCHEDULE C Political Campaign and Lobbying Activities | _oMBNo 1545-0047

(Form 990 or 990-EZ) 2016

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

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

» Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts I-A and C below Do not complete Part I-B

» Section 527 organizations Complete Part I-A only
If the organization answered “Yes,” on Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then

« Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)) Complete Part lI-A. Do not complete Part I1-B

« Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B Do not complete Part II-A.
If the organization answered “Yes,” on Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions) or Form 890-EZ, Part V, line 35¢ (Proxy
Tax) (see separate instructions), then

* Section 501(c)(4), (5). or (6) organizations' Complete Part Il|
Name of organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567
Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the organization's direct and indirect political campaign activities 1in Part IV {see instructions for

definition of “political campaign activities”)
2 Political campaign activity expenditures (see instructions) e R -
Volunteer hours for political campaign activities (see instructions) .

Complete if the organization is exempt under section 501(c)(3)

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

Department of the Treasury | ™ Complete if the organization is described below. > Attach to Form 930 or Form 990-EZ.
Intemnal Revenue Service | P Information about Schedule C (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990.

1 Enter the amount of any excise tax incurred by the organization under section 4955 S i
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? . . e . |:| Yes |:] No
4a Wasacorrectionmade? . . . . . . . . . ) . .. . [Jyes [INo

b If “Yes,” describe in Part IV.
Part I-C Complete if the organization is exempt under section 501(c), except section 501(c)(3).
Enter the amount directly expended by the filing organization for section 527 exempt function

activities .. .
2  Enter the amount of the flllng organlzatlon S funds contnbuted to other organlzatlons for section
527 exempt function activities . . . .. > $
3 Total exempt function expendltures Add Ilnes 1 and 2 Enter here and on Form 1120-POL, ~
hne17b . . . . A &
4 D the filing organlzatlon file Form 1120- POL for this year’? . o . D Yes D"l:l—o

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

(a) Name (b) Address (c) EIN (d) Amount paid from (e} Amount of political
filing organization’s contributions received and
funds If none, enter -0- promptly and directly

delivered to a separate
political organmization i
none, enter -0-

1

@ e

3

4

(5)

(6) .

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 50084S Schedule C (Form 990 or 990-EZ) 2016




Schedule C (Form 990 or 990-E2Z) 2016

Page 2

section 501(h})).

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

A Check » []if 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 » [11if 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) 55,411
b Total lobbying expenditures to influence a legislative body (direct lobbying) 72,430
¢ Total lobbying expenditures (add lines 1a and 1b) 127,841
d Other exempt purpose expenditures . 2,003,660
e Total exempt purpose expenditures {add lines 1c and 1d) . 2,131,501
f Lobbying nontaxable amount. Enter the amount from the followmg table in both
columns. 256,575
If the amount on line 1e, column (a) or (b) is: | The lobbying nontaxable amount is:
Not over $500,000 20% of the amount on line 1e.
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000
Over $17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line 1f) 64,144
h Subtract line 1g from line 1a If zero or less, enter -0- 0
i Subtract line 1f from line 1c. If zero or less, enter -0- . 0
j If there 1s an amount other than zero on either ne 1h or line 1| d|d the orgamzatlon file Form 4720
reporting section 4911 tax for this year? . [JYes [ 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) 2013 (b) 2014 {c) 2015 (d) 2016 {e) Total
beginning in}
2a Lobbying nontaxable amount
271,031 269,520 254,000 256,575 1,051,126
b Lobbying ceiling amount
(150% of line 2a, column (e)) 1,576,689
¢ Total lobbying expenditures
234,388 109,009 137,222 127,841 608,460
d Grassroots nontaxable amount
67,758 67,380 63,500 64,144 262,782
e Grassroots ceilling amount
(150% of line 2d, column (g)) 394,173
f Grassroots lobbying expenditures
58,752 56,683 59,684 55,411 230,530

Schedule C (Form 990 or 990-EZ) 2016
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Part li-B 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 (@) )
description of the lobbying activity. Yes | No Amount
1 Dunng the year, did the fiing organization attempt to influence foreign, national, state or local
legisiation, including any attempt to influence public opinion on a legislative matter or
referendum, through the use of:
a Volunteers?
b Paid staff or management (mclude compensatlon In expenses reported on Ilnes 1c through 1|)’7
¢ 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 Drrect contact with legislators, therr staffs, government officials, or a Ieg|s|at|ve body'7
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? .
i Other activities?
i Total. Add lines 1c through 1 . ..
2a Did the activities In ine 1 cause the orgamzatlon to be not descrlbed n sectlon 501 (c)(3)’7 .o J
b If “Yes,” enter the amount of any tax incurred under section 4912
c If “Yes,” enter the amount of any tax incurred by organization managers under sectlon 4912
d If the fillng organization incurred a section 4912 tax, did 1t file Form 4720 for this year? . . . |

CladlIl:y Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).

