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

P> Do not enter social security numbers on this form as it may be made public.
P Information about Form 990 and its instructions is at www.lrs.gov/form990.

OMB No. 1545-0047

2010

Inspection

A For the 2016 calendar year, or tax year beginning and ending
B E,!‘:.?‘ wir € Nama of organization D Employer identification number
cengss | SPINA BIFIDA ASSOCIATION OF AMERICA
[_1thange | _Doing business as 58-1342181
ot Number and strest {or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
Flea 1600 WILSON BOULEVARD 800 (202) 944-3285
sea" City or town, state or province, country, and ZIP or foreign postal code G_Gross raceipts § 2,197,705,
o | ARLINGTON, VA 22209 H(a) Is this a group retum
[Jee*=" ['F Name and address of principal officer SARA STRUWE for subordinates?  [_lves [X]No
pendng SAME AS C ABOVE H{b} Are an subordinates Im:ludcd?DYes D No
I_Tax-exempt status: LX 1 501(c)(3) L 501¢c) ( ) (insertno.) L 4847(a)(1yor | 527 It *No," attach a list. (see instructions)
J Website: WWW.SBAA.ORG Hic) Group exemption number P

K_Form of organization: X1 Corporation L_J Trust_[__1 Association _L__J Otherp» I L Year of formation: 19 7 3] m State of legal domicite: WI
[Part 1] Summary .
o | 1 Briefly describe the organization’s mission or most significant activites: TO_PROMOTE THE PREVENTION OF
g SPINA BIFIDA AND ENHANCE THE LIVES OF ALL AFFECTED.
§ 2 Checkthisbox » L_lifthe organization discontinued its operations or disposed of mora than 25% of its net assets.
3 | 3 Number of voting members of the goveming body (Part VI, line 1) 3 10
g 4 Number of independent voting members of the goveming body (Part VI, line 1b) 4 10
21 5 Total number of individuals employed in calendar year 2016 (Part V, line 2a) 5 13
2| 6 Totalnumber of volunteers (estimate if necessary) |s 90
E 7 a Total unrelated business revenue from Part VI, column (C), tine 12 R ... |7a 6,880,
b Net unrelated business taxable income from Fom 990-T. lne34 ... . & i e, | T -1,750.
Prior Year Current Year
2 8 Contributions and grants (Part VIIl, line 1h) 1,527,340, 1,467,736,
E | 9 Program service revenue (Part VIll, line 2g) R 108,073. 388,050.
é 10 Investment income (Part VIll, column (A}, lines 3, 4, and 7d) 25,338, 6,823.
11 Other revenue (Part VIll, column (A), lines 5, 6d, Be, 9c, 10c, and 11e) _ 95,041, 10,587.
12 Total revenue - add lines 8 through 11 {must equal Part Vill, column {A}, line 12) .. 1,669, 792. 1,873 ‘ 156.
13 Grants and similar amounts pald (Part IX, colurnn (A), lines 1-3) 86,593, 27,949,
14 Benelits paid to or for members (Part IX, column (A), lined) 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5. 10) 1,011,670. 918,129,
g 16a Professional fundraising fees (Part 1%, column (A), line 11g) B . 0. 0.
2| b Total fundraising expenses (Part iX, column (D), line 25) B> 287,541.
ui 17 Other expenses (Part IX, column (A}, lines 11a-11d, 11f-248) 982,910. 1,130,417.
18 Total expenses. Add lines 13-17 {must equal Part IX, column (4), line 25) 2,081,173, 2,076,495,
—| 18 Revenue less expenses. Subtract line 18 from fine 12 . ..o v -411,381. -203,299.
58 Beginning of Currant Year End of Year
woc
23| 20 Total assets (Part X, iine 16) 1,035,642, B61,708.
Z5| 21 Total kablities (Part X, line 26) __269,780. 294,018.
27| 22 Net assets or fund balances. Subtract line 21 from Ine 20 ... ... 765,862, 567,690.

b

ignature Block

Under penafties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it Is

lrug, correct, and complgle, Declaration

He-based on all information of which preparer has any knowledge,

} I ﬁ7/ Z5 /zw?'
Slgn nature of omcer
Here SARA STRUWE, PRESIDENT AND CEO
Type or print name and tile

Print/Type preparer's name Prapamer's signature Date e ]| PUN
Paid  [FRANK H. SMITH pack L. Swot 107/25/17| biempps P00639053
Preparer |Firm'sname p RAFFA, P.C. . FirmsENp 952-1511275
Use Only | Firm's address p,. 1899 L STREET, NwW, SULITE 850

WASHINGTON, DC 20036

Phone no.{ 2

02) 822-5000

May the IRS discuss this return with the preparer shown above? (see instructions) lﬁ Yes E No
612001 11-11-16  LHA For Paperwork Reduction Act Notice, see the separate instructions. Formn 990 (2016)
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Form 990 (2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page2
- Statement of Program Service Accomplishments

Check if Schedule O contains a response ornole to any lineinthisPartl ... ... ... ... wegs e [X]
1  Briefly describe the organization's mission:

TO PROVIDE INFORMATION ABOUT THE BIRTH DEFECT OF SPINA BIFIDA AND ITS
RELATED CONDITIONS AND SUPPORT TO INDIVIDUALS LIVING WITH IT THROUGH
EDUCATION, ADVOCACY, RESEARCH, AND SERVICE; TO FACILITATE RESEARCH
INTO THE CAUSES, EFFECTS, AND TREATMENT OF SPINA BIFIDA; AND TO

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

prior Form 990 or 990-627 ; _ SR e Eves Xne
If "Yes," describe these new services on Schedule O.
3  Did the organization cease conducting, or make significant changes in how it conducts, any program services? DYes IKI No

If “Yes,” describe these changes on Schedule O.

4 Describe the organization’s program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, the 1otal expenses, and
revenue, if any, for each program service reported.

4a (Code: ) (Expanses $ 664,624. including grants of § 27,210. ) (Revenue §

RESEARCH - THE SPINA BIFIDA ASSOCIATION (THE ASSOCIATION) IS DEVELOPING
THE SPINA BIFIDA COLLABORATIVE CARE NETWORK TO IMPROVE THE HEALTH CARE
OF PEOPLE WITH SPINA BIFIDA ENABLING THEM TO HAVE BETTER CARE. THE
SBCCN, WHEN COMPLETED, WILL BUILD A SYSTEM THAT MONITORS, TRACKS, AND
EVALUATES CARE PROVIDED IN SPINA BIFIDA CLINICS AND OTHER HEALTH CARE
SETTINGS. THE SBCCN IS MADE UP OF PEOPLE OF DIFFERENT BACKGRQUNDS AND
EXPERIENCES: SPINA BIFIDA ASSOCIATION (SBA) STAFF, CHAPTER LEADERS,
DOCTORS, NURSES, PSYCHOLOGISTS, THE CENTERS FOR DISEASE CONTROL AND
PREVENTION (CDC), PARENTS OF CHILDREN WITH SPINA BIFIDA, AND ADULTS
WITH SPINA BIFIDA.

4b  (Code: ){Exparses§ 640,208. including grants of $ ) (Revenue$ 352,231.
EDUCATION - THE ASSOCIATION S EDUCATION PROGRAMS PROVIDE PARENTS,
CAREGIVERS AND PERSONS LIVING WITH SPINA BIFIDA WITH TOOLS AND
RESOURCES AT CRITICAL PQINTS IN DEVELOPMENT AND TRANSITION. EDUCATION
AND INFORMATIONAL RESQURCES WERE PROVIDED TO OVER 4,500 PEOPLE WITH
SPINA BIFIDA, PARENTS, AND CAREGIVERS.

4c  (Code: ) {(Expenses $ 188 970. including grants of $ 739. } (Revenue $ ]
MEMBER SERVICES/CHAPTER DEVELOPMENT - THE ASSOCIATION PROMOTES THE LN
GROWTH AND DEVELOPMENT OF ITS 19 CHAPTERS THROUGH TECHNICAL ASSISTANCE
IN CAPACITY BUILDING, COMMUNICATIONS, PROGRAMMATIC RESOURCES AND
GRANTS.

4d Other program services {Describe in Schedute Q.)

(Expanses § 112 r 559. Inciuding grants of § )} (Reverus $ )
4o Total program service éxpenses 1,606,361,

Form 990 (2016)
632002 11-11-16
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Form 990 (2016) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page3
fPartIV]C

hecklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If “Yas," complete Schedule A 1| X
2 s the organization required to complste Schedule g, Schedule of Contnbutorﬂ sy : 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or In opposmon to candldates for
public office? If “Yes,“ complete Schedule C, Part | 3 X
4 Section 501(c)(3) organizations, Did the organization engage in lobbying actlwties orhave a sectlon 501¢{h) election in effect
during the tax year? If "Yes," complete Schedule C, Partli 4 | X
5 Is the organization a section 501{c){4), 501{(c){(5), or 501(::)(6) organizatlon that receives membership dues assessments or
similar amounts as defined in Revenue Procedure 98-197 If "Yes, " complete Schedule C, Part Ii! 2ot : : 5 X
6 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! | & X
7  Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part I 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If “Yas, " complete
Schedule D, Part i 8 X
9 Did the organization report an amount in Part X, line 21 lor es5Crow or custod:al account Ilablhty serve as a custodlan 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 V' R et |9 X
10  Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? if “Yes," complete Schedule O, Partyy ]| X
11 It the organization’s answer ta any of the following questions is "Yes,” then cornplete Schedule D Parts Wi, VII VIII IX orX
as applicable,
a Did the organization report an amount for land, buildings, and equipment in Part X, ling 107 If "Yes, " complate Schedule D,
Part VI e i o s aieti e . Ha| X
b Did the organizatlon report an arnount for |nvestments other secuntles in Part X, I:ne 12 that is 5% or more of its total
assots reported in Part X, line 167 If “Yes,” complete Scheduwle O, Patvt 11h X
¢ Did the organization report an amount for investments - program related in Part X, Ine 13 that is 5% or more of &s total
assets reported in Part X, line 167 ¥f "Yes," complete Schedule D, Part VIl . 11c X
d Did the organization report an amount for other assets in Part X, Iine 15 that is 5% ar more ol its total assels reported in
Part X, line 167 If "Yes,” complete Schedule D, PartIX 11d X
e Did the organization report an amount for other llabllmes in Pan x Ima 25? If "Yes. complete Schedura D Partx L 11e| X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FiN 48 (ASC 740)? if "Yes,” complete Schedule D, Part X 111 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yas," complete
Scheduie D, Parts Xi and Xil . o e 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes," and if the organization answered “"Na" to line 12a, then completing Schedule D, Parts Xi and Xil is optional 12h X
13 Is the organization a school described in section 170{b){(1)(A)(i)? I "Yes," complate Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 148 X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, tundra:smg, business.
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If “Yes," complete Schedule F, Parts | and IV . U 14b X
15  Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? i “Yes, " complete Schedule F, Parts ftandtv. =~~~ e I - X
16 Did the organization report on Part IX, column {A), line 3, more than $5,000 of aggregate grants or other assistance 1o
or for foreign individuals? If “Yes, " complete Schedule F, Parts ill and IV ) 16 X
17 Did the organizat'on report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column {A), lines 6 and 11e? /f “Yes," complete Schedule G, Part | T 2 I 4 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIll, lines
1¢ and 8a? If "Yes," complete Schedule G, Part Il _ B 18 X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VIIl, line 9a7 If *Yes,"
complete Schadule B, Part Ml o o e eaenans 19 X
Form 990 (2016)
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Form 990 (2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 paged
I'P_‘lvﬁart Eh')_ecklist of Required Schedules continued)

