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Dapartment of the Traasury
Internal Revenue Servica
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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 mads public.

P Go to www.irs.gov/Form980 for instructions and the latest information.

OMB No. 1545-0047

2018

Open to Public
Inspection

A For the 2018 calendar year, or tax year beginning and ending
B Checkif C Name of organization D Employer identification number
applicabla:
tenee | SPINA BIFIDA ASSOCIATION OF AMERICA
A Doing business as 58-1342181
L Number and street {or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
ey 1600 WILSON BOULEVARD 800 (202) 944-3285
Hea™ City or town, state or province, country, and ZIP or foreign postal code G Gross raceipts § 3,087,147,
&Ta‘“n"“' ARLINGTON, VA 22209 H{a) Is this a group retum
587" | F Name and address of principal officer: SARA STRUWE for suberdinates? [ Jves (XINo
Pendd | SAME AS € ABOVE H{b) Are ol suboecinates includea? |__1Yes [ No
|_Tax-exempt status: @I 501(cH3) [ ] 501{c)¢ ) (insertno) [ ] 494rayor [ ] 527 It "No," attach a list. (see instructions)
J Website: p WWW . SBAA . ORG Hic) Group exemption number P>

{ organization; ]_:i Corporation [ | Trust [ | Association [~ | Gther

[ L Year of formation: 1973

K_Form o M State of legal domicile; WI
| Partl| Summary
o| 1 Briefly describe the organization's mission or most significant activites; TO PROMOTE THE PREVENTION OF
2 SPINA BIFIDA AND ENHANCE THE LIVES OF ALL AFFECTED.
E 2 Chack this box P D if the crganization discontinued its operations or disposad of mora than 25% of its net assets.
£| @ Numberof voting membars of the goveming body (Part Vi, line1a) .. 3 11
§ 4 Number of independent voting members of the goveming body {Part VI, line 1b) 4 11
8 5 Total number of individuals employed in calendar year 2018 (Part V, line 2a) 5 10
Bl 6 Total number of volunteers {astimate ifnecessary) ] 200
g 7 a Total unrelated business revenue from Part VIll, colurmn (C), ne 12 i, | 7a 0.
b Nst unrelated business taxable income from Form 990-T, line@ 38 .. ... ... i 7b 3,132,
Prior Year Current Year
8 Contributions and grants (Part Vill, line 1h) 1,539,962, 2,905,554.
2| @ Program service revenue (Part Vil ne 2g) o 314,698. 42,918.
2| 10 Investment income (Part VIIl, column (A}, lines 3, 4, and 7 8,155, 4,758.
©1 11 Other revenue {Part VIll, column (A}, lines 5, 6d, 8¢, 9¢, 10c, and 116} 644. -1,050.
__| 12 Total revenue - add lines & through 11 (must equal Part VI, column (&), line 12) ... 1,863,459. 2,952,180.
13 Grants and similar amounts paid (Part IX, column (4}, lines 1-3) 5,629. 22,026.
14 Benefits paid to or for members (Part IX, column {A), line 4) _ _ 0. 0.
w| 16 Salaries, other compansation, employee benefits {Part [X, column (A), lines 5-10) 788,974. 1,008,800.
ﬁ 16a Professional fundraising fees (Part IX, column (A), line 11e} R 0. 0.
8| b Total fundraising expenses (Part IX, column (D), line 25) B> 256,177
Wl 47 Other expenses (Part IX, column {A), lines 11a-11d, 11#24e} 1,026,405, 809,331.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (&), line 28} 1,821,008, 1,840,157,
18 Revenue less expenses. Subtract line 18 from line 12 . ... .. 42 ,451. 1,112,023.
54 Beginning of Current Year End of Year
85 20 Totalassets PartX,line16) ... . 859,511.] 2,022,861.
<3 21 Total liabilities (PartX, line 26) ... 242,079. 259,821.
= 617,432, 1,763,040,

Under penalties of perjury, | declare that | have examlned this return, including accompanying schedules and statements, and to the best of my knowledge and beligf, it is

true, correct, and complgte. Declarati

eg:-arer {other than officer} is based on all information of which preparer has any knowledge.

’ 1 04704 [709
Sign Signature of officer Date
Here SARA STRUWE, PRESIDENT AND CEO
Type or print name and title
Print/Type preparer's name parer's signature Date CW‘ ]| PTIN
Paid  [FRANK H. SMITH T 09/04 /19| \wensoes PO0639053
Proparer |Firm's name g MARCUM LLP FrmsENp 11-1986323
Use Only | Firm's addressy, 1899 L STREET, NW, SUITE 850
WASHINGTON, DC 20036 Phoneno.{202) 227-4000
May the IRS discuss this return with the preparer shown above? (seeinstructions) ... o X | Yes No
832001 12-31-18  LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 980 (2018)
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Form 990 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-134218]1 pPage2
atement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part Il m
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
INTQO 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 0r890-€22 ... [lves [XINo
If "Yes," describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts. any program services? [ Ives [XINo

If "Yes," describe these changes cn Schedule Q.

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){d) organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reported.

4a  (Code: ) (Expenses § 709 ‘ 216. including grants of § ) {Revenues 1. )
RESEARCH AND CLINICAL CARE - THE SPINA BIFIDA ASSOCIATION (THE
ASSOCIATION) DEVELOPED THE SPINA BIFIDA COLLABORATIVE CARE NETWORK
(SBCCN) 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 PEQOPLE 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.
THE ASSOCIATION WORKED IN CONJUNCTION WITH THE NATIONAL CENTER ON BIRTH
DEFECTS AND DEVELOPMENTAL DISABILITIES TO CONTINUE RESEARCH THROUGH THE

4b  (Coge }(Expenses s 199 . 185, inciuding grants of § 710. } (Revenues 39 ” 897. )
EDUCATION THE ASSOCIATION'S EDUCATION PRCGRAMS PROVIDE PARENTS,
CAREGIVERS AND PERSONS LIVING WITH SPINA BIFIDA WITH TQOLS AND
RESOURCES AT CRITICAL PQOINTS IN DEVELOPMENT AND TRANSITION. EDUCATION
AND INFORMATIONAL RESOURCES WERE PROVIDED TO OVER 4,900 PEQPLE WITH
SPINA BIFIDA, PARENTS, AND CAREGIVERS.

4c  ([Code ) {Expensas § 227 : 581. including grants of $ 21 ' 316. )} (Revenue $ }
MEMBER SERVICES/CHAPTER DEVELOPMENT - THE ASSOCIATION PROMOTES THE
GROWTH AND DEVELOQPMENT QOF ITS 17 CHAPTERS THROQUGH TECHNICAL ASSISTANCE
IN CAPACITY BUILDING, COMMUNICATIONS, PROGRAMMATIC RESOQURCES AND
GRANTS.

4d Other program services (Describe in Schedule O.)

([- xpanses S 2 3 3 ] 2 9 0 » _including grants of $ ) (Hm'luns )
4o __Total program service expenses P> 1,369,272,
Form 990 2018
832002 12-31-18 SEE SCHEDULE O FOR CONTINUATION(S)
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Form 990 {2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page3
| Part IV l Checklist of Required Schedules

Yes i No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If “Yes, " complete Schedule A . . e 1 | X
2 Is the organization required to complete Schedu-'e B, Schedule of Contributors? . . 2 X
3 Did the crganization engage in direct or indirect political campaign activities on behalf of or in opposutlon to candldates Ior
public office? i "Yes, " complete Schedule C, Part | — 3 X
4 Section 501(c){3} organizations. Did the organization engage in lobbymg actwmes or have a sectlon 501 (h) electzon in effect
during the tax year? if “Yes, " complete Schedule C, Part il ... . : 4 | X
5 Is the organization a section 501{c){4). S01{c}(5), or 501 c)6) organlzatlon that receives membershlp dues assessmenis or
similar amounts as defined in Revenue Procedure 98-19? f “Yes, " complete Schedule C, Part it .. ... . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the nght to
provide advice on the distribution or investment of amounts in such funds or accounts? f "Yes, " complete Schedule D, Part | 6 X
7  Did the organization receive or hold a ¢onsarvation easement, including sasements to preserve open space,
the environment, histonic land areas, or historic structures? i “Yes, " complete Schedule D, Partit ... ... .. R 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? Jf "Yes, compfere
Schedule D, Part fll . 8 X
9 Did the organization report an amount in Part X I|ne 21 for asCrow or custodlal account Ilab Ilty. 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 IV ......... 9 X
10 Did the organization. directly or through a related orgamzatlon hold assets in temporarlly restricted endowments, permanent
endowments, or quasiendowments? ff "Yes," complete Scheoule D, Part V 10 | X
11 If the organization's answer to any of the following quastions is "Yes,” then complete Schedule D, Parts VI, VI, Vilk, X, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10?7 if “Yes, * complete Schedule D,
Part Vi i1a| X
b Did the organization report an amount for mvestments other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 if "Yes," complete Schedule D, Part Vit .. . . | 1ib X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of |ts total
assets reported in Part X, line 167 Jf “Yes, * complete Schedule D, Part Vil o 11c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more oi lts total assets reported in
Part X, line 167 if "Yes, " complete Schedule D, PartIX .. . . . 11d X
e Did the organization report an amount for other liabilities in Part X, Ime 25? If Yes comp[ete Schedule D Part x el 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 uncenain tax positions under FIN 48 (ASC 740)? jf "Yes, " complete Schedute D, Part X ) 131 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? (f *Yes," complete
Schedule D, Parts Xi and Xil . 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes, " and if the organization answered “No* to line 12a, then completing Schedule D, Parts Xi and Xil is optional 12b X
13 s the organization a school described in section 170(b)(1}A))? if “Yes,* complete Schedule E .. . — ) 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? : - 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundralsung, busmess
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? ff “Yes, " complete Schedule F, Parts | and IV v | 14b X
15 Did the organization report on Part 1X, column {A), line 3, more than $5,000 of grants or other assustance to or for any
foreign organization? jf "Yes," complete Schedule F, Partslland IV . 15 X
16 Did the organization report on Part IX, column {&), line 3, more than $5,000 of aggregate grants or other asststance to
or for foreign individuals? jf “Yes," complete Schedule F, Parts land IV 16 X
17  Did the organization report a total of more than $15,000 of expenses for professuonal fundralsmg services on Part 1%,
column (A), lines 6 and 11e? if "Yes," complete Schedule G, Part | 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIll, lines
1c and 8a? if “Yes, " complete Schedule G, Part I 18 X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VI, line 9a? /f "Yes, "
complete Schedule G, Part il : e S S 19 X
20a Did the organization operate one or more hospltal facnlltles? If Yes comp[ete Schedule H T A e T g e e | 20D X
b If "Yes" to line 203, did the organization attach a copy of its audited financial statements to this retum? R ") ]
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic govemment on Part IX, column (A) line 1? Jf “Yes * complete Schedule [ Parts | and if . 21 X
832003 12-31-18 Form 990 {2018}
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Form 990 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181  paged
fPart IV | Checklist of Required Schedules (continued)