Yes | No

1 Were substantially all (90% or more) dues received nondeductible by members? .. 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? . . . 2
3 Did the organization agree to carry over lobbying and political campaign activity expenditures from the prior year’? 3
Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered “No,” OR (b) Part llI-A, line 3, is

answered “Yes.”

1 Dues, assessments and similar amounts from members . . 1
2 Section 162(e) nondeductible lobbying and political expendrtures (do not mclude amounts of
political expenses for which the section 527(f) tax was paid).
a Current year . e e e Lo Co. . .. . 2a
b Carryover from last year . e e e e e .o .o 2b
¢ Total . R 2c
3  Aggregate amount reported n sect|on 6033(e)(1)(A) notlces of nondeductnble sechon 162( ) dues . 3
4 |f 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
and political expenditure next year? e e 4
Taxable amount of lobbying and political expendltures (see mstructlons) e . 5

Part v Supplemental Information
Provide the descriptions required for Part I-A, line 1; Part I-B, line 4, Part I-C, line 5; Part |I-A (affiliated group list), Part lI-A, lines 1 and
2 (see instructions), and Part |I-B, line 1. Also, complete this part for any additional information.

Schedule C (Form 990 or 990-EZ) 2016



SCHEDULE D | oms o 15450047

(Form 990) Supplemental Financial Statements
. » Complete if the organization answered “Yes” on Form 990, 2@ 1 6
PartIV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. .
Department of the Treasury » Attach to Form 990. Open to Public
Interna) Revenue Service » Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. 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 advised funds {b) Funds and other accounts

1 Total number at end of year
2  Aggregate value of contributions to (durlng year)
3  Aggregate value of grants from (during year)
4  Aggregate value at end of year .
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised

funds are the organization’s property, subject to the organization's exclusive legal control? . . . . . . 3 Yes [ No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used

only for chantable purposes and not for the benefit of the donor or donor advisor, or for any other purpose
conferring impermissible private benefit? . e .o Lo . -+~ .+ O Yes [ 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).
[J Preservation of land for public use (e g., recreation or education) [] Preservation of a historically important land area
[J Protection of natural habitat [J Preservation of a certified historic structure
[] Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contrnibution in the form of a conservation

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

a Total number of conservation easements e R e 2a

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

¢ Number of conservation easements on a certified historic structure mcluded in (a) e 2c

d Number of conservation easements included in (c) acquired after 8/17/06, and not on a
historic structure listed in the National Register .o .o . 2d

3 Number of conservation easements modified, transferred, released, extlngwshed or termmated by the organization during the

tax year »

4  Number of states where property subject to conservation easement 1s located P

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handiing of

violations, and enforcement of the conservation easements it holds? . . .o e [J Yes [ No
6  Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
|
7  Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
>$
8 Does each conservation easement reported on line 2(d) above satlsfy the requirements of section 170(h}(4)(B)()
and section 170(h)4)B)m)? . . . . e . . e e e . . [ Yes [] No

9 In Part XIIl, describe how the organization reports conservation easements In its revenue and expense statement, and
balance sheet, and include, if applicable, the text of the footnote to the organization’s financial statements that describes the
organization's accounting for conservation easements.

Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered “Yes” on Form 990, Part IV, line 8.

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 XIIl, the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet
works of art, historical treasures, 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 VIll, tne1 . . . . . A )
(i) Assets included in Form 990, Part X . . . N

2 |f the organization received or held works of art hlstorlcal 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 VIII, fine 1 .o . A -

b Assets included in Form 990, Part X . . e e L. ...

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 52283D Schedule D (Form 990) 2016




Schedule D (Form 930) 2016 Page 2
Part 1] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

"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):
(] Public exhibition d [ Loan or exchange programs
(O Schotarly research e [ Other
(] Preservation for future generations
Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part
XU
During the year, did the organization solicit or receive donattons of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization’s collection? . . [ Yes [ No

Part IV Escrow and Custodial Arrangements.