Yes | No
20a Did the organization operate one or more hospital facilities? If "Yes, " complete ScheduteH l20a X
b If "Yes" to ine 20a, did the organization attach a copy of its audited financial statements to this return? s 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part [X, column {A), line 17 If “Yes,* complete Schedule |, Partsfandlt o I | X
Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 27 If “Yes, " complete Schedule |, Partstand I . 2| X

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

24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 /f "Yes," answer fines 24b through 24d and complete

Schadule K. If *No", g0 to e 258 ooy o it e s i S s s e | 2da X
b Did the organization invest any proceeds of lax-exempt bonds beyond a temporary penod excepllon? : 24b
¢ Did the organization malntain an escrow account other than a refunding escrow at any time during the year to defeass
any tax-exempt bonds? e 24¢
d Did the organization act as an "on behalf of" Issuer for bonds outstandlng at any llme dunng the year’? e 24d
25a Section 501{c)(3), 501(c}{4), and 501(c}29) organizations, Did the organization engage in an excess benellt
transaction with a disqualified person during the year? If "Yes," complete Schedule L, Part! 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ7 If "Yes, " complete
Schedula L, Part | ; po ! 25b X

26  Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employaes, or disqualified persons? if “Yes, *
complete Schedule L, Partht e e eraameear e e, | 28 X

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

of any of these persons? ¥ "Yes," complste Schedufe L, Part lif R 27 X
28 Was the organization a party to a business transaction with one of the follownng parties (see Schedule L Part lV
instructions for applicable filing threshokis, conditions, and exceptions):
a A current or former officer, director, trustee, or key employee? /f “Yes," complete Schedule L, Partiv. | 28a X
b A family member of a current or former officer, director, trustes, or key employee? If *Yes, " complete Schadufa L, Perl v  |28b X
¢ An entity of which a currant or former officer, director, trustee, or key employee {or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? Iif "Yes, " complete Schedule L, Part IV 28c X_
29 Did the organization receive more than $25,000 in non-cash contributions? If “Yes, " complete Schedule M X
30 Did the organization receive contributions of art, historical treasures, or other similar asssts, or qualified conservation
contributions? if "Yes," complete Schedule M R X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If “Yes," complete Schedule N, Fart | R o 31 X
Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?if "Yes," complete
Schedule N, Parthf e | 02 X
Did the organization own 100% of an entity disregarded as separate from the organization under Regutations
sections 301.7701-2 and 301,7701.37 If "Yes," complete Schedule R, Part | . } 33 X
Was the crganization related to any tax-exempt or taxable entity? If “Yes,” complete Schedule R, Part Ii, ill, or IV, and
PartV,line1 e 34 X
35a Did the organization have a controlled entrty wrlhrn lhe meanlng of sectlon 51 2(b}(‘l 3)? R | 35a X
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, PartV, line2 | 88D
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If “Yes," complete Schedule R, Part V, line 2 L L Lss X
37 Did the organization conduct more than 5% of its activities through an entrty that Is not a related organlzatlon
and that is treated as a partnership for federal income tax purposes? If *Yes,” complete Schedule A, Part Vi 37 X
38 Did the organization complete Scheduls O and provide explanations in Schedufe O for Part VI, lines 11b and 197
Note. All Form 990 filers ars required to complete Schedule O . e e U as| X
Form 990 (2016)
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Form 990 (2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342
[Part V| ~Statements Regarding Other IRS Filings and Tax Compliance

181 page5

Check if Schedule O contains a response or note to any tine in this Part V |:|
Yes | No
1a Enter the number reported in Box 3 of Form 1096, Enter -0-if not applicable 1a lg‘
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1b
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners? A T S o o 0 o ot o 1 | X
2a Enter the number of employees reported on Form W 8 Transm ttal of Wage and Tax Statements
filed for the calendar year ending with or within the year covered by this retum | 2a 13
b I at least one is reported on line 2a, did the organization file all required federal employrnent tax retums? ot X
Note, If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)
3a Did the organization have unrelated businass gross income of $1,000 or more during the year? 3a | X
b If "Yes,” has it filad a Form 990-T for this year? If "No," to fine 3b, provide an explanation in Schedule & 3 | X
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 fereign country (such as a bank account, securities account, or ather financial account)? 4a X
b If "Yes," enter the name of the foreign country: >
See instructions for filing requirements for FiInCEN Form 114, Report of Foreign Bank and Financiat Accounts (FBAR),
5a Was the organization a party 1o a prohibited tax shelter transaction at any time during the tax year? 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
¢ If“Yes," to line 5a or 5b, did the organization file Form 8886.T7 5c
6a Does the organization have annual gross receipts that are normally greater than $1 00 000 and dld the organxzatlon sohc:t
any contributions that were not tax deductble as charitable contributions? i et | 6a X
b If *Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deductible? : S A e e 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to tha payor? | 7a X
b If "Yes,” did the organization notify the donor of the value of the goods or services provided? B i)
¢ Did the organization sell, exchange, or atherwise dispose of tangible personal property for which it was required
to file Form 82827 AR L 7c X
d If "Yes," indicate the number of Forms 8282 filed dunng the year peEmmossto ol M L?d I
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? Te X
1 Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? L i X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as requtred? | 79
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintalning donor advised funds. Did a donor advised fund maintained by the
sponsaring organization have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667 B 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations, Enter:
a Initiation fees and capital contributions included on Part VIIl, ine 12 e 10a
b Gross receipts. included on Form 990, Part VIII, line 12, for public use of club facilities =~ | 10b
11  Section 501(c){12) organizations. Enter:
a Gross income from members or shareholders R 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem) 1tbh
12a Section 4947{a}{1) non-exempt charitable trusta Is the organlzatlon r I|ng Form 990 in Iieu of Form 10417 12a
b If “Yes,” enter the amount of tax-exempt interest received or accrued duringtheyear ... |12b
13 Section 501(c)(29} qualified nonprofit health insurance issuers.
a |s the organization licensed to issue qualified health plans in more than one state? ) — 13a
Note, See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified heath plans B e 13b
¢ Enter the amount of reservesonhand e 13¢c =1
14a Did the organization receive any payments for mdoor tanning services during the tax year? ) R i [ X
b _if "Yes." has it filed a Form 720 to report these payments? If “No, " provide an expianation in Scheduie 0 ____________________________ 14b
Form 990 (2016)

632005 11-11-16
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Governance, Management, and DIScloSure For each "Yes® respanse to fines 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.

Form 990 {2016) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page 6
-

Check if Schedule O contains a response or note to any line in this Part VI Sl st E‘EI
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 10
If there are material differences in voting rights among members of the governing body, or if the governing
body delegated broad authority te an executive commitiee or similar committee, explain in Scheduie 0.
b Enter the number of voting members included in line 1a, above, who are independent __ b 10
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key employea? e ; 2 X
3 Did the organization delegate control over management dutles customarlly performed by or under the dlrect supennsion
of officers, directors, or trustees, or key employees to a management company or other parson? 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was fnled? 4 X
§ Did the organization become aware during the year of a significant diversion of the organization's assets? 5 X
6 Did the organization have members or stockholders? : [ X
7a Did the organization have members, stockholders, or other persons who had lhe power to elect or appomt one or
more members of the govemning body? 7a | X
b Are any govemance decisions of the organization reserved to {or subject lo approvsl by) members, stockholders, or
persons other than the governing body? s 7 | X
8  Did the orpanization contemporansously document the meetmgs held or wrmsn actmns undenaken during the year by the followmg
a The goveming body? ' 8a | X
b Each committee with authority to act on behalf of the goveming body? b | X

9 s there any officer, director, trustee, or key employes listad 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 ... . gnics | 9 X
Section B. Policies (This Section B requests information about policies not required by the Intemal Revenue Code )

Yes | No
10a Did the organization have local chapters, branches, or affiliates? e e ) R 10a | X
b If *Yes," did the organization have written policies and procedures goveming the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization’s exempt purposes? | t0b Xf
11a Has the organization provided a complete copy of this Form 990 to all members of its goveming body before filing lhe lon’n? 11a]| X
b Describe in Schedule O the process, if any, used by the organization {o review this Forr 930.
12a Did the organization have a written conflict of inlerest policy? /f "No," go to fine 13 e 12a | X
b Were officers, directors, or trustees, and key employees required fo disclose annually interests that could giverise to conflicts? ™ [120| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes, " describe
in Schedule O how this was done ) 12c| X
13 Did the organization have a written wh:stleblower policy? e . 13| X
14 Did the organization have a written document retention and destruction pollcy‘? _— . 14 | X
15 Did the process for determining compensation of the following persens inctude a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEQ, Executive Director, or top management official R 15a]| X _
b Other officers or key employees of the organizaton .~ L ) R & -] X

If "Yes" to line 15a or 15b, describe the process in Schedute O {see instructlons)
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxabla entity during the year? ) . llca X
b If "Yes," did the organization follow a wntten policy or procedure requinng the organ zauon to evaluate its partucnpatlon
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the arganization’s
exempt status with respect to such arrangements? .. TV e — 16b
Section C. Disclosure N _
17  List the states with which a copy of this Form 990 is required to be filed ™AL , 8K , AR ,CA,CT ,FL,GA,IL,KS ,KY,LA ,ME
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 wabsite |E Another's website II] Upen request D Cther {explain in Schedule O)
19 Describe in Schedule O whether {and if s, how) the organization made its governing documents, conflict of interast 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 arganization's books and records:

GLENRAE BROWN - (202) 944-3285
1600 WILSON BOULEVARD, NO. 800, ARLINGTON, VA 22209
632006 11-11-16 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2016)
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SPINA BIFIDA ASSOCIATION OF AMERICA

58-1342181

Page 7

Form 990 (2016 C
mpensation of Officers, Directors, Trustees, Key Employees, Highest Gompensated

Employees, and Independent Contractors
Check it Schedule O contains a response or note to any lina in this Part VI

R e 29 ]

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

1a Complete this table for all persons required to be listed, Report compensation for the calendar year ending with or within the organization's tax year,

@ List all of the organization's current officers, directors, trustees {whether individuals or organizations),

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 cutrent highest compensated employees (other than an officer, director, trustee, or key employes) who received report-

abie 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;

and former such persons,

regardless of amount of compensation.

highest compensated employees;

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

(A) (B) (C) (D) (E) {F)
Name and Title Average | o fosition Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week olfices anca dvector/iruates) from from related other
{list any E the organizations compensation
hoursfor | =) b organization (W-2/1098-MISC) from the
related g E ) g {(W-2/1099-MISC) organization
organizations g 3 E E. and related
below £ E 5|2 2§ = organizations
ne) |2|2|8)5 |55l S
(1) MEGAN SORENSON 5.00
CHAIR X X 0. 0. 0.
{2) ANA XIMENES 2.00
IMMEDIATE PAST CHAIR X X 0. 0. 0.
{3) NICOLE GOWER 2.00
CHAIR ELECT X X 0. 0. 0.
{4) MARIA BOURNIAS, ESQ, CPA 5.00
TREASURER/SECRETARY X X 0. 0. 0.
{5) MICHAEL HARTY, JR, 2.00
BOARD MEMBER X 0. 0. 0.
{6) DAVID B, JOSEPH, MD 2.00
BOARD MEMBER X 0. 0. 0.
(7) DAVID MORRISSEY 2.00
BOARD MEMBER X 0. 0. 0.
{8) WILSON NEYLAND 2.00
BOARD MEMBER X 0. 0. 0.
(9) PAULA PETERSON, MSN, APRN 2.00
BOARD MEMBER X 0. 0. 0.
{10) MAKAY TOLBOE 2.00
BOARD MEMBER X 0. 0. 0.
{11) SARA STRUWE 37.50
PRESIDENT AND CEO X 128,273. 0.] 11,599.
(12} GLENRAE BROWN 37.50
CHIEF OPER, OFFICER (AS OF 08/2016) X 81,127. 0. 11,348.
(13} JOSEPH MARTIN 37.50
CONTROLLER {UNTIL 10/2016) X 74,427, 0. 9,881.

632007 11-11-16

07230725 786783 SBA
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Form 990 (2016} SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Ppage8
|'Fa_rt Vil I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employeas {continued)
(A} B8) (9) D) {E} iF)
Name and title Average {onot cfgf'mﬁg?m an one Reportable Reportable Estimated
hours per | box, unkess persan s both an compensation compensation amount of
week officer and a dlrector/trustes) from from related other
flistany |35 the organizations compensation
hours for | & . organization (W:2/1099-MISC) from the
related |z | & 2 {(W-2/1099-MISC) organization
organizations| 3 | 5 g[8 and related
below |3|5|_ |2 % El . organizations
ine) [5[2[E[F 855
1b Sub-total R e T, > 283,827. 0. 32,828,
¢ Total from continuation sheets to Part Vil, Section A > 0. 0. 0.
d Total(addlines tbandde). ... .. . . . .. > 283,827, 0.] 32,828,
2  Total number of individuals {including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P> 1
Yes | Na
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 1a? If "Yes," complete Schedule J for such individual ) ) 3 X
4  For any individual I'sted on line 1, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f “Yes, " complete Schedule J for such individual _ 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendered to the organization? i “Yes, " compiete Schedule Jforsuchperson . . ... . 5 X

Section B, Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. Report compensation for the calendar year ending with or within the organization's tax year.

(A

Name and business address
DOUBLETREE SUITES - MINNEAPOLIS

&)

Description of services

C)
Compensation

1101 LASALLE AVENUE, MINNEAPOLIS, MN 55403 [CONFERENCE SERVICES 195,357,
2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100.000 of compensation from the organization P> 1
Form 990 (2016)
632008 11-11-16
8

07230725 786783 SBA

LORY

2016.04000 SPINA BIFIDA ASSOCIATIO



Statement of Revenue
Check if Schedule O contains a response ornote to any lineinthisPart VK ... ... ...

Form 990 (2016, SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page9

A (B} {cy [ —gsy —
Total revenue Related or Unrelated | Revenu exclgded

p rom tax un
exempt function business sections

revenue revenue 512-514

1a Federated campaigns 1a 35,914.
b Membership dues 1b
¢ Fundraising events L 11e
d Related organizations 1d
e Govemnment grants (contrlbutlnns) 1e 655,708.
£ All other contributions, gifts, grants, and

similar amounts notincluded above  |4¢[ 776,114,

Noncash contributions included in fines 1a-11: $ 9 r 5 85 .

Total. Add lines 1a-1f . p 1,467,736,

bus!ness Codsg

CONFERENCE & MEETINGS 900004 388,050.] 344,450. 43,600.

Contributions, Gifts, Grants|
and Other Similar Amounts

=

am Service
avenue

a
b
c
d
e
f

Pro%

All other program service ravenue
- 4 Total. Addlines2a2f . ... 2
3  Investment income {Including dwadends. interest, and

other similar amounts) _ el > 5,947. 5, 947,
4  Income from investment of lax-exernpl bond proceeds >

5 Royafties . ... .. e sl o 1,980. 1,980.

(i} Real {ii) Personal

388,050.

6 a Gross rents .
b Less: rental expenses
¢ Rentalincome or (loss})
d Netrentalincomeor{loss) ... ... |
7 a Gross amount from sales of (i) Securities (i) Other
assels other than inventory [322,881.
b Less: cost or other basis
and sales expenses  [323,005.
¢ Gain or {loss) -124,
d Netgainor(loss) ... . Fliins . P -124, -124,
8 a Gross income from fundraising events (not
including $ of
contributions reported on line 1c). See
Part IV, line 18 L a
b Less: direct expenses ) b
¢ Netincome or {loss) from fundraising events >
9 a Gross income from gaming activities. Seg
Part IV, ine19 . a
b Less: direct expenses b
¢ Net income or {loss) from gaming actlv tles .. b
10 a Gross sales of inventory, less retums
andallowances al 2,405.
b Less: cost of goods sokd bl 1,504.
c_Net income or {loss) fromsalesoflnventong N 901. 9501.

Miscellaneous Revenue Business Cod
11 a ADVERTISING 541800 6,880. 6,880.
b MISCELLANEOUS 900099 826. 826.
c
d Aflotherrevenue
e Total.Add lines 11a11d S 7,706,
12 Total revenue. Seeinstructions. ... p[1,873,196.] 345,351, 6,880.] 53,22%9.
632009 11-11.16 Form 990 (2016)

Other Revenue
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orm 990 {2016)

[Pari (S

SPINA BIFIDA ASSOCIATION OF AMERICA

tatement of Functional Expenses

58-1342181 Page 10

Section 501{c)(3) and 501(c){4) organizations must complete all columns. All other organizations must cormplete column (A).

Check if Schedule O contains a response ornotetoany lineinthis Part IX ... ... ﬂ_
Do not includa amoaunts reported on fnes 8b, Total es:;genses ngraﬁ)senrlce Mana écn:'l)ent and Funcslrna)isin
7b, 8b, 8b, and 10b of Part VIl expenses genergl expenses expensesg
1 Grants and other assistance to domestic organizations
and domestic governments, See Part [V, line 21 739, 739.
2 Grants and other assistance to domastic
individuals. See Part IV, line 22 27,210. 27,210.
3 Grants and other assistance to foreign
organizations, forelgn governments, and foreign
individuals. See Part IV, lines 15 and 16
4 Benefils paid to or for members A
5 Compensation of current officers, directors,
trustees, and key employees 316,655. 178,298. 124,228, 14,129,
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Cther salaries and wages 393,911. 340,663, 2,321, 50,927.
8 Pension plan accruals and contributions {include
section 401(k) and 403(b) employer contributions)
9 Other employee benefits 151,839. 130,454, 5,724, 15,661.
10 Payroll taxes 55,724. 42,009. 8,498. 5,217.
11 Fees for services {non-employees):
a Management
b Legal 5,202, 5,202,
c Accounting 29,828, 20,862. 3,893, 5,073.
d Lobbying e 27,234, 27,234.
e Professional fundraising services. See Part IV, line 17
f Investment managementfees =
g Other. {If line 11g amount exceeds 10% of line 25,
column (A) amount, list line 11g expenses on Sch 0.) 262,419, 262,419.
12 Advertising and promotion 21,101. 20,388. 13. 700.
13 Officeexpenses 236,810. B7,667. 46,928. 102,215.
14  Information technology 35,420. 1,721. 33,699.
15 Royalties
16 Occupancy 78,283, 33,396, 23,707, 21,180,
17 Travel R _ 87,140. 73,683, 6,260, 7,197,
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, convenlions, and meetings 268,449, 254,325, 8,182, 5,942.
20 Interest _—
21 Paymentsto affillates
22 Depreciation, depletion, and amortization 24,078, 24,078.
23 nsurance 7,684. 1,011. 6,673,
24  Other expenses, Itemize expenses not covered
above. (List miscellzneous expenses in line 24e. If line
24e amount exceeds 10% of line 25, column (A)
amount, list line 24¢ expenses on Schedule 0.)
a DUES AND SUBSCRIPTIONS 21,214, 1,483. 4,650, 15,081,
b FILING REGISTRATION 18,985, 4,074, 4,755, 10,156.
¢ PUBLICATIONS AND MAT. 4,285, 4,270. 15.
d MISCELLANEQUS 1,832, 379. 1,203, 250.
e All other expenses 4513. 88,874. -88,535., 114.
25  Total functlonal expenses. Add lines 1 through 24e 2,076,495.] 1,606,361. 182,593. 287,541.
26 Joint costs. Complete this fine anly if the organization
reported in column (B) joint costs from a combined
educational campaign and tundraising solicitation.
Check here = =1 Itollowing SOP 88-2 (ASC 958-720)
632010 11-11-16 Form 990 2016)
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Form 990 (2016)
[Part X | Balance Sheet