Yes | No

22 Did the organization report more than $5.000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 2? Jf "Yes, * complete Schedule I, Parts | and iif 2| X

23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensation of the organization’s current
and former officers, directors, trustees, key employees, and highest compensated employees? if “Yes," complete
Schedule J 23 | X

24a Did the organization have a taxexempt 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 Jf “Yes," answer lines 24b through 24d and complete

Schedule K. If “No," go to line 25a ! T 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exceptlon? L 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? . . |24e
d Did the organization act as an "on behalf of issuer for bonds outstanding at any tlme during the year? e 2ad
25a Section 501(c)}{3), 501(c){4), and 501{c}{29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? Jf "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-EZ? f "Yes, " complete
Schedule L, Part! . 1 T e T By o AN A B A

26 Did the organization report any amount on Part X, Ime 5 6 or 22 for recewables from or payables to any current or
former officers, directors, trustees, key employeas, highest compensated employees. or disqualified persons? jf "Yes,*
complete Schedule L, Part ff .. B 26 X

27 Did the organization provide a grant or other assnstance to an offlcer dlrector trustee key employee substantla!
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member

25h X

of any of these persons? ff *Yes, " complete Schedule L, Part iii 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filng thresholds, conditions, and exceptions):
a Acurrent or former officer, director, trustee, or key employes? if “Yes,* complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? if “Yes * complete Schedule L, Part J'V 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee {or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? j¢ “Yes,* complete Schedule L, Part IV ) ) | 28¢ X
29 Did the organization receive more than $25,000 in non-cash contributions? ff “Yes, " complate Schedule M SO 29 X
30 Did the organization receive contributions of art, histerical treasures, or other similar assets, or qualified conservation
contributions? jf *Yas, " complete Schedule M . A e S R 30 X
31 Did the organization liguidate, terminate, or dissolve and cease operatlons?
it “Yes,* complete Schedule N, Part! . . i 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of |ts net assets? If "Yes complete
Schedule N, Part#l .. ... ... 32 X
Did the organization own 100% of an entlty dlsregarded as separate 1rom the orgamzatlon under Regulatlons
sections 301.7701-2 and 301.7701-3? Jf "Yes," comptete Schedule R, Part | 33 X
Was the organization related to any tax-exempt or taxable entity? jf “ves, * complete Schedule R, Part I!, lii, or iV, and
Part V, line 1 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? | 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b){13)? If "Yes, * complete Schedule R, Part V, line 2 . 35b
36 Section 501{c)3) organizations. Did the organization make any transfers to an exempt non- charltable related organ zatlon?
If "Yes," complete Schedule R, Part V, line 2 P R e 36 X
37 Did the organization conduct more than 5% of its activities through an entny that is not a related organlzatlon B
and that is treated as a partnership for federal income tax purposes? if “Yes, " compfete Schedule R, Part Wi . : 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197
Note All Form 990 filers are required to complete Schedule © ... 0o sogrreansene | 38 | X
[Part V] Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in this Part v~ L |:|
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a 4
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable ib 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
{gambling) winningsto prize winners? .. ...l o 11l X
832004 12-31-18 Form 990 12018}
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Form 990 (2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page5
[Part V] Statements Regarding Other IRS Filings and Tax Compliance {continued)

Yes | No
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, | ‘
filed for the calendar year ending with or within the year covered by this retum 2a 10
b If at least one is reported on line 2a, did the organization file all required federal employment tax retums? 2 | X
Note. If the surmn of lines 1a and 2a is greater than 250, you may be required to e-fijg (see instructions)
3a Did the organization have unrefated business gross income of $1,000 or more during the year? L 3a | X
b if "Yes," has it filed a Form 990-T for this year? if "No" to line 3b, provide an explanation in Schedule O T a 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 foreign country (such as a bank account, securities account, or other financial account)? 4a X
b If “Yes," enter the name of the foreign country: P>
Seea instructions for filing requirements for FINCEN Form 114, Report of Forsign Bank and Financial Accounts (FBAR)
5a Woas the organization a party to 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 probibited tax shelter transaction? Sb 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 $100,000, and did the organization SOIICIt
any contributions that were not tax deductible as charitable contributions? 6a X
b If "Yes,” did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deductible? . 6b
7 Organizations that may receive deductibie conmbutlons 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 prowided to the payor? | 7a X
b If "Yes,” did the crganization notify the donor of the value of the goods or services provided? 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
tofile Form 82827 ... e, 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year L | 7d |
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal beneflt contract? Te X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? =~ . 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as reqmred? 7q
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advisad fund maintained by the
sponsoring organization have excess business holdings at any time during the year? R . 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponscring organization make any taxable distributions under section 49667 ) R 9a
b Did the sponscring 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 Vil), line 12 10a
b Gross receipts, included on Form 830, Part VIII, line 12, for public use of club facilities 10b
11 Section 501(c){12) organizations. Enter:
a Gross incorme from mambers or shareholders 11a
b Gross income from other sources (0o not net amounts due or paid to other sources against
amounts due or received from them.) | 11b
12a Section 4947(a}{ 1} non-exempt chantable trusts Is the crganlzatlon flllng Form 990 in Ileu of Form 10417 12a
b K "Yes," enter the amount of tax-exempt interest received or accrued during the year l 12b |
13  Section 501(c}{29) qualified nonprofit health insurance issuers.
a s the organization licensed to issue qualified heaith plans in more than one state? e RNy e e 13a
Note. See the instructions for additional information the organization must report on Schedule 0
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue gualified health plans = : 13b
¢ Enter the amount of reserves on hand 13¢
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
b If "Yes," has it filed a Form 720 to report these payments? Jf “No,* provide an explanation in Schedule O 14b
15 Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or
excess parachute payment{s) during the year? S . . e . R e . 15 X
If "Yes," see instructions and file Form 4720, Schedule N
16 Is the organization an educational institution subject to the section 4968 excise tax on net investment income? =~ | 16 X
if "Yes," complete Form 4720 Schedule Q.
Form 990 (2018

432005 12-31-18
5
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Form 990 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page

art Governance, Management, and Disclosure ro; each "Yes® response to fines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, descnbe the circumstances, processes, or changes in Schedule Q. See instructions.

Check if Schedule O contains a response or note to any line in this Part VI rKl
Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the goveming body at the end of the tax year 1a 11
If there are material differences in voting rights among members of the governing bady, or if the goverrlng
body delegated broad authority to an executive committee or similar committee, explain in Schedule 0.
b Enter the number of voting members included in line 1a, above, who are independent 1b 11
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, directer, trustee, or key employee? 2 X
3 Did the orgamization dslegate control over management dunes customarlly performed by or under the dlrect superwsmn
of officers. directors, or trustees, or key employees to a management company or other person? | B 3 X
4  Did the organization make any significant changes to its goveming documents since the prior Form 990 was frled? 4 X
6 Did the organization become aware during the year of a significant diversion of the organization's assets? 5 X
6 Did the organization have members or stockholders? o R 6 | X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appomt one or
more members of the goveming body? 7a | X

b Are any govemance decisions of the organization reserved to (or subject to approval by) members stockholders or
persons other than the goveming body? 7| X
8  Did the organization contemporangously document the meetings held or written actions undertaken during the year by the following:
a Thegoveming body? . ...
b Each committes with authority to act on behalf of the goveming body?
9 Is there any officer, director. trustee, or key employee listed in Part VI, Section A, who cannot be reached at the

organization's mailing address? jf * Ygﬁ_mmmmmmammo T, S— 9 X
Section B. Policies 1his ge . = - .

&%
b

Yes | No
10a Did the organization have local chapters, branches, or affiliates? =~ . |toai X
b If “Yes,” did the organization have written polcies and procedures goveming the actwrtres of such chapters aff Ilates
and branches to ensure their operations are consistent with the organization's exempt purposes? o lob | X
11a Has the organization provided a complete copy of this Form 950 to all members of its goveming body before lllrng the form? 11a | X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? if “No," go to fine 13 _ o 12a| X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conilrcls7 = X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? f “Yes, " describe
in Schedule O how this was done S 12¢ | X
13  Did the organization have a written whistleblower policy? — 13| X
14  Did the organization have a written document retention and destruction polrcy? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEQ, Executive Director, or top management official . . .~ 15a| X
b Other officers or kay employees of the organization . 15b X
If “Yes" to line 15a or 15b, describe the process in Schedule O (see lnstmctlons)
16a Did the organization invest in, contribute assets to, or participats in a joint venture or similar arrangement with a
taxable entity during the year? et s appmn o 16a X
b If *Yes," did the organization follow a written pollcy ar procedure requiring the orgamzatlon to evaluate its pamcrpatron
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements? ..o 16b

Section C. Disclosure
17  List the states with which a copy of this Form 990 is required to be filed AL ,AR,CA,FL,GA,IL,KS ,KY, MD,MA,MI 6 MN
18 Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-Aif applicable), 950, and 990-T (Section 501 (¢}{3)s only) available
for public inspection. indicate how you made these available. Check all that apply.
Own wabsite |Z| Another's website IE Upon request D Other (expiain in Scheduie )
19 Describe in Schedule O whether (and if so, how) the organization made its goveming documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization's books and records
GLENRAE BROWN - (202) 944-3285
1600 WILSON BOULEVARD, NO. 800, ARLINGTON, VA 22209
B3FO06 1231418 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2018,
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Form 990 (2018) SPINA BIFIDA ASSOCTATION OF AMERICA 58-1342181 Page 7
| Eart !Il| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note to any kine in this Part VIl
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 crganization's tax year.