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

1a Is the organization an agent, trustee, custodian or other intermeduary for contributions or other assets not
included on Form 990, PartX? . . . . . . . . .. s e e e e O Yes [ No
b If “Yes,” explain the arrangement in Part XIll and complete the foIIowmg table:
Amount
¢ Beginning balance . . . . . e e .. 1c
d Additions during the year . e e . . e 1d
e Distributions during the year . . e . .. 1e
f Ending balance . . 1f
2a Did the organization mclude an amount on Form 990 Pan X line 21 for escrow or custodial account hability? [] Yes [ No
b If “Yes,” explain the arrangement in Part Xlll. Check here if the explanation has been provided on Part XIIl . . . . (]
Endowment Funds.
Complete if the organization answered “Yes” on Form 990, Part IV, line 10.
(a) Current year (b) Prior year (c) Two years back | (d} Three years back | (e) Four years back
1a Beginning of year balance 1,140,311 1,226,300 1,204,539 1,121,197 1,106,552
b Contrnibutions . . 6,200,000 0 0 0 0
c Net investment earnlngs galns and
losses . . . . . S 125,935 -34,379 70,261 141,803 98,158
d Grants or scholarships . . . 0 0 0 0 0
e Other expenditures for facilities and
programs . . 45,625 51,610 48,500 58,461 83,513
f Administrative expenses 0 0 0 0 0
g End of year balance 7,420,621 1,140,311 1,226,300 1,204,539 1,121,197
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 » 14 %
¢ Temporarily restricted endowment » 2%
The percentages on lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by Yes | No
(i) unrelated organizations . . e . .o . . .o . 3ali) v
(ii) related organizations . . e 3a(ii) v
b If “Yes” on Iine 3a(n), are the related orgamzatlons Ilsted as requwed on Schedule R? . . .. . 3b
4  Describe in Part Xl the intended uses of the organization’s endowment funds

Part Vi Land, 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 (a) Cost or other basis | (b} Cost or other basis {c) Accumulated (d) Book value
(investment) {other) depreciation

1a Land 0 0 0

b Buildings . . 0 0 0 0

¢ Leasehold mprovements 0 0 0 0

d Equipment 0 57,901 33,149 24,752

e Other 0 0 0 0
Total. Add lines 1athrough 1e (Column (d) must equal Form 990, Part X, coumn B), lne 10c) . . . . . W 24,752

Schedule D (Form 990) 2016
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AT investments—Other Securities.

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

(a) Descniption of security or category
(inctuding 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 .
(3) Other

A)

(H)

Total. {Column (b} must equal Form 990, Part X, col. (B) fine 12) W

XU R'll] Investments—Program Related.

Complete If the organization answered “Yes” on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

(a) Description of investment

(b) Book value

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

RO

{2

)

4

{5

{8

AN

8

_9

Total. (Column (b} must equal Form 990, Part X, col (B) ine 13) »

T Other Assets.

Complete If the organization answered “Yes” on Form 990, Part IV, line 11d. See Form 990, Part X, ine 15.

(a) Descniption

(b) Book value

(1)

2)

3)

{4

{5)

(6)

7)

(8)

(9)

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

. >

Other Liabilities.

Complete if the organization answered “Yes” on Form 990, Part IV, ine 11e or 11f. See Form 990, Part X,

line 25.
1. (a) Description of liability {(b) Book value
(1) Federal Income taxes
()
@)
(4)
(5)
(6)
(7)

8

9)

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

2. Liability for uncertain tax positions. In Part XllI, provide the text of the footnote to the organization’s financial statements that reports the
organization’s liability for uncertain tax positions under FIN 48 (ASC 740) Check here if the text of the footnote has been provided in Part Xili (]

Schedule D (Form 990) 2016
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Part X1 Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered “Yes” on Form 990, Part IV, line 12a.

1 Total revenue, gains, and other support per audited financial statements . . . . . . . . . 1 10,323,589
2 Amounts included on line 1 but not on Form 990, Part Vill, line 12:

a Net unrealized gains (losses)oninvestments . . . . . . . . . |2a 367,448

b Donated services and use offacilites . . . . . . . . . . . |2b 11,782

¢ Recoveries of prior year grants e e e s s 2 0

d Other (DescribeinPartxm). . . . . . . . . . . . . . . |2 0 ]

e Addlnes2athrough2d . . . . . . . . . . . e . . . . | 2e 379,230
3 Subtract line 2e fromline1 . . . e e e 3 9,944,359
4  Amounts included on Form 990, Part V|II l|ne 12 but not on Ime 1