SPINA BIFIDA ASSOCIATION OF AMERICA

58-1342181 page11

Check if Schedule O contains a response or note to any line in this Part X i Ak P
(A} (B}
Beginning of year End of year
1 Cash - nondnterest-bearing 113,676.] 1 179,373.
2 Savings and temporary cash investments 64,110.| 2 111, 343.
3 Pledges and grants receivable, net 326,843.] 3 232,011.
4  Accounts receivable, net e 4
5§ Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of Schedule L ) ) 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
‘E employees’ beneficlary organizations (see instr), Complete Part Il of Sch L &
" 7 Notes and loans receivable, net 7
< | 8 inventoriesforsaleoruse 15,567.| 8 9,736,
9 Prepaid expenses and deferred charges 106,514.] 9 73,918.
10a Land, buildings, and equipment: cost or ather
basis. Complete Part Vi of Schedule D | 10a 240,182,
b Less: accumulated depreciation 10b 115,701. 147,640, 10¢ 124,481,
11 Investments - publicly traded securities 260,630.] 11 130,184,
12 Investments - other securities, See Part IV, line 11 12
13  Investments - program-relatad. See Part iV, line 11 13
14 Intangible assets e 14
15 Otherassets, See Pan IV, line 11 — 662.| 15 bb2.
116 Total assets. Add lines 1 through 15 (must equalline34) ... : 1,035,642.] 16 861,708.
17  Accounts payable and accrued expenses 70,051.] 17 42,980,
18 Grantspayable 18
19  Defemed revenue 10,288.] 19 61,035,
20 Tax-exempt bond Ilabllltles R e 20
21 Escrow or custodial account liability, Complete Part IV of Schedule D 21
® |22 Loans and other payables to current and former ofiicers, directors, trustees,
E key employees, highest compensated employees, and disqualified persons,
2 Complete Part Il of Schedule L e 22
= |23 Secured mortgages and notes payable to unrelated third parties 23
24  Unsecured notes and loans payable to unrelated third parties L 24
25 Other liabilities (including federal incoma tax, payables to related third
parties, and other liabilities not included on lines 17-24), Complete Part X of
Schedule D _ 189,441.| 25 190,003.
126 Totallisbilities. Add lines 17 through 28 . .. . 269,780.] 26 294,018.
Organizations that follow SFAS 117 (ASC 858}, check here b |X] and
d complete lines 27 through 29, and lines 33 and 34,
§ 27  Unrestricted net assets 199,530.| 27 506,603.
3 |28 Temporarily restricted net assets 506,332.] 28 1,087.
T |29  Permanently restricted net assets 60,000.] 20 60,000.
e Organizations that do not follow SFAS 117 (ASC 958). check here P r__.|
5 and complete lines 30 through 34,
§ 30 Capital stock or trust principal, or current funds B 30
§ 31 Pald-in or capital surplus, or land, building, or equlprnent fund : 31
% |32 Retained eamings, endowment, accumulated income, or other funds 32
Z |33 Total net assets or fund balances 765,862.| a3 567,690.
134 Total iabilities and net assets/fund balances . ... 1,035,642.] 34 861,708,
Form 990 (2016)

632011 11-11-16
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Form 990 (20186) _ SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pagei2
econciliation of Net Assets

Check if Schedute O contains a response or notetoany lineinthisPart X1 . P D

1 Total revenue {must aqual Part VIll, column (&), line 12) 1 1,873,196.

2 Total expenses (must equal Part IX, column (A}, line 25) 2 2,076,495,

3 Revenue less expenses. Subtract line 2 from line 1 L B 3 -203,299.

4  Net assets or fund batances at beginning of year (must equal Part X, line 33, column (A) 4 765,862.

6 Net unrealized gains {losses) on investments 5 5,127,
6 Donated services and use of facilities [
7  Investment expenses 7
8  Prior period adjustments L 8

9 Other changes in net assets or fund balances {explain in Schedule Q) R 9 0.

10 Net assets or fund bafances at end of year. Combine lines 3 through 2 (must equal Part X, line 33,
column (B) i i lh i 10 567,680.
[Part Xil[ Financial Statements and Reporting
Check Iif Schedule O contains a response or note to any line in this Part XII . B : P L]
Yes | No

1 Accounting method used to prepare the Form 990: |:| Cash III Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other,” explain in Schedule Q.
2a Woera the organization's financial statements compiled or reviewed by an independent accountant? e 2a X
If *Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:
Separate basis D Consolidated basis D Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? ) ) e oh | X
If "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis,
consolidated basis, or both:
x] 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 aversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? ) fars 2c| X
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule Q.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit

Actand OMB Circular A1337 O TR o | 2 X
b If “Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits. explain why in Schedule O and describe any steps taken to undergo suchaudits ... ... . e 3b

Form 990 (2016)

632012 11-11-16
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SCHEDULE A OMB No. 1545-0047

{Form 990 or 990-E2Z)

Public Charity Status and Public Support —-20—1-6—

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

Department of the Treasury P Attach to Form 990 or Form 890-EZ, Open to Public

Internal Revenua Service P> Information about Schedule A (Form 990 or 990-EZ] and its instructions is at WWW.irs.gov/form990. 'l_“s'”cﬁ"“

Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

I Part | | Reascn for Public Eﬁanty Status {All organizations must complete this part,) See instructions.

1
2
3
4

t

- o

-]

0 00 B0 O

10

"
12

0

b

d

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

A church, convention of churches, or association of churches described in section 170{b){ 1{A)(i).

A school described in section 170{b){1){A)1i). (Attach Schedule E (Form 990 or 990-E2).)

A hospital or a cooperative hospital service organization described in section 170{b){ T){A)jii).
A medical research organization operated in conjunction with a hospital described in section 170{b){1){A)iii}. Enler the haspital's name,
city, and state;

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

section 170{(b){1}{Aj)(iv). (Completa Part I1.)

A federal, state, or local government or governmenta! unit described in section 170{b){1)(A}v].

An organization that normally recsives a substantial part of its support from a govemmental unit or from the general public described in
section 170{b){1}{A)(vi). (Complete Part II.)

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

An agricultural research organization described in section 170{b)(1){A}(ix) cperated 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:
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts fram
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
incorme 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.)

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

An erganization organized and operated exclusively for the benefit of, 1o perform the functions of, or to carry out the purposes of one or
mare 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.

D Type |. A supporting organization operated, supervised, or controlled by its supported organization{(s}, typically by giving

the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.

Type tl. 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 1V, Sections Aand C,

its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.

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

c D Type Il functionally integrated. A supporting crganization operated in connection with, and functionally integrated with,

e D Check this box if the organization received a written determination from the IRS that it is a Type |, Type II, Type H|

functionally integrated, or Type Il non-functionally integrated supporting organization.

f Enter the number of supported organizations - I |
g Provide the following information about the supported organization(s).
(i} Name of supgorted (i) EIN {iif) Type of organization | .[¥)1s e Organizauan ¥sied {v) Amount of monetary {vi} Amount of other
in your gevemning document?
organization {described an lines 1-10 Yes No |support isee instructions) | support (see instructions)

above (see instructions}}

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 632023 0s-21-16  Schedule A (Form 990 or 990-EZ) 2016
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Schedu!e A (Form 991) or 990-

2016 SPINA BIFIDA ASSOCIATION OF AMERICA

_58- 1342181 Page 2

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organizatlon failed to qualify under Part llI. if the organization
falls to qualify under the tests listed below, please complate Part III.)

Section A. Public Support

Calendar year (or fiscal yezr beginning In}

1

Gifts, grants, contributions, and
membership fees received. (Do not
include any *unusual grants.,”)

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

The value of services or facilities
furnished by a governmental unit to
the organization without charge
Total. Add lines 1 through 3

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

column {f)

& Public SI.IEE;II'L Subtract line 5 from line 4.
Section B, Total Support

{a) 2012

(b) 2013

{c) 2014

() 2015

(e} 2016

{f) Total

2389800.

1708752.

1475421.

1527340.

1467736.

8569049.

[ 2389800.

1708752,

1475421.

1527340,

1467736.

8569049.

26,587,

B542462.

Calendar year (or fiscal year beginning In)

7
8

10

1
12
13

organization, check this box and stop here
Section C. Computation of FuEI 5

Amounts from ined

Gross income from mterest
dividends, payments received on
securities loans, rents, royalties
and income from similar sources
Net income from unrelated business
activities, whether or not the
business is regularly carried on
Other income. Do not include gain
or loss from the sale of capital
assets {Explain in Part VI.)

Total support. Add lines 7 through 10

{a) 2012

(b) 2013

{c} 2014

(d) 2015

{e) 2016

{f} Total

2389800.

1708752.

1475421,

1527340.

1467736.

85690485.

16,208.

20,101.

31,616.

13,4483.

8,927,

90,301.

3,841.

3,841,

2,123,

3,655.

869.

826.

7,473,

8670664,

Gross receipts from related activities, etc. (see instructions)
First five years. If the Form 990 is for the organization's first, second, lhlrd founh or fi f' fth tax year asa sectlon S01(c)(3)

12 | 1,

534,186.

pL ]

ic Support Percentage

14 Public support percentage for 2016 (line 6, column {f) divided by line 11, column (f)
15 Public support percentage from 2015 Schedule A, Part Il, ine 14
16a 33 1/3% support test - 2016. If the organization did not check the box on line 13, and Iane 14 is 33 1/3% or more, check this box and
stop here. The organization qualifies as a publicly supported organization = : ;
b 33 1/3% support test - 2015. If the organization did not check a box on line 13 or 163 and Ime 15i5 33 1!3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization
17a 10% -facts-and-circumstances test - 2018. If the organization did not check a box on Ilne 13, 1Ba or 16b and Iane 14 is 10% or more,
and if the organization meets the “facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization

meets the *facts-and-circumstances” test. The organization qualifies as a publicly supported organization . :
b 10% -facts-and-circumstances test - 2015. If the organization did not check a box on line 13, 18a, 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 V| how the

14

98.52

15

98.81 o

organization meets the "facts-and-circumstances test. The organization qualifies as a publicly supported organization P

18 _Private foundation. I the organization did not check a box on on line 13, 16a, 16b, 17a. or 17b, check this box and see |nstruct|ons _» D
Schedule A (Form 990 or 990-EZ) 2016

632022 08-21-16
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Schedule A (Form 990 or 990-E2 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pagea
- §upport §cEe% ule for Organizations Described in Section 509 @2)
{Complete only if you checked the box on line 10 of Part 1 or if the organization failed to qualify under Part II. If the organization fails to

qualify under the tasts listed below, please complete Part I1.)
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, contributions, and
membership tees received. (Do not
include any "unusual grants.”)