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

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

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

® List all of the organization's former officers, key employees, and highest compensated employees who received more than $100.000 of
reportable compensation from the organization and any related organizations.

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

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

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

{A} (B) {C) D) (E) {F)
Name and Title Average | ..o ch‘:ﬁ’f:fz‘m ore Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week Sifosand SIdvectorbustes) from from related other
(list any g the organizations compensation
hours for | = - B organization (W-2/1099-MISC) from the
related % § . g (W-2/1099-MISC) organization
organizations| = | 5 = |E and reiated
below 2|2 5 g é% % organizations
line) HEIHESE
{1) NICOLE GOWER 5.00
CHAIR X X 0. 0. 0.
{2) MEGAM SORENSON 2.00
IMMEDIATE PAST CHAIR X X 0. 0. 0.
(3) MARIA BOURNIAS, ESQ, CPA 5.00
TREASURER/SECRETARY X X 0. 0. 0.
{4) BRAD DICIANNO 2.00
BOARD MEMBER 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) MARIE THOMING 2.00
BOARD MEMBER X 0. 0. 0.
{11) MCKAY TOLBOE 2.00
EOARD MEMBER X 0. 0. 0.
{12) LISA WELLS 2.00
BOARD MEMBER- UNTIL 03/2018 X 0. 0. 0.
{13} SARA STRUWE 37.50
PRESIDENT AND CEQ X 132,012. 0.] 23,758,
{14) GLENRAE BROWN 37.50
CHIEF OPERATING OFFICER X 107,012. 0. 20,050.
832007 12-31-18 Form 990(2018)
7
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Form 890 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page8
art l Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees fcontinued)
(A) (8) (C) (D) (E) {F)
Name and title Average (do ot c&fgi?:'m o Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
wesk clficer and a dirgctor/irustea) from from related other
{list any E the crganizations compensation
hoursfor | 5 B organization (W-2/1099-MISC) trom the
related s % 2 (W-2/1099-MISC) organization
organizations| 2 | £ g[S and related
below |Eis| |2 gg = organizations
1b Sub-total > 239,024. 0.j 43,808,
¢ Total from continuation sheets to Part Vil, Section A > 0. 0. 0.
d Total(addlinestband ey . ... . . oo > 239,024. 0.1 43,808,
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 2
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 1a7? if “Yes,* complete Schedule J for such individual T S e Lt s st 3 X
4  For any individual listed on line 1a. is the sum of reportable compensatlon and oiher compensat:on from the organlzatlon
and related organizations greater than $150,0007 if "Yes," complete Schedule J for such individual B 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? Jf "Yas * complete Schedule Jfor SUCH DEISON o 5 X

Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from

the organization. Report compensation for the calendar year ending with or within the organization's tax year.

(A} (B) {C)
Name and business address NONE Description of services Compensation
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 0
Form 990 (2018)

832008 12-31-18
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Form 990 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page 9

art | Statement of Revenue
Check if Schedule O contains aresponse ornoteto any lineinthisPart VM ... . [
(A (B) (C) (D}
Total revenue Related or Unrelated R?Fl:autea %clllégsd
exempt function business sections
revenue ravenue 819 .514
84 1a Federated campaigns 1a| 134,106,
o b Membership dues ib
© ¢ Fundraising events ic
£ d Related organizations id
g;
S e Govemment grants (contributions) |1e| 701,234,
,S f Al other contributions, gifts, grants, and
E similar amounts not included above 1#2,070,214.
"E g Neoncash contribitions included in tines 1a-1l $
3 h Total. Addlnestatf .. ... » 12,905,554.
Business Code|
|22 CONFERENCE & MEETINGS 541800 42,917. 42,567. 350.
H b RESEARCH 900098 1. P
# e
€g
by e
& f Al other program service revenue
__|__@a Total. Add lines 2a-2f » 42,918.
3  Investment income (including dividends, interest, and
other similaramounts) ) > 2,423, 2,423,
4  Income from investment of tax-exempt bond proceeds »
5 Royalbes . . . e I 1,620. 1,620.
{i) Real (i) Personal
6 a Grossrents
b Less: rental expenses
¢ Rental income or {loss}
d Net rental income or (loss) e P
7 a Gross amount from sales of {i) Securities (i) Other
assets other than inventory [L34,268.
b Less: cost or other basis
and sales expenses 131,933,
¢ Gainor(loss) - 2,335,
d Net gain or (loss} . 2,335, 2,335.
o| 82 Gross income from fundraising events {not
2 including $ of
% contributions reported on line 1¢). See
= Part IV, line 18 a
§ b Less: direct expenses b
¢ Netincome or {loss) from fundraising events | 4
9 a Gross income from gaming activities. See
Part IV, line 19 a
b Less: direct expenses b
¢ Net incorme or (loss) from gaming activities >
10 a Gross sales of inventory, less returns
and allowances B a 364.
b Less: costofgoodssold bl 3,034.
¢_Net income or {loss) from sales of inventory .. ... » ~-2,670. -2,670.
Miscellaneous Revenue Business Code|
1 a
b
¢
d All other revenue
e Total. Add lines 11a-11d o
12 Total revenue. Seeinstructions ... p 2,952,180, 39,898. 0. 6,728.
832000 12-31-18 Form 990 {2018}
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Form 990 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page10
| Part IX | Statement of Functional Expenses
Section 501(c){3) and 501{c)(4) organizations must complete all columns. All other organizations must compiete column (A}
Check if Schedule O contains a response or nole(t:)any line in this Part IX(B_).. i (C) D) |:|
Do not include amounts reported on lines 6b, .
75, 8b, 95, and 100 of Part Vi i i O el s onn
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 4,393, 4,393.
2 Grants and other assistance to domestic
individuals. See Part IV, line 22 17,633, 17,633.
3 Grants and other assistance to foreign
organizations, foreign govemments, and foreign
individuals. See Part IV, lines 15 and 16
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 284,832, 230,092, 54,740.
6 Compensation not included above, to disqualified
persons (as defined under section 4858(f){ 1)) and
persons described in section 4958(c)(3)(B)
7 Other salaries and wages L 472,860. 378,380. 20,195. 74,285,
8 Pension plan accruals and contributions (include
section 401{k) and 403{b} employer contributions)
9 Other employee benefits 152,470. 122,792. 8,987. 20,691.
10 Payrolitaxes 98,638. 79,250, 9,095, 10,293.
11 Fees for services {(non-employeas):
a Management
b Legal
¢ Accounting 49,298. 22,986. 22,313. 3,999.
d Lobbying L . 60,065. 60,065.
e Professional fundraising services. See Part IV, line 17
f Investment management fees . 634. 634.
g Other. (If line 11g amount exceeds 10% of line 25,
column (A) amount, list line 11p expenses on Sch 0.) 119,806. 114,695, 1,629. 3,482,
12 Advertising and promotion 2,771, 584. 742. 1,445,
13 Office expenses 182,683, 50,088. 41,142, 91,453,
14 Information technology 93,308. 90,977. 743, 1,588.
16 Royalties
16 Occupancy B8,912. 63,986. 11,314. 13,612.
17 Travel e 91,805. 71,033. 5,028. 15,744.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 53,689. 34,357. 5.017. 14,315.
20 Interest . .
21 Payments to affiliates I
22 Depreciation, depletion, and amortization 26,402, 26,402,
23  Insurance 10,993. 10,993,
24  Other expenses. ltemnize expenses not covered
above. (List miscellaneous expenses in line 24e. If line
24e amount exceeds 10% of line 25, column {A)
amount, list line 24e expenses on Schedule 0.)
a FILING REGISTRATION 18,873. 10,562. 4,370. 3,941.
b DUES AND SUBSCRIPTIQONS 5,868. 5,868.
¢ MISCELLANEQUS 2,550. 538. 683. 1,329.
d TAXES 1,674. 1,674,
e All other expenses
25  Total functional expenses. Add lines 1 through 24e 1,840,157.] 1,369,272. 214,708. 256,177,
26  Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check hera [ |:| if following SOP 98-2 (ASC $58-720)
832010 12-31-18 Form 980 (2018)
10
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Form 890 (2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page 11
Part X | Balance Sheet
Check if Schedule O contains a response or note to any line in this Part X _— |:|
{A) (B)
Beginning of year End of year
1 Cash - non-interest-bearing 320,582.] 1 1,213,965,
2 Savings and temporary cash investments 160,320.] 2 117,471,
3 Pledges and grants receivabls, net 149,948.] s 427,091,
4  Accounts receivable, net 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 . . . T 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
) employees’ beneficiary organizations (see instr). Complete Part 1l of Sch L 6
a 7 Notes and loans receivable, net 7
< 8 Inventoriesforsaleoruse 8,229.] s 6,601.
9 Prepaid expenses and deferred charges 29,904.( o 43,913,
10a Land, buildings, and equipment: cost or other
basis. Complete Part Vl of ScheduleD [ 10a 243 ,237.
b Less: accumulated depreciation [ 10b 163,491. 101,446.| 10¢ 79,746,
11 Investments - publicly traded securities 88,420.] 11 133,412,
12  Investments - other securities. See Part IV, line 11 12
13  Investments - programerelated. See Pant IV, line 11 13
14 Intangible assets 14
15  Other assets. Ses Part IV, fine 11 662.] 15 662.
16 Total assets. Add lines 1 through 15 (must equal line 34) 859,511.| 18 2,022,861,
17 Accounts payable and accrued expenses 47,649.] 17 71,936,
18 Grants payable 18
19 Deferred revenue 4 ' 608.] 19 0.
20 Tax-exempt bond liabilities 20
21 Escrow or custodial account liability. Complete Part IV of Schedule D 21
w | 22 Loans and other payables to current and former officers, directors, trustees,
:§ key employees, highest compensated employees, and disqualified persons
2 Complste Part ll of Schedule L 22
= | 23 Secured mortgages and notes payable to unrelated thlrd partles 23
24 Unsecured notes and loans payable to unrelated third parties . 24
25  Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
Schedule D 189,822.| 25 187,885.
26 Total liabilities. Add lines 17 through256 e 242,079, 26 259,821,
Organizations that follow SFAS 117 (ASC 958}, check here b [X] and
@ complete lines 27 through 29, and lines 33 and 34.
2 | 27  Unrestricted net assets 554 ¢ 869.( o7 1 ’ 421 ¢ 382.
2 |28  Temporarily restricted net assets 62,563.] 28 341,658.
2 29 Permanently restricted net assels 29
é Organizations that do not follow SFAS 11? (ASC 958}, check here » I_J
5 and complete lines 30 through 34.
% 30 Capital stock or trust principal, or current funds 30
2, 31 Paid-in or capital surplus, or land, building, or equipment fund 31
% 32 Retained earnings, endowment, accumulated income, or other funds 32
Z | 33 Total net assets or fund balances . 617,432.] a3 1,763,040,
__ 134 Totalliabilities and net assets/fund balances ... ... 859,511.] 34 2,022 ,861.
Form 990 (2018)
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Form 990 (2018) SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Pagei2
[ Part X! [ Reconciliation of Net Assets