a Investment expenses not included on Form 990, Part Vill, ine7b . . | 4a 24,840

b Other (DescribeinPartXilly. . . . . . . . . . . . . . . [4b o] |

¢ Addlinesd4aand4b . . N K 1 24,840
6§ Total revenue. Add lines 3 and 4c (l’ h/s must equal Form 990 Partl l/ne 12 ) o 5 9,969,199

i@ Ul 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 co. L. . . 1 2,118,443
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:
a Donated services and use of facilities L. . . . | 2a 11,782
b Prnor year adjustments . . . . e . . . . ]2 0
¢ Otherlosses . . . .. L. .. . 2c 0
d Other (Describe In Part XIII ) . e .. . . |2 0
e Add lines 2a through 2d . . e e Lo . .. | 2e 11,782
3 Subtract line 2e fromline1 . .. .. .. e e 3 2,106,661
4  Amounts included on Form 990, Part IX, Ilne 25 but not on Ilne 1.
a Investment expenses not included on Form 990, Part VIll,line7b . . | 4a 24,840
b Other (DescnbenPartXIIL) . . . . . coe e . | 4b 0
c Addlines4aand 4b . ... . . | 4c 24,840
Total expenses. Add lines 3 and 4c (T h/s must equal Form 990, Partl l/ne 18). . . . .. 5 2,131,501

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

in the amounl of 36,200,000 with the goal of investing significant resources into NDSS s mission and programs and allowmg local Down
syndrome affiliates and Buddy Walks to maintain additional local resources and expand their programs in advocacy and employment for all

Schedule D (Form 990) 2016



Supplemental Information Regarding Fundraising or Gaming Activities | OMB No 1545-0047

SCHEDULE G Complete if the organization answered "Yes” on Form 990, Part IV, line 17, 18, or 19, or if the

(Form 990 or 990-EZ) organization entered more than $15,000 on Form 990-EZ, line 6a. 2@ 1 6
Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service » Information about Schedule G (Form 990 or 990-EZ) and its instructions Is at www.irs.gov/form990. Inspection
Name of the orgamization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567

Fundraising Activities. Complete if the organization answered “Yes” on Form 990, Part IV, line 17.
Form 990-EZ filers are not required to complete this part.

1 Indicate whether the organization raised funds through any of the following activities Check all that apply.
a [J Mail solicitations e [ Solicitation of non-government grants
b [J Internet and email solicitations f (O Soficitation of government grants
¢ [ Phone solicitations g [ Special fundraising events
d [J tn-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees,
or key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? [ Yes [] No
b If “Yes,” list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.
(v) Amount paid to -
(i) Name and address of ndividual . () Did fundraiser have Gross receits or retaned by) {vi) Amount paid to
or entity (fundraiser) () Actvity Cuségﬁ{rghﬁgﬂg,‘,’ I of (iV)frorm actlv:)l'p fu(ndrals¢ri-|r (ll)steg n (Oérge;ﬁ:gaego%y)
col {1
Yes No
1
2
3
4
5
6
7
8
9
10
Total . . ... ..
3  List all states in which the organization is registered or licensed to solicit contributions or has been notified 1t 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) 2016
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m Fundraising Events. Complete If the organization answered “Yes” on Form 990, Part 1V, line 18, or reported more
than $15,000 of fundraising event coniributions and gross income on Form 990-EZ, lines 1 and 6b. List events with
gross recelpts greater than $5,000.

(a) Event #1 (b) Event #2 {c) Other events (d) Totat events
Golf Outing Annual Gala 2 {add wéo(la%c};‘m“gh
(event type) (event type) {total number) .
2
©( 1 Grossreceipts . . . . 269,057 262,968 736,119 1,268,144
i
2 Less' Contnbutions . . 0 0 481,173 481,173
3 Grossincome (line 1 minus
line2) . . . . . . . 269,057 262,968 254,946 786,971
4 Cashprizes . . . . . 0 0 0 0
5 Noncashprizes . . . 0 0 0 0
‘,’ ny
3| 6 Rentfacility costs . . 113,792 102,055 30,529 246,376
o
(o8
5| 7 Foodand beverages . . 0 0 0 0
8
5 8 Entertainment . .. 2,777 0 3,028 5,805
9  Other direct expenses . 31,644 62,357 41,903 135,904
10 Direct expense summary. Add lines 4 through @ in column{d) . . . . . . . > 388,085
11 Netincome summary. Subtract line 10 from line 3, column{(d) . . . . . .. | 4 398,886

lglll Gaming. Complete if the organization answered “Yes” on Form 990, Part IV, line 19, or reported more
than $15,000 on Form 990-EZ, line 6a.