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

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

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

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

6 Tatal. Add lines 1 through 5

7a Amounts included on lines 1, 2, and

3 received from disqualified persons

b Amounts includedt on lites 2 and 3 received
from other than disqualifiad parsons thai
excead tha greater of $5,000 or 1% of the
amount on line 13 for the year

¢ Add lines 7aand 7b

8 Public support. supirctiina 7c gm !'22.51
Section B. Total Support

Calendar year (or fiscal year beginning in} {a} 2012 {b) 2013 (c) 2014 {d}) 2015 {e) 2016 (f) Total
9 Amounts fromlined

10a Gross income from interest,
dividends, payments received on
securitias loans, rents, royalties
and income from similar sources

b Unrefated business taxable income

{less section 511 taxes) from husinesses

acquired after June 30, 1975

¢ Add lines 10aand 10b .

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

12 Other incame. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1,)

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

14 First five years, |f the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(2) organization,

check this box and stophere ... _ ol samaiit o s e — . PI;
Section C. Computation of Public Support Percentage
15 Public support percentage for 2016 (iine 8, column {f) divided by line 13, column () 15 %
16_Public support percentage from 2015 Schedule A Partlll.line15 . .. .. . porenne | 16 %
Section D, Computation of Investment Income Percentage
17 Investment income percentage for 2016 {line 10¢, column (f) divided by line 13, column (f)) 17 %
18 Investment income percentage from 2015 Schedule A, Part Ili, line 17 T Nenee | 18 %
19a 33 1/3% support tests - 2016, If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization >

b 33 1/3% support tests - 2015, If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box and stap here. The organization qualifies as a publicly supported organization > D
20 _Private foundation. |f the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ... ... . > ]
632023 09-21-16 Schedule A (Ferm 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990.E2) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pagesa
I Eart IE | Supporting Organizations
(Complete only if you checked a box in line 12 on Part 1. 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 |, complets
_ Sections A, D, and E. If you checked 12d of Part I, complete Sections A and D, and completa Part V)
Section A. All Supporting Organizations

Yes | Neo

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

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

3a Did the organization have a supported organization described in section 50(c)(4), (5), or (6)7 If "Yes," answer
({b) and (c) below. 3a

b Did the organization confirm that each supported organization gualified under section 501{c){4), (5), or {6} and
satisfied the public support tests under section 509(a)(2)7 If “Yas, " describe in Part VI when and how the
organization made the determination. 3b
¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If "Yes, " explain in Part VI what conirofs the organization put in place o ensure such use. 3c
4a Was any supported organization not organized in the United States ("foreign supported organization®)?
"Yes, " and if you checked 12a or 12b in Part |, answer (b) and {c) below. 4a
b Did the organization have ultimate control and discretion in deciding whether {o make grants to the foreign
supported organization? /f "Yes, " describe in Part VI how the organization had such control and discretion
despite being controfled or supervised by or in connection with its supported organizations. 4b
¢ Did the organization support any forgign supporied organization that does not have an IRS determination
under sections 501(c)(3} and 509(a){1) or (2)7 /f "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)(8)
puUrposes. 4c

Sa Did the organization add, substitute, or remave any supported organizations during the tax year? If *Yes,”
answer (b) and (c) below (if appficable). Also, provide detail in Part Vi, including (i} the names and EIN
numbers of the supported organizations added, substituted, or remaved: (i} the reasons for each such action;
(i} the authority under the organization's organizing document authorizing such action; and {iv) how the action
was accomplished (such as by amandment o the organizing docurment). Sa

b Type | or Type Il enly. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document? Sh
¢ Substitutions only. Was the substitution the result of an event beyond the organization's control? 5¢

6 Did the organization provide support {whether in the form of grants or the provision of sarvices 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 {jii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? If “Yes, " provide detail in
Part VI. 6

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined in section 4858(c}(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? If *Yes,* complete Part | of Schedule L (Form 990 or 990-E2). 7

& 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). 8

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described
in section 509{a)(1) or (2))7 If “Yes, " provide detail in Part V1. Sa

b Did one or more disqualified persons (as defined in lina 9a) hold a controlling interast in any entity in which

the supporting organization had an interest? /f "Yes, " provide detail in Part VI. ob

¢ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit

from, assets in which the supporting organization also had an interest? /f “Yas, " provide detail in Part V1. 9¢

10a Was the organization subject to the excass business holdings rules of section 4943 because of section
4943(f) {regarding certain Type Il supporting arganizations, and all Type kI non-functionally integrated

supporting organizations)? If "Yes, " answer 10b befow. 10a

b Did the organization have any excess business holdings in the tax year? {Use Schedule C, Form 4720, to

determing whether the organization had excess businass holdings.) 10b

£32024 09-21-16 Schedule A (Form 830 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pPages_
art Supporting Organizations /~ontinyed)

Yes | No

31 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone ar tagether with persons described in (b) and (c)
below, the governing body of a supported organization? 11a
b A family member of a person described in (a) above? 11b
¢ A 35% controlled entity of a person described in (a) or (b) abova?¥f "Yes" to a, b, or ¢, provida detail in Part VI. 11c
Section B. Type | Supporting Organizations

Yes | No

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

2 Did the organization operate for the benefit of any supported organization other than the suppoerted
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 aperated,
supervised, or controfled the supporting organization. 2

Section C. Type Il Supporting Organizations

Yes | No

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

Section D. All Type Ill Supporting Organizations

Yes | No

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

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

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

Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to salisfy the Integral Part Test during the yeafsee instructions).
a D The organization satisfied the Activities Test. Complele line 2 beiow.
b The organization is the parent of each of its supported organizations, Complete line 3 below.
c The organization supported a governmental entity. Describe in Part VI how you supparted a government entily (see instructions),

2 Activities Test. Answer (a) and (b) balow. Yes | No

a Did substantially ali 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 explaln  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 substantiafly all of its activities. 2a

b Did the activities described in {a) constitute activities that, but for the organization's invalvement, one or more
of the organization's supported organization(s) would have been engaged in? /f “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.

3 Parent of Supported Organizations, Answer (g} end (b) below,

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? Provide details in Part V1. 3a

b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supporied organizations? If "Yes, * describe in Part Vi_the rofe played by the organization in this regard. 3b

632025 09-21-16 Schedule A {Form 990 or 930-EZ) 2016
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Schedule A (Form 990 or 990-£2 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page 6
[Part VT Type Il Non-Functionaliy Integrated 509(a)(3) Supporting Organizations

1

Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part V1.) 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)

Net shorttermn capital gain

Recoveries of prior-year distributions

Other grass income (see instructions)

Add lines 1 through 3

LN E N AN Y

Depreciation and depletion

;&N |-

Portion of operating expenses pald or incurred for production or
collection of gross income or for management, conservation, or
raintenance of property held for production of income (see instructions)

7

~

QOther expenses {see instructions)

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

Section B - Minimum Asset Amount {A) Prior Year

{B) Current Year
{optional)

1

Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):

Average monthly value of securities 1a

Average monthly cash balances 1b

Fair market value of other non-exempt-use assets 1¢

Total (add lines 1a, 1b, and 1¢) 1d

®a|d |T|n

Discount claimed for bleckage or other
factors (explain in detail in Part VI):

Acquisiticn indebtedness applicable to non-exempt-use assets 2

[~ ]

[

Subtract line 2 from line 1d

F-S

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

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

Muttiply line 5 by 035

~ | |on

Recoveries of prior-year distributions

Minimurn Asset Amount (add line 7 to line 6}

0 |~ |® [ [

Saction C - Distributable Amount Cument Year

Adjusted net income for prior year {from Section A, ling &, Column A)

Enter 85% of line 1

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

Enter greater of line 2 or line 3

b |WN|=

Income tax imposed in prior year

O |th |86 [N [

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

LI Check here if the cumrent year Is the organization’s first as a non-functionally integrated Type Il supporting organization (see
instructions),

Schedule A (Form 980 or 990-EZ) 2016
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Schedule A (Form 990 or 90-E7) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA

58_1342181 Paga?

[Part VT Type il Non-Functionally Integrated 509{a}(3) Supporting Organizations (o qsin e}

Section D - Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
3 Administrative expenses paid to accomplish exempt purposes of supported organizations
4 Amounts paid to acquire exempt-use assets
5§ Qualified set-aside amounts {prior IRS approval requirad)
6 Other distributions {describe in Part V]). See instructions
7 Total annual distributions. Add lines 1 through 6
8 Distributions to attentive supported organizations to which the organization is responsive
{provide details in Part VI}. See instructions
9 Distributable amount for 2016 from Section C, line 6
10 Line B amount divided by Line 8 amount
(i} {ii} (i)
Section E - Distribution Allocations (see instructions) e Unde;ifg;l:gtions Agiost::::’ I"::ra g:lew

1__ Distributable amount for 2016 from Section C, line 6
2 Underdistributions, if any, for years prior to 2016 {reason-
able cause required- explain in Part VI). See instructions
3 Excess distributions carryover, if any, to 2016:
a
b
¢ From 2013
d From 2014
& From 2015
f Total of lines 3a through
__ 9 Applied to underdistributions of prior years
h_Applied to 2016 distributable amount
I__Carryover from 2011 not applied (see instructions)
j Remainder. Subtract lines 3g, 3h, and 3i from 3f.
4  Distributions for 2016 from Section D,
line 7: $
a Applied to underdistributions of prior years
b Applied to 2016 distributable amount
¢ _Remainder. Subtract lines 4a and 4b from 4
§ Remaining underdistributions for years prior to 20186, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero, explain in Part V. See instructions
6 Aemaining underdistributions for 2016. Subtract lines 3h
and 4b from line 1. For result greatar than zero, explain in
Part VI. See instructions
7 Excess distributions carryover te 2017. Add lines 3j
and 4¢
8 Breakdown of line 7:
a
b Excess from 2013
c_Excess from 2014
d Excess from 2015
e Excess from 2016

632027 09-21-16
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8-1342181 Page 8

Schedule A (Form 990 or 990-E7) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 5
- Supplemental Information. Provide the explanations required by Part IL, line 10; Part Il, line 17a or 17b; Part lll, line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 9b, 9¢, 11a, 11b, and 11¢; Part IV, Section B, lines 1 and 2; Part IV, Section C,

line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,
Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.