Check it Schedule O contains a rasponse or note to any line in this Part XI . X |:]
1 Total revenue (must equal Part Vill, column (A), line 12) 1 2,952,180,
2 Total expenses (must equal Part IX, column {A), line 25) 2 1,840,157,
3 Revenue less expenses. Subtract line 2 from line 1 3 1,112,023,
4 Net assets or fund balances at beginning of year {(must equal Part x ine 33 colunmn (A)) 4 617,432,
5 Net unrealized gains (losses) on investments 5 4,434,
6 Donated services and use of facilities 5]
7 Investment expenses 7
8 Prior period adjustments 8 38,019,
9 Other changes in net assets or fund balances (expl ain in Schedule O) g 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X I ne 33
COMMN (BY) o 10 1,763,040.
Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part XII e [_,
Yes | No

1 Accounting methed used to prepare the Form 980. |_ Cash m Accrual |_] Other
If the organization changed its method of accounting from a prior year or checked "Other,” explain in Schedule O,
2a Were the organization s financial staterents compiled or reviewed by an independent accountant? 2a X
If "Yes,"” check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both
D Separate basis D Consolidated basis |:| Both consoclidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? R B 2| X
If "Yes," check a box below to indicate whether the financial statements for the year were audlted ona separate basus
consclidated basis. or both:
@ Separate basis |:] Consolidated basis __] Both consolidated and separate basis
¢ If "Yes" to line 2a or 2b, doas the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? ) . 2c| X
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Circular A-133? R B ATl e e e e e e . 3a X
b If “Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken toundergo suchaudits ... 3b
Form 990 (2018)

832012 12-31-18
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. . . OME No. 1545-0047
ifr:igou:x_m Public Charity Status and Public Support
Complete if the organization is a section 501(c)3) organization or a section 20 1 8
4947(a}{1) nonexempt charitable trust.
Departmant of the Traasury P Attach to Form 990 or Form 990-EZ. Open to Public
LT T DR P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

[Part] | Reason for Public Charity Stalus (all organizations must complete this part ) See instructions.

The organization is not a private foundation because it is: (For lines 1 through 12, ¢check only one box.)
1 |:| A church, convention of churches, or association of churches described in  section 170{b){ 1{AKi).
D A school described in section 170{b)}{1{ANii). (Attach Schedule E {Form 990 or 980-EZ).)
D A hospital or a cooperative hospital service organization described in section 170(b}{ 1}{A)iii).
|:| A medical research organization operated in conjunction with a hospital described in section 170{b)}{1){A){iii). Enter the hospital's name,
city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170{b}{1{AN}iv]). (Complete Part I.}
A federal, state, or local govermment or governmental unit described in section 170{b}{ 1}{A)}v).
An organization that normally receives a substantial part of its support from a govemmental unit or from the general public described in
section 170{b}{ 1){AXvi). (Complete Part .}
A community trust described in section 170{b}{1XA)}{vi). (Complete Part Il.}
An agricultural research organization described in section 170{b)}{ 1}{A}ix} operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:

& LN

0 o0 B0 O

10 An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509{a)}{2). (Complete Part IIl)
11 |:| An organization organized and operated exclusively to test for public safety. See section S0%a){4).
12 |:| An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(aj(1) or section 505{a)(2). See section 509{a)(3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.
a [| Type |. A supporting organization cperated, supsrvised, or controlled by its supported organization(s), typically by giving
the supported organization(s} the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.
b |:| Type ll. A supporting organization supervised or controlled in connection with its supported organization(s). by having
control or management of the supporting organization vested in the same persons that controi or manage the supported
organization{s). You must complete Part IV, Sections A and C.
[ l:l Type |l functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part |V, Sections A, D, and E.
d [:l Type Il non-functionally integrated. A supporting organization operated in connection with its supported organization{s)
that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.
e |:| Check this box if the organization received a written determination from the IRS that it is a Type |, Type Il, Type (li
functionally integrated, or Type Il non-functionally integrated supporting organization.
f Enter the number of supported organizations |
__9 Provide the following information about the supported organization(s}.

{i) Name of supported {ii) EIN {iii} Typa of organizaticn IE"‘]:;E :vg'rgf:'lsio'g:“'li‘:[g {v} Amount of monetary {vi) Amount of other
i i |11 your gaverniag document? | E
organizaticn ;ﬁ';"‘;z‘; f;\";:::zz;:;ﬂ Yes No | support (see instructions) | support {see instructions)
above (ses instructions))
Total
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. w2021 1w-11-18  Schedule A (Form 890 or 990-EZ) 2018
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Schedule A (Form 990 or 980.£2) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page2
upport Schedule for Organizations Described in Sections 170(b){1){A)(v) and 170(b)(1){A}{vi)
{Complete only if you checked the box on line 5, 7, or B of Part | or if the organization failed to qualify under Part lli. If the organization

fails to qualify under the tests listed below, please complete Part lIl.)

Section A. Public Support

Calendar year {or fiscal year beginning in) = {a) 2014 {b) 2015 {c) 2016 {d) 2017 {e) 2018 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.”) 1475421.] 1527340.| 1467736.| 1539962, 2905554.| 8916013,
2 Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf

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

4 Total. Addlines 1 through 3 1475421.1 1527340, 1467736.] 1539962.| 2905554.]| 8916013.

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

column {f) - _ 929,837.
6 Public support. Subkact line 5 from line 4 7986176.
Section B. Total Support
Calendar year {or fiscal year beginning in) - {a) 2014 {b) 2015 {¢) 2016 {d) 2017 {e) 2018 {f) Total
7 Amounts from line 4 1475421.] 1527340.| 1467736.| 1539962.] 2905554.) 8916013.

8 Gross income from interest,
dividends, payments received on
securities ioans, rents, royalties,
and income from similar sources | 31,616.] 13,449. 8,927. 4,612, 4,043, 62,647.

9 Net income from unretated business
activities, whether or not the
business is regularly carried on

10 Other income. Do not include gain
or loss from the sale of capital

assets (Explain in Part Vi) 869, 826. 1,695,
11 Total support. Add lines 7 through 10 8980355.
12 Gross receipts from related activities, etc. (see instructions) 12 | 1,128,524.

13 First five years. If the Form 990 is for the organization's first, second thlrd founh or Ilfth tax year asa sect on S01(c)(3}

organization, check this box and stop here ... p ]
Section C. Computation of Public Support Percentage

14 Public support percentage for 2018 (iine 6, column (f) divided by line 11, colurn () |14 88.93
15 Public support percentage from 2017 Schedule A, Part II, line 14 15 98.31 %
16a 33 1/3% support test - 2018, [f the organization did not check the box on ling 13, and line 14 is 33 1/3% or more, chack this box and
stop here. The organization gualifies as a publicly supported organization > IXI
b 33 1/3% support test - 2017. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization e > I:!

17a 10% -facts-and-circumstances test - 2018. [f the organization did not check a box on line 13 16a or 16b, and line 14 is 10% or more,

and if the organization meets the “facts-and circumstances” test, check this box and stop here. Explain in Part VI how the organization
meats the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization - o |:|

b 10% -facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a. 16b, or 173, and line 15 is 10% or

more, and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part VI how the

organization meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization . D
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b _check this box and see instructions . [ 1
Schedule A (Form 990 or 990-EZ) 2018

832022 10-11-18
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Schedule A (Form 990 or 990£7) 2018 SPINA BIFIDA ASSQCIATION OF AMERICA 58-1342181 page3

{Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il. Iif the organization fails to
qualify under the tests listed below, please complete Part Il.}
Section A. Public Support
Galendar year (or fiscal year beginning in) b {a) 2014 {b} 2015 {c) 2016 {d) 2017 {e} 2018 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related 1o the
organization's tax-exempt purpose

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

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

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

6 Total. Add lines 1 through &

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

b Amounts inciuded on lines 2 and 3raceived
from other than disqualified persons that
axcead the greater of $5,000 or 134 of the
amount on lina 13 for the year

¢ Add lines 7a and 7b

8 Public support. {Subiactme e fran e i)
Section B. Total Support

Calendar year (or fiscal year beginning in) (a) 2014 {b} 2015 (c) 2016 {d) 2017 {e) 2018 {f) Total
9 Amounts fromline6

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

b Unrelated business taxable income

{less section 511 taxes) from businesses
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 income. Do not include gam
or loss from the sale of capital
assets (Explain in Part Vi) -...-.