[ {b) Pull tabs/instant (d) Total gaming (add
g (a) Bingo bingo/progressive bingo (c) Other gaming col (a) through col {(c))
g
)]
T | 1 Gross revenue
91 2 Cashprizes .
Q| 3 Noncash prizes
L
§ 4  Rent/facility costs
=

5 Other direct expenses

0 Yes %[ Yes %0 Yes %

6 Volunteerlabor. . . . |[] No (] No [ No

7  Direct expense summary Add lines 2 through5 incolumn(d) . . . . . . . . . >

8 Net gaming iIncome summary. Subtract ine 7 from line 1, column (d) Lo »

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

a Is the organization licensed to conduct gaming activities in each of these states? . e e O Yes [ No
b If “No,” explain:
10a Were any of the organization’s gaming licenses revoked, suspended, or terminated during the tax year? . [ Yes [] No

b If “Yes,” explain:

Schedule G (Form 990 or 990-EZ) 2016



Schedule G (Form 990 or 980-E2) 2016 Page 3
11 Does the organization conduct gaming activities with nonmembers? . . . . . . . [ Yes [ No
12 Is thé organization a grantor, beneficiary or trustee of a trust, or a member of a partnersh|p or other entity

formed to admunister charitable gaming? . . . .. e e L. . [ Yes [ No
13 Indicate the percentage of gaming activity conducted n:
a Theorganization’sfacdsty . . . . . . . . . . . . . . . . . . . . . . . . . |13 %
b Anoutside facility . . . . 13b %
14  Enter the name and address of the person who prepares the organlzatlon S gammg/specnal events books and
records:

Name »

Address »

15a Does the organization have a contract with a third party from whom the organization receives gaming
revenue? . . . . . . ..o e e e e . . . . . . . . . .. [OYes[No
b If “Yes,” enter the amount of gaming revenue received by the organizaton®» $§ and the
amount of gaming revenue retained by the third party » $
c If “Yes,” enter name and address of the third party.

Name »

Address

16  Gaming manager information:

Name »

Gaming manager compensation»  $

Description of services provided »

[ Director/officer [ JEmployee [(JIndependent contractor

17  Mandatory distributions:
a Is the organization required under state law to make chantable distributions from the gaming proceeds to
retain the state gaming license? . e e [ Yes [] No
b Enter the amount of distributions requured under state Iaw to be dlstnbuted to other exempt organizations or
spent In the organization’s own exempt activities during the tax year »  §

Supplemental Information. Provide the explanations required by Part I, ine 2b, columns (jii} and (v}; and

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

Schedule G (Form 990 or 990-EZ) 2016



SCHEDULE | Grants and Other Assistance to Or%anlzatlons, OMB No, 1545-0047

(Form 990) Governments, and Individuals in the United States
Comploto if tho organization answered “Yos® on Form 990, Port IV, lino 21 or 22.

» Attach to Form 990 Open to Public

Dopartment of tho Treasury

Internal Ravenus Service » Information about Schedulo | (Form 990) and its Instructions is at www irs gov/form990, Inspection
Name of the organization Empioy
NATIONAL DOWN SYNDROME SOCIETY 13.2992567

General Information on Grants and Assistance
1 Does the orgamization mamntamn records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and
the selection criteria used to award the grants or assistance? Yes [INo
2 Describe in Part IV the organization’s procedures for monitoring the use of grant funds in the United States
Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered “Yes” on Form
990, Part IV, hine 21, for any recipient that received more than $5,000 Part Il can be duplicated if additional space I1s needed

1 (a) Name and address of organization (b) EIN (¢} IRC section {d) Amount of cash | (e) Amount of non- iﬂ Me‘mv"' valuation {g) Description of (h) Purpose of grant
or government (if applicable) grant cash assistance (book, o’(h'er) P h or assistance

{1

()

@)

)]

9)

(19)

an

(12)

2  Enter total number of section 501(c)(3) and government organizations hsted i the line 1 table »
3  Enter total number of other organizations listed in the line 1 table »
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 50055P Schedule | (Form 990) {2016)
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iCIUll} Grants and Other Assistance to Domestic Individuatls. Complete if the organization answered “Yes" on Form 980, Part IV, line 22.
Part ill can be duplicated if additiona! space is needed