(See instructions.)

SCHEDULE A, PART

II, LINE 10, EXPLANATION FOR OTHER INCOME:

MISCELLAENQUS

2012 AMOUNT:

2,123.

2013 AMOUNT:

3,655.

2015 AMOUNT:

869.

Ly | U AN

2016 AMOUNT:

826.

632020 09-21-16
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** PUBLIC DISCLOSURE COPY **

Schedule B Schedule of Contributors OMB No. 15450057

Liagrga .9:.(:)), 990-EZ, P Attach to Form 990, Form 990-EZ, or Form 990-PF.

Department of the Trazsury P Information about Schedule B (Form 990, 930-EZ, or 990-PF) and 20 1 6

Internal Revenue Sarvice its instructions is at www./rs.gov/form990 ,

Name of the organization Empioyer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

QOrganization type (check one):

Filers of: Section:

Form 990 or 990-EZ III 501(c)( 3 } {enter number) organization

I:l 4947 (a)(1) nonexempt charitable trust not treated as a private foundation
:l 527 political organization

Form 990-PF D 501(c)(3) exempt private foundation
D 4947(a)(1) nonexempt charitable trust treated as a private foundation

] 501(cx(3) taxable private foundation

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

General Rule

D For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more {in money or
property) from any one contributor. Complete Parts | and Il. See instructions for determining a contributor’s total contributions.

Special Rules

IE For an organization described in section 501(c)(3) filing Form 890 or 990-EZ that met the 33 1/3% support test of the regutations under
sections 50%{a)(1) and 170{b)(1)(A)(vi), that checked Schedule A (Form 980 or 990-EZ), Part Il, line 13, 16a, or 16b, and that received from
any one contributor, during the year, total contributions of the greater of (1) $5,000 or {2) 2% of the amount on (i} Form 990, Part VIIY, line 1h,
or (ii) Form 890-EZ, line 1. Complete Parts | and II.

:] For an organization described in section 501(c)(7), (8). or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, sciantific, literary, or educational purposes, or for
the prevention of cruelty to children or animals. Complete Parts |, Il, and lll,

D For an organizaticn described in section 501(c)(7). (8), or (10} filing Form 990 or 990-EZ that received from any one contributor, during the
year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000, If this box
is chacked, enter here the total contributions that were received during the year for an exclusively religlous, charitable, etc.,
purpose. Don't complste any of the parts unless the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions totaling $5,000 or more duringtheyear ... P %

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990, 990-EZ, or 990-PF),
but it must answer "No" on Part |V, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Part I, line 2, to
certify that it doesn’t meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF),

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 980-EZ, or 990-PF. Schedule B (Ferm 898, 990-EZ, or 990-PF) {2016}

623451 10-18-16

COPY



Schedule B (Form 990, 990-EZ, or 990-PF} (2016)

Page 2

Name of organlzation

SPINA BIFIDA ASSOCIATION OF AMERICA

Employer identification number

58-1342181

Partl Contributors (See instructions). Use duplicate copies of Fart | if additional space is needed.

(a)
No.

(b)
Name, address, and ZIP + 4

(c)
Totat contributions

(d)
Type of contribution

1

655,708.

Person |Xl
Payroll [
Noncash [ |

{Complete Part [l for
noncash contributions.)

{a}
No.

{b)
Name, address, and ZIP + 4

(c)
Total contributions

{d)
Type of contribution

35,000.

Person IE
Payroll |:|
Noncash [ |

(Complete Part Il for
noncash cantributions.)

(a)

(b)
Name, address, and ZIP + 4

{c)
Total contributions

(d)
Type of contribution

35,000,

Person IE

Payroll
Noncash [ |

(Complate Part Il for
noncash contributions.)

{a)
No,

(b}
Name, address, and ZIP + 4

{c)
Total contributions

{d)
Type of contribution

32,500.

Person IE
Payroll i:l
Noncash [ ]

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)
Name, address, and ZIP + 4

{c)
Total contributions

{d)
Type of contribution

30,000.

Person @

Payroll
Noncash [ |

{Complete Part Il for
noncash contributions.)

(a)
No.

(b}
Name, address, and ZIP + 4

{c)
Total contributions

(d}
Type of contribution

29,874.

Person IE
Payroll D
Noncash [ |

(Complete Part |l for
noncash contributions.)

623452 10-1B-16
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Schedule B (Form 990, 990-E2, or 990-PF) (2016)

Page 3

‘Name of organizatien

SPINA BIFIDA ASSOCIATION OF AMERICA

Employer identification number

58-1342181

Partll Noncash Property (See instructions), Use duplicate copies of Part Il if additional space is needed.

o (b) FMV {or estimate) (d)
from
Pt Description of noncash property given (See instructions) Date recelved
{a)
f:;:;I Description of nors:::lsh operty given i) (or“e:itimate) Dat . ived
Part | P prop g {See instructions) atereceive
(a)
(-
::r;| Description of norE:)ash roperty given FMV (m(eLﬂmam) Dat - ived
Part | P prop 9 {See instructions) gisfecaive
e (e)
fl’N:l;l Description of nors:::')ash roperty giv FMV (or estimate) Dat o ived
Part| P property given (See instructions) aie recelve
{a)
:oon.'l Description of norE:)ash roperty given L7 (or(:)st!mate) Dat . ived
R B Lt/ (See instructions) ate recelve
(a)
:O{:I Description of no:::lsh roperty given Fuv (or(:)stirnate) Dat - ived
Part | p prop g {See instructions) st

623453 10-18-16
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Schedule B (Form 990, 990-E2, or 990-PF) (2016)

Page 4

‘Name of organization

Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
Part Il Exclusively religious, charitable, eic., coniibutions 10 oiganizanons descrived in eclion cj(7}, (8), or at total more than $1, or
the year from any one contributor. Complete columns (a) through (e) and the fellowing line entry. For organtzations
completing Part I, enter the total of exclusively religlous, charitable. etc., contributions of $1.000 or less for the year. (Enter Ihis info, arce ) » $
Use duplicate copies of Part Ill if additional space is needed.
(a) No.
I!'r:r't"l (b} Purpose of gift {c) Use of gift {d) Description of how gift is held
{e) Transfer of gift
Transferee's nams, address, and ZiP + 4 Relationship of transferor to transferee
(a) No.
Ff'r:r't“l {b) Purpaose of gift {c) Use of gift {d) Description of how gift is held
{e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor te transferee
{a) No.,
g:r'tnl {b) Purpose of gift (c) Use of gift {d) Description of how gift is held
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No,
g:rrtnl {b) Purpose of gift {c) Use of gift (d) Description of how gift is held
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee

623454 10-1B-16
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SCHEDULE C Political Campaign and Lobbying Activities OME Nos L54SEATY
(Form 990 or 990-E2) For Crganizations Exempt From Income Tax Under section 501(c) and section 527 20 1 6
5 (e, P> Complete if the organization is described below. P> Attach to Form 990 or Form 990-EZ, TS

In:::;:n;:\'r;ue;e:?;w P> Information about Schedule C (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form330. Fl'n:pecuon

If the organization answered "Yes," on Form 930, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Politica) 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 |-B.
® Section 527 organizations: Complete Part I-A only.
If the organization answered "Yes," on Form 990, Part |V, 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 sectlon 501(h)): Complete Part Il-A. Do not complete Part iI-B.
® Section 501{c)(3) organizations that have NOT filed Form 5768 (glection under section 501(h)): Complete Part [I-B. Do not complete Part II-A.
If the organization answered *Yes," on Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions) or Form 990-EZ, Part V, line 35¢ (Proxy
Tax) (see separate instructions), then

@ Section S01{c){4), (5). or (B) organizations: Complete Part Il _
Name of organization Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

| Part I-Kl Complete if the organization is exempt under section 501{c) or IS a Section 527 organization.

1 Provide a description of the organization's direct and indirect political campaign activities in Part IV,
2 Pdlitical campaign activity expenditures . oL p— Y -
3 Volunteer hours for political campaign activities

[PartI-B] Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization undersection4ess =~~~ g
2 Enter the amount of any excise tax incurred by organization managers undersection49ss P g
3 It the organization incurred a section 4955 tax, did it file Form 4720 forthisyear? | lvyes |_INo
4a Was a correction made? T S e R Clves [ne

b It "Yes," describe in Part IV,
[Part -CT Complete if the organization is exempt under section 501(c), except section S01{c}{3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities s
2 Enter the amount of the filing organization's funds contributed to other organizations for section 527
exempt function activites iR i S $
3 Total exempt function expenditures. Add lines 1 and 2. Enter hera and on Form 1120-POL,
NG ITD o v ates ; BL i fi e §
4 Did the filing organization file Form 1120-POL for this year? L S A T S T ST SN St L_Ives LI No

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

{(a) Name {b) Address {c) EIN (d) Amount paid from {e) Amount of political
p
filing crganization's | contributions received and
tunds. If none, enter -0-. promptly and directly

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

For Paperwork Reduction Act Notice, sea the Instructions for Form 880 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2016
LHA
§32041 11-10-16
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hedule C (Form 990 or 990-E2) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA

Sc
- Complete ITI t?"le organization is exempt under section 501(c)(3) and Tl

58-1342181 Pagez

and filed Form 5768 (election under

section 501{h})).

A Check P L] ifthe filing organization belongs to an affikiated group (and list in Part IV each affiliated group member's name, address, EIN,

expenses, and share of excess lobbying expenditures).
B Check P D if the filing organization checked box A and “limited control® provisions apply.