13 Total support. (Add snes 9, 10c. 11, and 12}

14 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3) crganization,

check this box and stop here S PR e i T e F Tt e e b kT o i ]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2018 {line 8, column {f), divided by line 13, column {f}) - ’ .. L15 %
16 Public support percentage from 2017 Schedule A, Partlll line15 ... ... 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2018 {line 10c, column (f), divided by line 13, column {f}) 17 %
18 Investment income percentage from 2017 Schedule A, Part lll, ling 17 18 %
19a 33 1/3% support tests - 2018. 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 - 2017. If the organization did not check a box on line 14 or line 19a, and ling 16 is more than 33 1/3%. and

line 18 is not mora than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization s D
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and seeinstructions ... [ ]
832023 10-11.18 Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 980 or 990-E7) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pages
] Eart !V | Supporting Organizations

{Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A

and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12¢ of Part |, complete

Sections A, D, and E. If you checked 12d of Part {, complete Sections A and D, and complete Part V)
Section A. All Supporting Organizations

Yes | No

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

2 Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (27 Jf "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 dascribed in section S01{c}{4), (5). or (6)}? If "Yes," answer
(b) and (c) below. 3a

b Did the organization confirm that each supported organization qualified under section 501{c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)7 fr "Yes, " describe in Part VI when and how the
organization made the determination.

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

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

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

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501{c)(3) and 509(a)(1) or (2)? /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)H2)(B)
PUIDOSES. 4c

5a Did the organization add, substitute, or remove any supported organizations during the tax year? jf “ves,*
answer (b) and (c) below (if applicable). Also, provide detail in Part VI, inciuding () the names and EIN
numbers of the supported organizations added, substituted, or removed, (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 amendment to the organizing document).

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

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

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

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

8 Did the organization make a loan to a disqualified person {as defined in section 4958) not described in line 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(@){1} or (2))? if "Yes, " provide detail in Part V1. 9a

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

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

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

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

— determine whether the organizaion had excess business holdings.) 10b

532024 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7} 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Pages
[Part VT Supporting Organizations coninued)

Yes | No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or togsther with persons described in (b) and (c)
below, the goveming body of a supported organization? 11a
b A family member of a person described in (a) above? 11b

c_A 35% controlled entity of a person described in {a) or (b) above? ff "Yes" to a, b, or ¢, provide detail in Part V1. 11c
Section B. Type | Supporting Organizations

Yes | No

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

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

Section C. Type li Supporting Organizations

Yes | No

1 Were a majority of the organization's directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization’s supported organization{s)? f "No," describe in Part Vi how control
or management of the supporting organization was vested in the same persons that controffed or managed

ization(s) 1

—the supported organiza
Section D. All Type lli Supporting Organizations

Yes | No

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

2 Were any of the organization's officers, directors, or trustees either () appointed or elected by the supported
organization(s) or (i) serving on the governing body of a supported organization? f “No,* explain in Part V| how
the organization maintained a close and continuous working relationship with the supported organizationis), 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
ncome or assets at all times during the tax year? /7 "Yes, " describe in Part VI the role the organization's

[ A {in thi 7
Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the integral Part Test during the year (see instructions).
a D The organization satisfied the Activities Test. Complete line 2 below.
b |:| The organization is the parent of each of its supported organizations. Complete line 3 below.
¢ [ The organization supported a govemmental entity. Describe in Part VI how you supported a government entity (see instructions
2 Activities Test. Answer (a) and (b) below. Yes | No
a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization(s} to which the organization was responsive? [f "Yas,* then in Part Vl identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities.
b Did the activities described in (a) constitute activities that, but for the organization’s involvement, one or more
of the organization’s supported organization(s) would have been engaged in? ff "Yes,* explain in Part Vi the

.

reasons for the organization's position that its supported organization(s) would have engaged in these
activities but for the organization's involvement. 2b

3 Parent of Supported Organizations. Answer (a) and (b} below.
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part V1. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? Jf “Yas * describe in Part VI the role plaved by the organization in this regard 3b
83025 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E2) 2018 SPINA BIFIDA ASSQCIATION QF AMERICA 58-1342181 pages
[Part V | Type lIl Non-Functionally Integrated 509(a){3) Supporting Organizations
1 |:] Check here if the crganization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part V1) See instructions. Ali
other Type lll non-functionally integrated supporting organizations must complete Sections A through E.

(B) Current Year

Section A - Adjusted Net Income {A} Prior Year {optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income {sea instructions)

Add lines 1 through 3

Depreciation and depletion

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

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

b | N |-

@ [0 [ [0 [N |-

L]

-~

(B) Current Year

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

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

a Average monthly value of securities 1a

b Average monthly cash balances b

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

d

-]

Total (add lines 1a, 1b, and 1¢) id
Discount claimed for blockage or other
factors {explain in detail in Part VI}:
Acquisition indebtedness applicable to non-exempt-use assets 2
Subtract line 2 from line 1d

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

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

6 Muttiply line 5 by .035

7 Recoveries of prior-year distributions

8 Minimum Asset Amount (add ling 7 to ling 6)
Section C - Distributable Amount Current Year

[y]

W
W

£

o [~ jo {tn &

Adjusted net incoms for prior year (from Section A, line 8, 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

Income tax imposed in prior year

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

emergency tamporary reduction (sea instructions) 6
[_] Check here if the current year is the organization's first as a non-functionally integrated Type lll supporting organization (see

instructions).

o [P | (N |-

D [t | G (N |-

-3

Schedule A (Form 990 or 990-EZ) 2018

832026 10-11-18
18
16250904 150872 SBA 2018.04020 spINa BIFIDA assocIaTIoOfL QRY_ 1



Schedule A (Form 990 or 950-E2) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page7
[PartV | Type Ilt Non-Functionally Integrated 509(a){3) Supporting Organizations ontinued)
Section D - Distributions Current Year
1 Amounts paid 1o supported organizations to accomplish exempt purposes

2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets
Qualified set-aside amounts {prior IRS approval required)
Other distributions (describe in_Part V). See instructions.
Total annual distributions. Add lines 1 through 6.
Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.

9 Distributable amount for 2018 from Section C line 6
10 Line 8 amount divided by ling 9 amount

0w [~ |3 [t |8 K2

i) (ii) {ii)
Section E - Distribution Allocati see instructions E Distributi Underdistributions Distributable
clion ISripution ocauons ( ) xXcess Distribuiions Pre-2018 Amount for 2018

1__ Distributable amount for 2018 from Section C, line 6
Underdistributions, if any, for years prior to 2018 (reason
able cause required- explain in Part V1). See instructions.
Excess distributions carryover, if any, to 2018

From 2013

From 2014

From 2015

From 2016

From 2017

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2018 distributable amount

Carryover from 2013 not applied (see instructions)

Remainder. Subtract lines 3g, 3h, and 3i from 31,

Distributions for 2018 from Section D,

line 7: $

a_Applied to underdistributions of prior years
b_Applied to 2018 distributable amount
¢ _Remainder. Subtract lings 4a and 4b from 4.

5 Remaining underdistributions for years prior to 2018, if
any. Subtract lines 3g and 4a from line 2. For rasuit greater
than zero, explain in Part VI. See instructions.

6 Remaining underdistributions for 2018. Subtract lines 3h
and 4b from line 1, For result greater than zerc, explain in
Part V1. See instructions

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

8 Breakdown of line 7:

Excess from 2014

Excess from 2015

Excess from 2016

Excass from 2017

Excess from 2018

[~]

==l ™o a0 |

E-Y

@ o [0 | |o

Schedule A {Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 pages

[Part VI| Supplemental Information. provide the explanations required by Part II, line 10; Part It, line 17a or 17b; Part I, line 12:
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4¢, 5a, 6, 9a, 9b, 9¢, 11a, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, ling 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

2014 AMOUNT: § 0.

2015 AMOUNT: $§ 869.

2016 AMOUNT: § 826.

2017 AMOUNT: § 0.

2018 AMOUNT: $ 0.

832008 10-11-18 Schedule A (Form 990 or 990-EZ} 2018
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** PUBLIC DISCLOSURE COPY **

Schedule B Schedule of Contributors OMB No. 15450047
(Form 990, 990-EZ, P Attach to Form 990, Form 990-EZ, or Form 990-PF.
990-PF;
g:wmm o,’m — P Go to www.irs.gov/Forme90 for the latest information, 20 1 8
Internal Aevenue Service
MName of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
Organization type {check one):
Filers of: Section:
Form 990 or 990-E2 @ S01(c)( 3 } {enter number) organization

[

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization
Form 990-PF 501(c)(3) exempt private foundation

|:| 4947(a)(1) nonexempt charitable trust treated as a private foundation

501(c)(3) taxable private foundation

Check if your organizaticn 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

|:] For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or mare (in money or
property} from any cne contributor. Complete Parts | and 1. See instructions for determining a contributor's total contributions

Special Rules

For an organization described in section 501{c)(3) filing Form 930 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509{aj[1} and 170{)(1)(A)vi), that checked Schedule A {Form 990 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 {j) Form 950, Part VI, line 1h;
or {ii) Form 990-EZ, line 1. Complete Parts | and Il

(] Foran organization described in section 501(¢)(7), (8), or (10) filing Form 990 or 990-E2Z that received from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for the
prevention of cruelty to children or animals. Complete Parts | {entering *“N/A" in column (b} instead of the contributor name and address)
li, and Il

|:| For an organization described in section 501{c)(7), (8), or {10} filing Form 990 or 980-EZ that received from any one contributor, during the
year, contributions exciusively for religious. charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose, Don't complete any of the parts unless the General Rule applies to this organization because it received nonexciusively
religious, charitable, etc., contributions totaling $5,000 or more duting the year ST >3

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule 8 {Form 990, 990-E2, 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 |, line 2, to
certify that it doesn't meet the filing requirements of Schedule B (Form 990, 990-E2, or 990-PF)

LHA, For Paperwork Reduction Act Notice, see the instructions for Form 890, #00-EZ, or 980-PF, Schedule B (Form 990, 690-EZ, or $60-PF) (2018)

823451 11-08-18
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Schedule B (Form 990, 990-E2, or 990-PF) (2018)

Page 2

Name of organization

Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA

58-1342181

Contributors (see instructions). Use duplicate coples of Part | if additional space is needed.