(a) Typo of grant or assistance {b) Numbor of {c) Amount of (d) Amount of (o) Mothod of valuation (book, {n D ption of
recipients cash grant noncash assistance FMV, appraisal, other)

1 Scholarships for indwiduals with down syndrome 18 21,021 0

2

3

6

7
Supplemental Information. Provide the information required in Part [, ine 2, Part Ill, column (b}, and any other additional information

Schedule | (Form 990) (2016)



SCHEDULE J
(Form 990)

| OMB No 1545-0047

2016

Compensation Information
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
Departrrent of the Treasury . » Attach to Form 990. i i P .
Internal Revenue Service » Information about Schedule J (Form 990) and its instructions is at www.irs.gov/form990. Inspection

Name of the organmization Employer 1dentification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567
Questions Regarding Compensation

Yes | No

1a Check the appropriate box(es) If the organization provided any of the following to or for a person listed on Form
990, Part Vi, Section A, line 1a Complete Part lll to provide any relevant information regarding these items.
[ First-class or charter travel [0 Housing allowance or residence for personal use
(] Trave! for companions {7 Payments for business use of personal residence
(3 Tax indemnification and gross-up payments [ Health or social club dues or initiation fees
O Discretionary spending account (] Personal services (such as, maid, chauffeur, chef)

b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment
or reimbursement or provision of all of the expenses described above? If “No,” complete Part Il to
explan. . . . e e e e . . e e e 1b

2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all
drirectors, trustees, and officers, including the CEO/Executive Director, regarding the items checked on line
1a? . . e e e . . .. . e e 2

3 Indicate which, If any, of the following the filing organization used to establish the compensation of the
organization’s CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a
related organization to establish compensation of the CEO/Executive Director, but explan in Part ll.

[0 Compensation committee [J wnitten employment contract
[ Independent compensation consultant Compensation survey or study
[[] Form 990 of other organizations Approval by the board or compensation committee

4  During the year, did any person listed on Form 990, Part ViI, Section A, line 1a, with respect to the filing
organization or a related organization-

a Receive a severance payment or change-of-control payment? . . . C e e da |V
Participate in, or receive payment from, a supplemental nonqualified retlrement plan’? e 4b v
¢ Participate in, or receive payment from, an equity-based compensation arrangement? . . . 4c v

If “Yes” to any of lines 4a—c, list the persons and provide the applicable amounts for each item in Part il

o

Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
5  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the revenues of
a The organization? Co .. . e . A .o 5a v
b Any related organization? . . e e e e e e - 5b v
If “Yes” on line 5a or 5b, describe In Part III

6 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the net earnings of:

a The organization? . . . . e e s e e e 6a v

b Any related organization? . . e e e e e e e e 6b v

If “Yes” on line 6a or 6b, describe in Part III

7  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed
payments not described on lines 5 and 67 If “Yes,” describe inPartill . . . . . . . .. . 7 v

8  Were any amounts reported on Form 990, Part VI, paid or accrued pursuant to a contract that was subject
to the initial contract exception described in Regulations section 53 4958-4(a)(3)? If “Yes,” describe
inPartit . . . . . . . . . . e . . . . e 8 v

9 If “Yes” on line 8, did the organization also follow the rebuttable presumption procedure described In
Regulations section 53.4958-6(c)? . . Coe .. .. ... 9

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 50053T Schedule J (Form 990) 2016




Schedule J (Form 890) 2018
IO Ofiicers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported on Schedule J, report compensation from the organization on row (i) and from related organizations, described in the
instructions, on row (i) Do not list any individuals that aren't listed on Form 980, Part VI
Note: The sum of columns (B)(i}=(}) for each listed individual must equal the total amount of Form 990, Part VIi, Section A, line 1a, applicable column (D} and (E) amounts for that individual

Poge 2

(B) Breakdown of W-2 and/or 1099-MISC compensation

©)R and (D) Nontaxable (E) Total of (F)l“ "y
(A) Name and Title (i) Base (0] Bonuj & incentive ,2'20?1211 gg'r; ::;:rlg: benefits (BY-D) n a§°a t;fn;?r e(g);ﬁp;m’
compensation Form 990
Sara Weir, President (M 191,490 ° 11,889] 203.379 o
1 (i 0 0 o 0 0
(0}
2 (i)
(0]
3 (i)
o
4 [(D]
®
5 ()
N
6 ()
®
7 (1}
0]
8 (n)
0]
9 ()
(0]
10 {n)
0]
11 )
[0]
12 (D]
0]
13 {n)
0]
14 (m
0]
15 )
®
16 )