Limits on Lobhying Expenditures (a) .Fili?g . (b) Afﬁ:iatteld group
({The term "expenditures” means amounts paid or incurred.) orgag::lslon § olals
1a Total lobbying expenditures to influence public opinion (grass roots lobbyingy =~ 3,151.
b Total lobbying expenditures to influence a legislative body (direct lobbying) 34,0 _é__a -
c Total lobbying expenditures {add lines 1a and 1b) 37,1989.
d Other exempt purpose expenditures 2,037 ,292.
e Total exempt purpose expenditures {add lines 1c and 16) _ o 2,074,491,
f Lobbying nontaxable amount. Enter the amount from the following table in both colurnns 253 , 125,
It 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.
QOver $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
QOver $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 Grassrools nontaxable amount (enter 25% of line 11) 63,431.
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- A e Rt i 0.
j If there is an amount other than zero on either line 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax forthis year? ... [ I ves i_:l No
4-Year Averaging Perlod 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
(or ﬁsc(z:lla)l{eer;dr:eygei:;ing in) {a) 2013 {b)2014 {c) 2015 {d)2016 {e) Total
2a Lobbying nontaxable amount 256,673. 246,250. 254,059, 253,725, 1,010,707.
b Lobbying ceiling amount
(150% of line 2a, columnie)) 1,516,061,
¢ Total lobbying expenditures 177,895. 4,377, 19,108. 37,198. 238,579.
d Grassroots nontaxable amount 64,168, 61,563. 63,515. 63,431, 252,677.
e Grassroots ceiling amount
{150% of line 2d, column (e)) 379,016.
f_Grassroots lobbying expenditures 44,474. 1:094- 4:777. 3.151- 53,496.

632042 11-10-16
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Schedule C {Form 990 or 990-E7) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pagea
Complete |'?| taie organization is exempt under section 501(c)(3) and has NOT tiled Form 5768

(election under section 501{h)).

For each "Yes," response on lines 1a through 1i below, provide in Part IV a detailed description {a) {b)
of the lobbying activity.

Yes No Amount

1 During the year, did the fifing organization attempt to influence foreign, national, state or
local legislation, including any attempt to influence public opinion on a legislative matter
or referandum, through the use of:

Volunteers?

Paid staff or management (lnctude compensation in expenses reported on Ilnes 1c through 1?7
Media advertisements?
Mailings to members, legislators, or the public?
Publications, or published or broadgast statements?
Grants to other organizations for lobbying purposes?
Direct contact with legislators, their staffs, governmant officials, or a legislative body?
Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?
Other activities?
Total. Add lines 1c through 1i
Did the activities in line 1 cause the organization to be not described in section 501(c)(3)?
b If "Yes," enter the amount of any tax incurred under section 4812
¢ If "Yes," enter the amount of any tax incurred by organization managers under sectlon 4912 —
d_If the filing arganization incurred a section 4912 tax, did it file Form 4720 for this year? . ...
- Complete if the organization is exempt under section 501(c){4), section 501{c}){5), or section
501{c})(6).

- =m0 a0 omwm

N
-]

Yes No

1 Were substantially all (90% or more) dues received nondeductible by members?
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? T
over lcbbying and political campaign activity expendi prior year?
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 lllI-A, lines 1 and 2, are answered "No," OR (b) Part lll-A, line 3, is
answered "Yes."
1 Dues, assessments and similar amounts from members : 2 N R A el L e B 2 1
Section 162(e) nondeductible lobbying and political expenditures (de not include amounts of political
expenses for which the section 527(f) tax was paid).

mIM-L

a Currentyear = 2a
b Carryover from last year i : e ; e T e 2b
¢ Total P 2c
3 Aggregate amount reponed in sect:on 5033(e)(1)(A) notlces of nondeductlble sectlon 162(9) dues 3

4 If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the excess
does the organization agree to camyover to the reasonable estimate of nondeductible lobbying and political
expenditure next year? R . PR R 4
Taxable amount of lobbying and polmcal expendltures (see mstructlons) s i ook S 5

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

Schedule C (Form 990 or 990-EZ) 2016
632043 11-10-16
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SCHEDULED Supplemental Financial Statements OMB No. 15450047
{Form 890) P Complete If the arganization answered "Yes" on Form 990, 20 1 6
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 111, 12a, or 12b,
Depariment of the Traasury P Attach to Form 990. Open to Public
Internal Revenua Service P> Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form890, Inspection
Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

[Part1] Organizations Maintaining Donor Advised Funds or Other Similar Funds or ACCOUNTS. Gomplets f the
organization answered "Yes" on Form 930, Part [V, line 6.

(a) Donor advised funds (b) Funds and other accounts

1 Total number at end of year
2 Aggregate value of contributions to (dunng year}
3 Aggregate value of grants from (during year)
4 Aggregate valueatendof year
5 Did the organization inform all donors and donor adv:sors ln writing that the assets held in donor advised funds

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

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

impermissible private benefit? ... . e e ) i C] Yes D No
|Part [} IConservatlon Easements. Complete it the organization answered "Yes" on Form 990, Part IV, line 7,

1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e.g., recreation or education) Preservation of a historically important land area
Protection of natural habitat [ Preservation of a certified historic structure
Preservation of open space

2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last
day of the tax year. Held atthe End of the Tax Year
a Total number of conservationeasements et vz e 2a
b Total acreage restricted by conservation easements . T e -
¢ Number of conservation easements on a certified historic structure |nc|uded in (a] ot L o 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 2d
3 Number of conservation easements modmed transferred, released extmgwshed or terminated by the urganlzallcn during the tax
year p

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

violations, and enforcement of the conservation easements it holds? ) P e D Yes D No
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of wolatlons and enfcrcmg consenratlon easements during the year

> _____
7 Amount of expenses incurred in monitoring, inspecting, handling of viclations, and enforing conservation easements during the year

»>5
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h}(4)B)})

and section 170(h)(4)(B)(i)? ! - : El Yes :] No

9  InPart X!, describe how the organization reports conservation easements in its revenue and expense slatament, and balance shest, and
include, if applicable, the text of the foatnote 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 permittad under SFAS 116 {ASC 958), not to report in its ravenue 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 XII,
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 raport 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 VIII, line 1 > s
(i) Assetsincluded in Form99Q, PartX : = p %

2 |f the organization received or held works of art, historical lreasures. or other sumlar assels lor fi nancnal 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 VIIl, line 1 e o A L S e e > s
b _Assetsinciuded inForm990,Part X .. ... R . Rt e | 2
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 Schedule D (Form 990) 2016

632051 08-29-16
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Schedule D (Form 990) 2018

SPINA BIFIDA ASSOCIATION OF AMERICA

58-1342181 page2

art lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)

3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items

{check all that apply):

a Public exhibition
b D Scholarly research
c Preservation for future generations

d D Loan or exchange programs
Other

4  Provide a description of the organization’s collections and explain how they further the organization's exempt purpose in Part XlII.
& During the year, did the organization solicit or receive donations of ant, historical treasures, or other similar assets

1o be sald 1o raise funds rather than to be maintained as part of the organization's collection? ... D Yas :_'Ao
- 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 s the organization an agent, trustee, custodian or other intermediary for contributions or other assets net included
on Form990, PartX? SR ——— R e e A Elves [Cwo
b If "Yes," explain the arrangement in Part Xl and complete the following table:
Amount
¢ Beginning balance 1¢c
d Additions during theyear 1d
e Distributions during theyear .~ 1e
f Ending balance ) o 1f
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? i L_Ives L_] No
b It "Yas ' explain the arrangement in Part XIIl. Check here if the explanation has been provided onPart Xl ... . . . ... .. L]
|T='art V_ | Endowment Funds. Complete if the organization answered “Yes® on Form 890, Part IV, fine 10.
{a) Current year {b) Prior year {c) Two years back | (d) Three years back | {e) Four years back
1a Beginning of year balance 59 8682, 59,973, 59,065, 59 316, 354,196,
b Contributions e e e
¢ Netinvestment eamings, gains, and losses 1,225, -111. 9086, -251, -24.
d Grants or scholarships
e Other expenditures for facllities
and programs ) 234,786,
f Administrative expenses
End of yearbalance 61,087, 59,862, 59,973, 5%, 065, 5% 316,
2 Provide the estimated percentage of the current year end balance (line 1g, column {a)) held as:
a Board dasignated or guasi-endowment P .00 %
b Permanent endowment p 98.22 %
¢ Temporarily restricted endowment P 1.78 %
The percentages on lines 2a, 2b, and 2c should equal 10084,
3a Ase there endowment funds not in the possession of the organization that are held and administered for the organization
by: Yes | No
(i} unrelated organizations 3afi) X
(if) related organizations i - 3alii) X
b If "Yes" on line 3affi), are the related organizations |'sted as required on Schedule R? 3b

Describe in Part Xill the intended uses of the organization's endowment funds.

4
| Part VI | Land, Buildings, and Equipment.

Complate If the organization answered "Yes” on Form 890, Part IV, line 11a, See Form 990, Part X, line 10.

Description of property {a) Cost or other {b) Cost or othar {c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
1o Land g i
b Buildings
¢ Leasehold improvements 132,484, 32,799. 99,685.
d Equipment 49,053, 35,433, 9,620,
o Other .. .. 58,645, 43,469, 15,176.
Total. Add lines 1a through 1e. {Column (d) must equal Form 990, Part X, column (B), ine 10c) > 124,481,
Schedule D (Form 990) 2016

632052 08-29-16
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Investments - Other Securities.
Complete if the organization answered “Yes" an Form 990, Part IV, line 11b, See Form 990, Part X, line 12.

(a) Description of security or ategory including name of security) {b) Book value (c) Method of valuation: Cost or end-of-year market value
{1) Financial derivatives . . . .
{2) Ciosely-held squity interests
{3) Other

)]

—_®
{C}
{D}

—8
{F)

(6]

H
Total. (Col. {b) must equal Form 990, Part X, col. (B) line 12.) >
IPart Vill{ Investments - Program Related.

Complate if the organization answered “Yes* on Form 990, Part IV, line 11c. Ses Form 990, Part X, line 13.
{a) Description of investment (b} Book value {c) Method of valuation: Cost or end-of-year market value

Schedule D (Form990)2016 _ SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page3
[Fart Vil

{1)
—f
(3)
(4)
(5)
{6)
7
{8)
{9)

Total. (Col. (b) must equal Form 990, Part X, col. (B) line 13.) >
ther Assets.

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

(a) Description (b) Book value

(1)

(2}

(3)

(4)

{5)

{6)

7

{8)

{9
Total. (Column (b) must egual Form 990, Part X, col. (B) line 15.) . T SRR Tz >

Other Liabilities.
Complete if the organization answered *Yes® on Form 990, Part |V, line 11e or 11f. See Form 990, Part X, line 25.

1. (a) Description of liability {b) Book value

(1) Federal income taxes

{77 DEFERRED RENT 190,003.

3

]

{5)

(6)

@

8

)]
Total. (Column (b) must equal Form 990, Part X, col. (B) fine 25.) ... .. > 190,003.