{a)
No.

(b)
Name, address, and ZIP + 4

(c)
Total contributions

()
Type of contribution

1

$ 1,089,051.

Person
Payroll [:I
Noncash [ ]

{Complete Part Il for
noncash contributions }

(a)
No.

(b)

Name, address, and ZIP + 4

(<)
Total contributions

{d)
Type of contribution

$ 701,234.

X]
]
[

{Complete Part Il for
noncash contributions.)

Person
Payroll
Noncash

(a)
No.

(b)
Name, address, and ZIP + 4

{c)
Total contributions

{d)
Type of contribution

$ 113,199.

X]
]
1]

(Complete Part |l for
noncash contributicns.)

Person
Payroll
Noncash

(a)
No.

(b)

Name, address, and ZIP + 4

()

Total contributions

(d}
Type of contribution

CJ
CJ
OJ

{Complete Part |l for
noncash contributions.}

Person
Payroll
Noncash

(a)
No.

(b)

Name, address, and ZIP + 4

(c)
Total contributions

(d)
Type of contribution

Person ||
Payroll |___|
Noncash [ |

{Complete Part Il for
noncash contributions.)

{a}
No.

(b)
Name, address, and ZIP + 4

{c)
Total contributions

(d}
Type of contribution

]
L]
(I

{Complete Part Il for
noncash contributions.)

Person
Payroll
Noncash

823452 11-08-18
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Schedule B {Form 990, 990-EZ, or 990-PF) (2018)

Page 3

Name of organization

Empioyer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.
(a)
(c)

f:: or;' e b} . : FMV {or estimate) - td) —_—
oot escription of noncash property given {Sea instructions.) ate receive

(a

{c)

No. . b) N FMV {or estimate) (d .
from Description of noncash property given See i . Date received
Part | (See instructions.)

{a}

(c)
No. {b) ] {d}
.. . FMV {or estimate) i
;l’:rl:ll Description of noncash property given See instructions) Date received
(a)
(c)
No. (b) . {d)
. ) . FMV (or estimate) i
::rrtnl Description of noncash property given (See instructions } Date received
(a)
{c)

No. . (b) . FMV (or estimate) (d)
from Description of noncash property given Ses i ) Date received
Part | (See instructions )

(a)

{c)

f:) or;' ERNPS (b) " . FMV [or estimate) b (d) ved

Port] escription of noncash property given (See instructions.) ate receive

823453 11-08-18
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Schedule B (Form 9390, 990-EZ, or 990-PF) {2018} Page 4
Name of organization Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
m Exclusively religious, charitable, etc., contributions to organizations described in section 501{cX7), {8), or (10} that total more than $1,000 for the year
from any one contributor. Complete columns (a) through {e) and the following line entry. For organizations
completing Part IIl, enter the total of exclusively religious, charitable etc., contributions of $%,000 or |@88 for the year /Eaterthis mfo. once | . $

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

{a) No.
li;raorrtnl {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.
Ff’r: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.
Ig?rrfnl {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.
I‘;raorTI {b) Purpose of gift {c) Use of gift {d} Description of how gift is held
{e} Transter of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
823454 11-08.18 Schedule B (Form 990, 890-EZ, or 990-PF) (2018)
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SCHEDULE C Political Campaign and Lobbying Activities OME No. 15450047

(Form 990 or 990-EZ)
For Organizations Exempt From Income Tax Under section 501(c) and section 527
Dopartment of the Treasury P Complete if the organization is described below. P> Attach to Form 990 or Form 990-E2. Open to P.ublic
Internial Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

If the organization answered "Yes," on Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 {Political Campaign Activities), then
® Section 501(c)(3) organizations: Complete Parts |-A and B. Do not complete Part -C
® Section 501(c) (other than section 501{c){3)) organizations: Complete Parts |I-A and C below. Do not complete Part |-B.
® Saction 527 organizations: Complete Part |-A only.
If the organization answered "Yes," on Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part Il-A. Do not complete Part II-B.
® Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501{h)). Complete Part lI-B. Do not complete Part lI-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

® Saction 501{c)(4), {5), or (6) organizations: Complete Part 1l
Name of organization Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
[Partl-A] Complete if the organization is exempt under section 501{c} or is a section 527 organization.

1 Provide a description of the organization's direct and indirect political campaign actwities in Part IV,
2 Political campaign activity expenditures . »>s
3 Volunteer hours for political campaign activities

IT’art I-B | Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section 4955 |
2 Enter the amount of any excise tax incurred by organization managers under section 4955 » 3
3 If the organization incurred a section 4955 tax, did it file Ferm 4720 for this year? |:| Yes I—__I No
4a Was a correction made? . ; - |:| Yes l:| No

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

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 activities R LT S e | e et e s el > s
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-PCL,
L I T T LN Y. S e st T
4 Did the filing organization file Form 1120-POL for this year? ) o dvYes [ne

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

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

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

For Paperwork Reduction Act Notice, see the Instructions for Form 890 or 990-EZ, Schedule C (Form 980 or 990-EZ} 2018
LHA
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Schedule C (Form 990 or 990-E2) 2018 SPINA BIFIDA ASSQOCIATION OF AMERICA

58-1342181 Page2

| Eart !!-A | Complete if the organization is exempt under section 507{c){3) and filed Form 5768 [election under

section 501{h)).

A Check » [_| ifthe filing organization belongs to an affiliated group (and list in Part |V each affilated group member's name, address, EIN,

gxpenses, and share of excess lobbying expanditures).

B _Check P [:I if the filing organization checked box A and “limited control” provisions apply.

Limita.’. on Lobbying Expenditure_s ) org(:r)1 inIa“tTgn's {b) Afﬁi'z::g group
{The term "expenditures" means amounts paid or incurred.) totals
1a Tota! lobbying expenditures to influence public opinion {grass roots lobbying) 6,000,
b Total lobbying expenditures to influence a legislative body {direct lobbying) 162,659,
¢ Total lobbying expenditures {add lines 1a and 1b) 168,659,
d Other exempt purpose expenditures o o 1,668,864,
e Total exempt purpose expenditures (add lines 1c and 1d) o 1,837,523,
f _Lobbying nontaxable amount, Enter the amount from the following table in both columns. 241 ,876.
If the amount on line 16, column {a) or (b] is: The lobbying nontaxable amount is:
Not over $500,000 20% of the amount on line te.
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not aver $1,500,000 $175,000 plus 108 of the excess over $1,000,000.
Over $1,500,000 but not over $17,000,000 $225 000 plus 5% of the excess over $1,500,000.
Over $17,000,000 $1,000,000.
g Grassroots nontaxable amount {enter 25% of line 11} 60,469,
h Subtract line 1g from line 1a. If zero or less, enter-0- 0.
i Subtract line 1f from line 1c. If zero or fess, enter -0- BT TR et i . 0.
j If there is an amount other than zerc on either line 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax for this year? |:] Yes |:_| No
4-Year Averaging Period Under Section 501{h})
{Some organizations that made a section 501{h} election do not have to complete all of the five columns below.
See the separate instructions for lines 2a through 2f.}
Lebbying Expenditures During 4-Year Averaging Period
- ﬁscgf‘;‘:';‘r":eg‘;’ﬂng - {a) 2015 {b) 2016 (e} 2017 (d) 2018 {e) Total
2a Lobbying nontaxable amount 254,059. 253,725. 241,050. 241,876. 990,710.
b Lobbying ceiling amount
{150% of line 2a, column(e)) 1,486,065,
¢_Total lobbying expenditures 19,108, 37,199, 57,620, 168,659, 282,586,
d Grassroots nontaxable amount 63,515. 63,431. 60,263. 60,469. 247 .,678.
e Grassroots ceiling amount
(150% of line 2d, column {e)) 371,517.
f_Grassroots lobbying expenditures 4,777, 3,151. 3,844. 6,000. 17,772.
Schedule C (Form 990 or 990-EZ) 2018
832042 11-08.18
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Schedule C (Form 990 or 990-€2) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page3
[Partll-B| Complete If the orgamization is exempt under section 501(c){3) and has iled Form

(election under section 501(h}).

Foreach "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 filing organization attempt to influence foreign, national, state, or
local legislation, including any attempt to influence public opinion on a legislative matter
or referendum, through the use of:
Volunteers? o T e e b S S S b L i
Paid staff or management {include compensation in expenses reported on lines 1¢ through 1i)?
Media advertisernents? o
Mailings to members, legislators. or the public?
Publications, or published or broadcast statements?
Grants to other organizations for lobbying purposes?
Direct contact with legislators, their staffs, government officials, or a Ieglslatwe body‘?
Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?
i Other activities?
j Total. Add lines ic through 1i
2a Did the activities in line 1 cause the organization to be not described in secluon 501(ci3)?
b If “Yes," enter the amount of any tax incurred under section 4912
c If "Yes," enter the amount of any tax incurred by organization managers under section 4912

d_If the filing organization incurred a section 4912 tax, did it file Form 4720 forthis year? ...
|Part fii- A[ Compiete if the organization is exempt under section 501{c){4), section 501(c){5), or section

THo -0 00 T O

501(c)(6).

Yes No
1 Were substantially all (90% or more) dues received nondeductible by members? spsnery 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? 2

3 Did the organization agree to carry over lobbying and political campaign activity expenditures from the prior year? 3
- Complete if the organization is exempt under section 501{c}(4), section 501(c)(5}, or section
501(c)(6) and if either (a) BOTH Part lll-A, lines 1 and 2, are answered "No," OR (b) Part lllI-A, line 3, is
answered "Yes."
1 Dues, assessments and similar amounts from members g 1

2 Section 162(e} nondeductible lobbying and political expendnures (do not mclude amounis of polmcal
expenses for which the section 527(f) tax was paid).

a Current year ’ 2a
b Carryover from last year 2b
¢ Total 2c
3 Aggregate amount reported in section 6033(e)(1}{A) notices of nondeductible section 162(e) dues 3

4 If notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess
does the corganization agree to carryover to the reasonable estimate of nondeductible lobbying and political
expenditure next year? ’ e sy 4
Taxable amount of lobbying and political expendltures (see mstructlons)

|Part IV | Supplemental Information
Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part I-C, line 5; Part II-A (affiliated group list); Part Il-A_ lines 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) 2018
832043 11-08.18
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SCHEDULE D Supplemental Financial Statements e
(Form 990) P Complete if the organization answered "Yes" on Form 990, 20 1 8
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b.
Department of the Treasury P Attach to Form 990. Open to Public
Internal Revenue Sarvice P Go to www.irs.gov/Formg90 for instructions and the latest information. Inspection
Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

[ Part | | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
organization answered "Yes" an Form 990, Part IV, line 6.