Schedule J (Form 990) 2016




Schedulo J (Form 880) 2016 Pago 3

i1a3ll] Supplemental Information
Provide the information, explanation, or descriptions required for Part |, lines 1a, 1b, 3, 4a, 4b, 4c, 5a, 5b, 6a, 6b, 7, and 8, and for Part Il Also complete this part

for any additional information
Schedule J, Part |, Line 4 - The Director of Finance received a severance payment during fiscal year 2017

Schedule J (Form 990) 2016




SCHEDULE M | OMB No 1545-0047

Noncash Contributions

(Form %0 2016
) » Complete if the organizations answered “Yes” on Form 990, Part [V, lines 29 or 30.
Department of the Treasury P Attach to Form 990. Open to Public
Internal'Revenue Service » Information about Schedule M (Form 990) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number
NATIONAL DOWN SYNDROME SOCIETY 13-2992567
I  Types of Property
(c}
{a) (b (d)
Checkif | Number of contributions or Noncash contribution Method of determining

amounts reported on

Form 990, Part Vill, line 1g noncash contribution amounts

applicable items contributed

Art—Works of art

Art—Historical treasures .

Art—Fractional interests .

Books and publications

Clothing and household

goods . ..

Cars and other vehicles

Boats and planes

Intellectual property

Securities—Publicly traded

Securities —Closely held stock .

Secunties—Partnership, LLC,

or trust interests

12  Secunties—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 Food inventory coe v 10 10,109 Fair Market Value

20  Drugs and medical supplie:

21 Taxidermy

22 Historical artifacts

23  Scientific specimens

24  Archeological artifacts

Ao WUN =

-0 WO ~N®

-t b

25 Other» ( Auction ) v n 52,156 | Fair Market Value
26  Other» ( Gifts ) v 20 26,778 | Determined by Donor
27 Other» ( )
28 Other®» (
29 Number of Forms 8283 recetved by the organization during the tax year for contributions for
which the organization completed Form 8283, Part IV, Donee Acknowledgement e 29 0

Yes| No

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 isn't required
to be used for exempt purposes for the entire holding period? . . . . . e e 30a v

b If “Yes,” describe the arrangement in Part Ii
31  Does the organization have a gift acceptance policy that requres the review of any nonstandard

contributions? . . . . o . e e e . e . . 31| v
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
contributions? .. L . e . e e 32al v

b If "Yes,” describe in Part Ii.
33  If the organization didn't report an amount in column (c) for a type of property for which column (a) is checked,
describe in Part 1.

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No 51227J Schedule M (Form 990) (2016)



Schedule M (Form 990) (2016) Page 2
[ Supplemental information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether
*  the organization is reporting in Part |, column (b), the number of contributions, the number of items received,
or a combination of both. Also complete this part for any additional information.

non-cash contributions provide a retail value of their product. If the value 1s not provided or is considered priceless, NDSS researches the
_ttem 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 bag items, are valued per

Schedule M (Form 990) (2016)



SCHEDULE N
{Form 990 or 990-EZ)

Department of the Treasury
Internal Revenue Service

Liguidation, Termination,

Dissolution, or Significant Disposition of Assets
) od "Yos" on Form 990, Part IV, lincs 31 or 32; or Form 980-EZ, lino 36.

» Attach certifiod coplos of any articles of dissolution, rosolutions, or ptans.

» Attach to Form 990 or 990-EZ.
» Information about Schedule N (Form 990 or 990-EZ) and its instructions i3 at www irs gov/form990.

OMB No 1545-0047

Open to Public

Name of the organization

NATIONAL DOWN SYNDROME SOCIETY

Inspection

13-2992567

Liquidation, Termination, or Dissolution. Complete this part if the organization answered “Yes" on Form 990, Part IV, line 31, or Form 890-EZ, line 36
Part | can be duplicated if additional space I1s needed

1 {a) Description of asset(s) {c} Far market value of {d) Method of {f}) Nare and address of recipient {g) IRC section of
distributed or transaction asset(s) distnbuted or determuning FMV for recipient(s) (if
expenses paid amount of transaction asset(s) distnbuted or tax-exempt) or type
p tr Xp of entity
Yes| No

2 Dud or will any officer, director, trustee, or key employee of the orgarization 1

a Become a director or trustee of a successor or transferee organization? 2a

b Become an employee of, or independent contractor for, a successor or transteree organization? 2b