2. Llability for uncertain tax positions. In Part Xl provide the text of the footnote to the organization's financial statements that reports the

organization’s liability for uncertain tax positions under FiN 48 {ASC 740). Check here if the text of the footnote has been provided in Part Xl IE

Schadule B (Ferm 990) 2016

632053 08.28-16
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Schedule D (Form 990) 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page 4
- Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.
1 Total revenue, gains, and other suppart per audited financial statements D T | 1,892,431,

2 Amounts included on line 1 but not on Form 990, Part VIIL, line 12:

a Net unrealized gains (losses) on investments o .l 2a 5,127,

b Donated services and use of faclites _ 2b 12,604.

€ Rscoveries of prior year grants 2c

d Other (Describe in Part XIIL) _ L e | 2d 1,504.

e Addlines2athrough2d | 2e 19,235,
3 Subtractline 2e fromline1 L o o 3 1,873,196.
4 Amounts included on Form 990, Part VI, line 12, but not on line 1:

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

b Other (DescribeinPartXlly . . . e . 4b

¢ Addfinesdaanddb — " 0.

Total revenue. Add lines 3 and 4 4c. (H‘us must equal Form 990 Parr! tine 12 5 1,873,19¢6.

| Part X | Reconciliation of Expenses per Audited Financial Statements With E Expenses per Return,
Complete i the organization answered *Yes" on Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements _ R 2,090,603,
Amounts included on line 1 but not on Form 990, Part X, line 25:

a Donated services and use of facilities 2a

b Prior year adjustments o o P R B R 2b

c Otherlosses . .. ... . . T e e el B .-

d Other (Describe in Part XN} R —— —— 1,504.

e Addlines2athrough2d —— 20 14,108.
3 SubtractlneZ2efromined . . .. . : i L8] 2,076,495,
4  Amounts included on Form 990, Part IX, line 25, but not on fine 1:

a Investment expenses not included on Form 980, Part VI, line 7b e - 4a

b Other (Describein Part XIll.) S . : : 4b

c Addlinesdaanddb e ——— " 0.

Totdl expenses. Add lines 3 and 4c. (Thrs st equal Form 990, Part I line 18.} e - 2,076,495,
| Part XIII| Supplemental Information.

Provide the descriptions required for Part Il, lines 3, 5, and 9; Part i, lines 1a and 4; Part IV, lines 1b and 2b; Part V, tine 4; Part X, line 2: Part X,
lines 2d and 4b; and Part XiI, lines 2d and 4b. Also complete this part to provide any additional information.

PART V, LINE 4:

TO FUND SCHOLARSHIPS FOR PEQOPLE WITH SPINA BIFIDA, AND GRANTS TQ PROMOQTE

THE PREVENTION AND CURE OF SPINA BIFIDA, AND TO IMPROVE THE LIVES OF THOSE

LIVING WITH SPINA BIFIDA.

PART X, LINE 2:

THE ASSOCIATION EVALUATED ITS UNCERTAINTY IN INCOME TAXES FOR THE YEAR

ENDED DECEMBER 31, 2016, AND DETERMINED THAT THERE WERE NO MATTERS THAT

WOULD REQUIRE RECOGNITION IN THE FINANCIAL STATEMENTS OR THAT MAY HAVE ANY

EFFECT ON ITS TAX-EXEMPT STATUS.

PART XI, LINE 2D - OTHER ADJUSTMENTS:
632054 08-29-16 Schedule D {Form 990) 2016
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Schadule D (Form 990} 2016 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pages
art | Supplemental Information (continued)

COST OF GOODS SOLD 1,504.

PART XII, LINE 2D - OTHER ADJUSTMENTS:

COST OF GOODS SOLD 1,504.

Schedule D {Form 990} 2016
632055 08-29-16
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ °§'ﬁ'j’i"§"

{Form 280 or 880-E2) Complete to provide information for responses to specific questions on
Form 990 or 880-EZ or to provide any additional information.
Depariment of the Treasury P Attach to Form 990 or 950-EZ. Open to Public
Internal Revenue Servica B> information about Schedule © {Form 990 or 990-EZ) and its Instructions s atWWw.Irs.gov/form$90. Inspection
Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

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

EDUCATE AND TRAIN THE PROFESSIONALS INVOLVED IN THE TREATMENT OF SPINA

BIFIDA.

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

INFORMATION AND REFERRAL

EXPENSES § 72,132. INCLUDING GRANTS OF §$ 0. REVENUE §$§ 0.

GOVERNMENT RELATIONS

EXPENSES $§ 40,427. INCLUDING GRANTS OF $ 0. REVENUE § 0.

FORM 990, PART VI, SECTION A, LINE 6:

EACH CHAPTER OF THE ASSOCIATION WHICH MEETS THE AFFILIATION STANDARDS OF

THE ASSOCIATION AND IS IN GOOD STANDING AT THE TIME OF EACH RELEVANT

MEETING IS REFERRED TO AS A MEMBER.

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

DELEGATES ARE APPOINTED BY EACH CHAPTER. THESE DELEGATES APPROVE THE NEW

MEMBERS OF THE BOARD OF DIRECTORS AND THE SLATE OF OFFICERS OF THE BOARD.

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

ANY CHANGES IN THE ASSOCIATION'S BYLAWS AND ARTICLES OF INCORPORATION ARE

REQUIRED TO BE APPROVED BY A MAJORITY OF THE CHAPTER DELEGATES PRESENT AT

THE ANNUAL BOARD MEETING.

FORM 990, PART VI, SECTION B, LINE 11B:
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 980-EZ. Schedule Q {Form 980 or 990-EZ} (2016)
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Schedule O {(Form 990 or 990-E7) {2016) Page 2

Name of the organization Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

THE DRAFT VERSICN OF THE FEDERAL FORM 990 IS REVIEWED BY THE CONTROLLER AND

CHIEF EXECUTIVE OFFICER. IT IS THEN IS GIVEN TO THE AUDIT COMMITTEE FOR

REVIEW, DISCUSSION AND APPROVAL. A COPY OF THE DRAFT FEDERAL FORM 990 IS

PROVIDED TQ THE ENTIRE BOARD OF DIRECTORS PRIOR TO FILING WITH THE INTERNAL

REVENUE SERVICE.

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

ANNUAL WRITTEN CONFIRMATION IS REQUIRED FROM ALL BOARD MEMBERS WHO IDENTIFY

ANY POTENTIAL CONFLICTS OF INTEREST. THE CONFIRMATION FORM STATES THAT

BOARD MEMBERS FOR WHOM THERE IS A CONFLICT ON A GIVEN ISSUE WILL NOT BE

INVOLVED IN ANY DISCUSSIONS NOR VOTES ON AREAS OF CONFLICT. THE ANNUAL

CONFLICT OF INTEREST {(COI) STATEMENTS ARE REVIEWED BY THE BOARD CHAIR AND

THE CEQ AND, IF ANY COI ITEMS ARE IDENTIFIED, THEY WILL BE BROUGHT TO THE

BOARD FOR REVIEW. IN ADDITION, BOARD MEMBERS ARE EXPECTED TO IDENTIFY ANY

POTENTIAL CONFLICTS THAT MAY ARISE THROQUGHOUT THE YEAR AND AFTER THE COI

STATEMENTS ARE SIGNED.

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

THERE IS A FORMAL REVIEW OF THE CHIEF EXECTIVE OFFICER'S (CEQO) COMPENSATION

BY THE BOARD OF DIRECTORS. A FORMAL REVIEW IS MADE BY THE CEOQO FOR ALL OTHER

EMPLOYEES. THE BOARD OF DIRECTORS EMPLOYS A COMBINATION OF PERFORMANCE

EVALUATION AND REVIEWAL OF BOTH LOCAL AND NATIONAL COMPENSATION SURVEYS TO

ESTABLISH THE COMPENSATION OF THE CEO. SIMILARLY, THE CEO EMPLOYS

PERFORMANCE REVIEWS AND DOCUMENTATION ON REGIONAL COMPENSATION STUDIES TO

REVIEW ALL STAFF INCLUDING THE CONTROLLER. ALL STAFF PERFORMANCE REVIEWS

AND COMPENSATION CHANGES ARE PRESENTED TO THE CEO PRIOR TO FINALIZING FOR

WRITTEN APPROVAL.

632212 08-25-16 Schedule O (Form 990 or 990-EZ) {2016)
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Schedule O (Form 890 or 990- 2016] Page 2
Name of the organization Employer identification number

SPINA BIFIDA ASSQOCIATION OF AMERICA 58-1342181

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

AL,2K,AR,CA,CT,FL,GA,IL,KS,KY,LA,ME,MD ,MA ,MI ,MN,MS ,NH,NJ ,NM,NY ,NC,0K,OR, PA

RI,SC,TN,UT,VA WI, WV

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

THE ASSOCIATION MAKES ITS GOVERNING DOCUMENTS, CONFLICT OF INTEREST POLICY,

AND FINANCIAL STATEMENTS AVAILABLE TO THE PUBLIC ON THEIR WEBSITE.

FORM 950, PART IX, LINE 11G, OTHER FEES:

CONSULTING SERVICES:

PROGRAM SERVICE EXPENSES 180,547.
MANAGEMENT AND GENERAL EXPENSES 0.
FUNDRAISING EXPENSES 0.
TOTAL EXPENSES 180,547.

SURVEY RESEARCH:

PROGRAM SERVICE EXPENSES 81,872.
MANAGEMENT AND GENERAL EXPENSES 0.
FUNDRATSING EXPENSES 0.
TOTAL EXPENSES 81,872.
TOTAL OTHER FEES ON FORM 9950, PART IX, LINE 11G, COL A 262,419.

FORM 990, PART I, LINE 5 & PART V, LINE 2A

THE ASSOCIATION HAS CONTRACTED WITH A PROFESSIONAL EMPLOYER

ORGANIZATION, ADPF TOTALSOURCE, TO SERVE AS THE EMPLOYER OF RECORD FOR

THE ASSOCIATION'S EMPLOYEES. AS SUCH, ADP TOTALSOURCE IS RESPONSIBLE

FOR TAX FILINGS RELATED TO EMPLOYEES. ADP TOTALSOURCE ISSUED 13 W-2

FORMS IN 2016 FOR ASSOCIATION EMPLOYEES.
632212 08.25-16 Schedule O (Form 980 or 990-EZ) {2016)
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Schedute O (Form 990 or 990-EZ) (2016) Page 2

Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
632212 08-25-16 Schedule © (Form 990 or 990-EZ) (2016)
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