{a) Donor advised funds {b} Funds and other accounts

Total nurber at end of year
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregate value at end of year
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization's property, subject to the organization's exclusive legal control? |:| Yes |:| No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or doner advisor, or for any other purpose conferring
impermissible private benefit? ... oo D Yes I:l No
[Part Il | Conservation Easements. Complete if the organization answered “Yes' on Form 990 Part |\,r o7
1 Purpose(s) of conservation easements held by the organization (check all that apply).
|:| Presarvation of land for public use {e.g., recreation or education) [_| Preservation of a historically important land area
I:l Protection of natural habitat [_| Preservation of a certified historic structure
D Preservation of open space

[ A

2 CGomplete lings 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last
day of the tax year. Held at the End of the Tax Year
a Total number of conservation easements e L . . L 2a
b Total acreage restricted by conservation easements R R R 2b
¢ Nurmber of conservation easements on a certified historic structure mcluded in (a) ) 2c
d Number of conservation easements included in (c) acquired after 7/25/06. and not on a historic structure
listed in the National Register 2d
3  Number of conservation easements modified, transferred, released extinguished, or terminated by the organization during the tax
year p

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

viglations, and enforcement of the conservation easements it holds? |__—| Yes D No
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of viotations, and enfarcing conservation easements during the year

> ____
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year

>3

8 Doas each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)}{(4)(B)i)
and section 170(MNA)BI? R Fp— ) L " S
9 In Part Xlll, describe how the crganization reports conservatlon easements in lts revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization's financial statements that describes the organization's accounting for
conservation easements, ]
[ Part iil Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
; ~ Complete i the organization answered “Yes" on Form 990, Part IV, line 8,
1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue staternent 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 X,
the text of the footnote to its financial statements that describes these itemns
b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public exhibition, education, cr research in furtherance of public service, provide the following amounts
ralating to these items:
{i) Revenue included on Form 990, Part VIl line 1 d SR pa T oo s P §
(i) Assetsincluded in Form 990, PartX Rl ]
2  If the organization received or held works of art hlstorlcal treasures or other simitar assets for f nancial 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 VI, ine1 o B v e S |
b_Assets included in Form 990, Part X |
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 890, Schedule D (Form 990) 2018
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Schedule D (Form 990} 2018 SPINA BIFIDA ASSQOCIATION OF AMERICA 58-1342181 pPage2
[Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets oninueq
3 Using the organization’s acquisition, accesston, 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 [ Scholarly research
[ C| Preservation for future generations

d D Loan or exchange programs

e I:Iomer

4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part Xili
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar agsets

1o be sold to raise funds rather than to be maintained as part of the organization's colfection? ... ... |:| Yes I:' No
| Part IV | Escrow and Custodial Arrangements. Complete if the organization answered “Yes™ on Form 990, Part IV, fine 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 not included
on Form 990, Part X? . E] Yes |:| No
b If “Yes," explain the arrangement in Part Xill and complete the followlng table
Amount
¢ Beginning balance 1c
d Additions during the year 1d
e Distributions during the ysar 1e
f Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? [ Yes [ INe
b_If "Yes " explain the arrangement in Part XIll. Check here if the explanation has been providedon Part XI\ ... |:|
[Part V| Endowment Funds. Complete if the organization answered “Yes'" on Form 990, Parl IV, line 10.
{a) Current year (b) Prior year () Two years back | (d) Three years back | (e} Four years back
1a Beginning of year balance 62,563, 61,087, 59,862, 59,973, 59 065,
b Contributions A e
¢ Net investment eamings, gams and losses 11. 1,476, 1,225, 111. 208.
d Grants or scholarships
e Other expenditures for facilities
and programs
f Administrative expenses
g End of year balance 62,552, 62,563, 61,087, 59 862, 59,973,
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment P 95.92 %
b Permanent endowment .00 %
¢ Temporarily restricted endowment P 4.08 %
The percentages cn lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization
by: Yes | No
{i} unrelated organizations 3afi} X
(i) related organizations Jalii) X
b If "Yas" on line 3afii}, are the related orgamzat:ons Ilsted as requured on Schedule R? 3b

4 Describe in Part Xlil the intended uses of the organization’s endowment funds

] Part VI

Land, Buildings, and Equipment.

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

Description of property {a) Cost or other {b} Cost or other {¢} Accumulated {d) Book value
basis (investment) basis {other) depreciation
1a Land

b Buildings

¢ Leasehold improvements 131,076. 65,191. 65,885.

d Equipment 55,058, 43,064. 11,994.

e Other . ... 57,103. 55,236. _1,867.

Total. Add lines 1a through 1e. (Column () must equal Form 990, Part X, column (B) line 10¢) oo oo o [ 79,746,

Schedule D {Form 990) 2018
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Schedule D {Form 990) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 page3

| Part VIl] Investments - Other Securities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 9390, Part X, line 12.

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

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

{1} Financial derivatives

{2} Closely-held equity interests

{3) Other

(A

(B)

G}

{0

(E)

(F)

(G)

(H)

Total. (Col. (b) must equal Form 990, Part X, col. (B} line 12.) p»

| Part VIll| Investments - Program Related.

Complete if the organization answerad “Yes" on Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.

{a} Description of investment

(b} Book value {c) Method of valuation: Cost or end-of-year market value

1

{2}

{3}

{4}

{5}

{6}

(7)

{8)

(9)

Total. (Col. {b) must equal Form 990, Part X, col. {B) ling 13.}

| Part IX ] Other Assets.

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

{a) Description {b) Book value

equal Form

“Other Liabilities.

Complete if the organization answered "Yes" on Form 880, Part IV, line 11e or 11f. See Form 980, Part X, line 25.

1. {a) Description of liability {b) Book valua
(1) Federal income taxes
__# DEFERRED RENT AND LEASEHOLD
3 INCENTIVES 187,885.
(4)
(5)
(6)
{7}
&)
&)
Total. (Column (h) must equal Form 990, Part X, col (B} ine25) .............. > 187,885,

2, Lliability for uncertain tax positions. In Part Xlll, provide the text of the footnote to the organization’s financial statements that reports the
organization’s liability for uncertain tax positions under FIN 48 (ASC 740). Chack here if the text of the footnote has been provided in Part Xil_[X]

832053 10-29-18
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Schedule D (Form 990} 2018 SPINA BIFIDA ASSOCIATION OF AMERICA _58-1342181 Paged
| Part XI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes” on Form 990. Part IV, line 12a,
1 Total revenue, gains, and other support per audited financial statements L 1 2,969,559,

2  Amounts included on line 1 but not cn Form 990, Part VI, line 12

a Net unrealized gains {losses) on investments 2a -4,434.

b Donated services and use of facilities 2b 19,413,

¢ Recoveries of prior year grants 2c

d Other (Describe in Part XIIl) _ o od 3,034.

e Add lines 2a through 2d _ _ . L 2e 18,013.
3 Subtract line 2e from line 1 3 2,951,546.
4 Amounts included on Form 980, Part VI, ne 12, but not on line 1:

a Investment expenses not included on Form 990, Part VIIi, line 7b | 4a 634.

b Other (Dascribe in Part XIIi.) |_4b

¢ Add lines 4a and 4b 4c 634.

5 Total revenue Add lines azm_kmsmw 5 2,952,180.
] Part XlI | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.

Complete if the organization answered “Yes" on Form 980, Part IV, line 12a.
1 Totat expenses and losses per audited financial statements 1 1,861,970.

2 Amounts included on line 1 but not on Form 990, Part (X, line 25:

a Donated services and use of facilities 2a 19,413,

b Prior year adjustments 2b

¢ Otherlosses ... ..o.o....ccoonoimans o, o

d Other (Describe in Part Xl 2d 3,034.

e Addfines2athrough2d e o |L2e 22,447.
3 Subtractline 2efrombne 1 B 3 1,839,523.
4  Amounts included on Form 980, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part VIl line 7b R | 4a 634.

b Other (Describe in Part Xill) _ o T

¢ Add lines 4a and 4b ) L _— ac 634.

Total expenses. Add lines 3 and 4c. ﬂwmmmme T I 1,840,157,

| Part X{ll] Suppiemental Information.

Provide the descriptions required for Part |l, lines 3, 5, and 9, Part Il lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 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:

THE ENDOWMENT FUNDS ARE USED TO FUND SCHOLARSHIPS FOR PEQOPLE WITH SPINA

BIFIDA, AND GRANTS TQ PROMOTE THE PREVENTION AND CURE OF SPINA BIFIDA, AND

TQ 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, 2018, 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:

830054 10-23- 18 Schedule D (Form 990) 2018
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Schedule D {Form 890) 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Pages
a | Supplemental Information onsinuec

COST OF GOODS SOLD 3,034.

PART XII, LINE 2D - OTHER ADJUSTMENTS:

COST OF GOODS SOLD 3,034.