¢ Become a direct or indirect owner of a successor or transferee organization? 2c

d Recewve, or become entitled to, compensation or other similar payments as a result of the organization’s liquidation, termination, or dissolution? 2d

e

If the organization answered “Yes" to any of the gquestions on lines 2a through 2d, provide the name of the person involved and explain in Part LIl »

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

Schedule N (Form 990 or 990-EZ) (2016)



Schodulo N (Form 880 or ©90-E2) (2016)

Liquidation, Termination, or Dissolution (continued)
Note: If the organization distributed all of its assets during the tax year, then Form 990, Part X, column (B), line 16 (Total assets), and iine 28

Pago 2

(Total iabihties), should equal -0-, Yes| No
3 Did the organization distribute its assets in accordance with its governing instrument(s)? If “No,” describe in Part lll 3
4a |s the orgamization required to notify the attorney general or other appropriate state official of ts intent to dissolve, iquidate, or terminate? 4a
b If “Yes,” did the organization provide such notice? 4b
5 Did the organization discharge or pay all of its habiities in accordance with state laws? 5
6a Dnd the organization have any tax-exempt bonds outstanding during the year? 6a
b If “Yes” to Ime 6a, did the orgamzation discharge or defease all of its tax-exempt bond habilties duning the tax year in accordance with the Intemal Revenue Code and state laws? | 6b

¢ If “Yes” on hne 6b, describe in Part Ill how the organization defeased or otherwise settled these habilties If “No” on line 6b, explain in Part Il

Part il Sale, Exchange, Disposition, or Other Transfer of More Than 25% of the Organization’s Assets. Complete this part if the organization answered
“Yes” on Form 990, Part IV, ine 32, or Form 990-EZ, line 36 Part Il can be duplicated if additional space I1s needed

1 {a) Descnption of asset(s) (b) Date of {c) Far market value of {d) Method of (e) EIN of recipient {f) Name and address of recipient {g) IRC section of
distributed or transaction distribution asset(s) distnbuted or determining FMV for recipient(s) (it
expenses pard amount of transaction asset(s) distributed or tax-exempt} or type
p p of entity
Sale of Office Condominiumn 06/28/2016 6,200,000[FMV 81.2826987 The Wings Group, 666 Broadway

2nd Floor, New York, NY 10012

2 D or will any officer, director, trustee, or key employee of the organization
a Become a director or trustee of a successor or transferee organization? 2a 4
b Become an employee of, or independent contractor for, a successor or transferee organization? 2b 4
¢ Become a direct or indirect owner of a successor or transferee organization? 2c 4
d Recelve, or become entitled to, compensation or other similar payments as a result of the organization’s significant disposition of assets? 2d 4
€ If the organization answered “Yes” to any of the questions on lines 2a through 2d, provide the name of the person nvolved and explain in Part Il »

Schedute N (Form 990 or 990-EZ) (2016)



Schedule N (Form 990 or 930-E2) (2016)

Page 3

m Supplemental Information. Provide the information required by Part |, ines 2e and 6c, and Part Ii, line 2e.

.

Also complete this part to provide any additional information.

Schedule N (Form 990 or 990-EZ) (2016)



SCHEDULEO Supplemental Information to Form 990 or 990-EZ [ omBNo 1545-0047

{Form 990 or 930-EZ) Complete to provide information for responses to specific questions on 2 @ 1 6
. Form 990 or 990-EZ or to provide any additional information.
Open to Public

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

Form 990, Part VI, Section A, Line 4 - The number of voting members of the governing body increased from 24 to 26 in fiscal year 2017.

Department of the Treasury » Attach to Form 990 or 990-EZ. )
Internal Revenue Service » Information about Schedule O (Form 930 or 990-EZ) and its instructions is at www.irs.gov/form990,

Form 990, Part VI, Section B, Line 11b - The draft Form 990 s reviewed in detail by the Finance Commuttee and then given to the entire
Board to review.

Form 990, Part VI, Section B, Line 12c - Board members are required to annually affirm whether they have any conflicts of interest or not. If
they do have any conflicts of interest, they are required to disclose them.

Form 980, Part Vi, Section B, Line 15 - The process for determining the President's salary may include obtaining comparability data and
subsequent approval by the Executive Compensation Committee. The Executive Compensation Committee may forgo this procedure in the
event that the President receives only a cost of living salary increase. There are no other key employees.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 51056K Schedule O (Form 990 or 990-EZ) (2016)