Schedule D {Form 990) 2018
832055 10-29.18
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SCHEDULE |

OMB No 1545-0047

Grants and Other Assistance to Organizations,

{Form 680) Governments, and Individuals in the United States 20 1 8
Complate if the organization answered "Yas” on Form 900, Part IV, line 21 or 22,
Cepartment of the Trsasury P Attach to Form 800, Open to Public
Intamal Rgvanus Service P Qo to www.irs,gov/Formugo for the latast information. Inapection
Name of the organization | identificati b
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
| Partl | General Information on Grants and Assistance
1 Doas the organization maintain records to substantiate the amount of the grants or assistance, the grantess’ eligibility for the grants or ce, and the sei
criteria used 1o award tha granis or assistance? IXI Yeos D Ne

2 Describe in Part IV the organization's prosedures for monitaring the use of grant funds in tha United States.
- Grants and Other Assistance to Domestic Organizati and D tic Gover Completa if the organization answered *Yes* on Form 290, Part IV, ine 21, for any

recipient that received mors than $5,000. Part Il can be duplicated if additionat space is needsd

% (a) Name and address of organization (b) EIN {c} IRC ssction {d) Amount of {e) Amount of va‘lﬂu:t‘iaotnl ad of {g) Description of {h} Purpose of grant
of government §f applicable) cash grant non-cash {book. noncash assistance of assistance
" FMV. appraisal,
assistance olher)

2 Enter total number of saction 501(c){3) and govemment organizations listed in the line 1 table
3 __Enter total number of other organizationsdisted intheline 1table . ... ... RURTTIUUO

»>
»

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

832101 11-02-18
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Scheduls | (Form 990) {2018) SPINA BIFIDA ASSOCIATION OF AMERICA

58-1342181 Page 2

Part lif | Grants and Other Assist to D tic Individual

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

Compilete if the organization answerad *Yas® on Form 990, Part IV, line 22,

{a) Typa of grant or assistance {b) Number of | {c) Amount of  |{d) Amecunt of non- (e} Method of valuation {f) Descripton of noncash assistance
recipients cash grant cash assistance | (book, FMV, appraisal, other}
CONFERENCE SCHOLARSHIPS 13 9,433, 0,
CHAPTER AWARDS H 6,566, 0,
EMERGENCY ASSISTANCE AWARDS 3 924, 0,
DEVELOPMENT AWARDS 5 560, ¢,
EDUCATION QOUTREACH & 150, 0.

| Part IV I Supplemental Information. Provide the information required in Part 1. ine 2, Part lll, column {b): and any other additional information.

PART I, LINE 2:

THE ASSOCIATION PERFORMS A FINANCIAL AND PROGRAM REVIEW FOR EACH GRANT

DISBURSEMENT TC ENSURE THAT SUCH GRANTS ARE USED FOR PROPER PURPOSES AND

ARE NOT OTHERWISE DIVERTED FROM THE INTENDED USE.

A3FI0E §1.02-08
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SCHEDULE J Compensation Information OMa No. 1545-0047

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

Deparlment of the Treasury P> Attach to Form 990. Open to P,“b"c
Internal Reveriue Service P Go to www.irs.qov/Form990 for instructions and the latest information. Inspection
Narme of the organization Emptloyer identification number
_ SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181
LT’art | | Questions Regarding Compensation
Yes | No
1a Check the appropriate box{es) if the crganization provided any of the following to or for a person listed on Form 990,
Part VIl, Section A, line 1a. Complete Part lll to provide any relevant information regarding these items
I:I First-class or charter travel D Housing allowance or residence for personal use
l:l Travel for companions D Payments for business use of personal residence
{:l Tax indemnification and gross-up payments |:| Health or social club dues or initiation fees
El Discretionary spending account r_—l Personal services {such as maid, chauffeur, chef)
b It any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described above? if “No,” complete Part Il to explain ib
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEC/Executive Director, regarding the items checked on line 1a? 2
3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization's
CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEO/Executive Director, but explain in Part 111
|:| Compensation committes |:| Written employment contract
|:| Independent compensation consultant @ Compensation survey or study
|:| Form 990 of other organizations @ Approval by the board or compensation committee
4 During the year, did any person listed on Form 990, Part Vll, Secticn A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment? R ) e L 4a X
b Participate in, or receive payment from, a supplemental nongualified retirement plan? ) I 4b X
¢ Participate in, or receive payment from, an equity-based compensation arrangement? L 4c X
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part lll.
Only section 501{c)(3), 501(c}{4), and 501|c}{29) organizations must complete lines 5-9.
§ For persons listed on Form 9890, Part Vli, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
a The organization? 5a X
b Any related organization? Sb X
if "Yes" on line 5a or 5b, describe in Part lll.
6 For persons listed on Form 990, Part Vi, Secticn A, line 1a, did the organization pay or accrue any compensation
contingent on the net eamings of:
a Theorgamization? ba X
b Anyrelated organization? 6b X
If "Yes" on line 6a or 6b, describe in Part lIl.
7 For persons listed on Form 990, Part VIl, Section A, line 1a, did the crganization provide any nonfixed payments
not described on lines 5 and 67 If "Yes,"” dascribe in Part (Il L R L 7 X
8 Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(a)(3)? If “Yes,” describe in Part )l 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure descnbed in
Regulations section 53 49586(C)? ... ... RVRURRONUPSUOUIURUPTN . 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 880, Schedule J (Form $90) 2018

BAZIN 10-26-18
36
16250904 150872 SBA 2018.04020 spinNa BIFIDA AssociaTIiof QRY 1



Scheduls J (Forrn 990) 2018

SPINA BIFIDA ASSOCIATION OF AMERICA

58-1342181

Page 2

I Part Il [ Officers, Directors, Trustess, Key Employess, and Higheat Compsnsated Employess. Use duplicate copies if additional spaca is needed.

For each individual whose compensation must be reported on Schedule J, raport compensation from the organization on row (i} and from related orgamizations, described i the instructions, on row (i).
Do not list any individuals that aren‘t listed on Form 990, Part Vil

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

{A} Name and Title

{B) Breakdown of W-2 and/or 1089-MISC compensation

(i) Base
compensation

{ii) Bonus &
incentive
compensation

(i} Other
raportable
compensation

{C) Rstirernant and
ather deferred
compansation

{©) Nontaxable
benefits

{E} Total of columns
B0}

{F} Compansation
in eelumn (B)
reported as defarrad
on prior Form 980

(1) SARA STRUWE
PRESIDENT AND CEQ

]
{ii)

130,000. 0. 2,012,

10,118.

13,640,

155,770.

0.

0. 0. 0.

0.

0.

0.

0.

=
=

o mmm
==

Es=

E=s

E

=

i

U]
(i}

(i}
{iip
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Sehedule . (Form 990} 2018 SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181 Page 3
Part Il | Supplemental Information
Prowde tha information, explanation, o descriptions required for Part ), lines 1a, 1b, 2, 4a, 4b, 4¢, 5a, 5b, 8a, 6b, 7, and B, and for Part 1. Also complate this pant for any addonal information.

Schadule J {Form 680] 2018

BIZNIT 102610

38

COPY



SCHEDULE O Supplemental Information to Form 990 or 990-EZ QM o 243.001
{Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 8
Form 990 or 990-EZ or to provide any additional information.
Dapartment of the Treasury P Attach to Form 990 or 990-EZ. Open to Public
Internal Revanue Service ] Go to www.irs.gqov/Form@80 for the latest information. Inspection
Name of the organization Employer identification number
SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

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

EDUCATE AND TRAIN THE PROFESSIONALS INVOLVED IN THE TREATMENT OF SPINA

BIFIDA.

FORM 990, PART III, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:

NATIONAL SPINA BIFIDA PATIENT REGISTRY (NSBPR). THE SPINA BIFIDA

COLLABORATIVE CARE NETWORK PRODUCED GUIDELINES FOR THE CARE QF PEQPLE

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

GOVERNMENT RELATIONS

EXPENSES $ 173,623. INCLUDING GRANTS OF $ 0. REVENUE § 0.

INFORMATION AND REFERRAL

EXPENSES § 59,667. 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:

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2018)
832211 101018
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Schedule O (Form 990 or 990-E2) (2018) Page 2
Name of the organization Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

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:

THE DRAFT VERSIQON OF THE FEDERAL FQRM 980 TS REVIEWED BY THE PRESIDENT AND

CEQ AS WELL AS THE CHIEF OPERATING OFFICER. IT IS THEN IS GIVEN TO THE

AUDIT COMMITTEE FOR REVIEW, DISCUSSION AND APPROVAL. A COPY OF THE DRAFT

FEDERAL FORM 9380 IS PROVIDED TO 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 BQARD MEMBERS WHQ 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 DISCUSSIQONS 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 BRQUGHT TO THE

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

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

STATEMENTS ARE SIGNED.

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

COMPENSATION BY THE BOARD OF DIRECTORS. A FORMAL REVIEW IS MADE BY THE CEO

FOR ALL OTHER EMPLOYEES. THE BOARD OF DIRECTORS EMPLOYS A COMBINATION OF

PERFORMANCE EVALUATION AND REVIEW OF BOTH LOCAL AND NATIONAL COMPENSATION

SURVEYS TO ESTABLISH THE COMPENSATION OF THE CEQ. SIMILARLY, THE CEO

832212 10-10-18 Schedule O {Form 990 or 990-EZ) (2018)
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Scheduls O (Form 990 or 990-EZ) (2018) Page 2
Name of the organization Employer identification number

SPINA BIFIDA ASSOCIATION OF AMERICA 58-1342181

EMPLOYS PERFORMANCE REVIEWS AND DOCUMENTATION ON REGIONAL COMPENSATION

STUDIES TC REVIEW ALL STAFF INCLUDING THE CONTROLLER. ALL STAFF PERFORMANCE

REVIEWS AND COMPENSATION CHANGES ARE PRESENTED TO THE CEQ PRIOR TO

FINALIZING FOR WRITTEN APPROVAL. THE COMPENSATION STUDY LAST TOOK PLACE

DURING 2017.

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

AL,AR,CA,FL,GA, IL K5, KY MD MA MI MN,MS NH,NJ,NM,NY NC,O0K,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 FINANCTIAL STATEMENTS AVAILABLE TO THE PUBLIC ON THEIR WEBSITE.

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

THE ASSOCIATION HAS CONTRACTED WITH A PROFESSIONAL EMPLOYER

ORGANIZATION, ADP 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 TOTALSQURCE ISSUED 10 W-2

FORMS IN 2018 FOR ASSOCIATION EMPLOYEES.

832212 10:-10-18 Schedule O {Form 990 or 990-EZ) (2018)
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