I OMB No. 1545-0047

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)
Do not enter social security numbers on this form as it may be made public.
Go to www.irs.gov/Form990 for instructions and the latest information.

-« 990

Department of the Treasury
Internal Revenue Service

2022

Open to Public

Inspection

A For the 2022 calendar year, or tax year beginning , and endin
B Check if applicable: JC Name of organization Citizens United for Research in Epilepsy D Employer identification number
Address change Doing business as CURE Epilepsy
]:I Name change Number and street (or P.O. box if mail is not delivered to street address) Room/suite 36-4253176
420 N Wabash Ave 650 E Telephone number
]:l Initial return City or town State ZIP code
) ) Chicago IL 60611
I:I Final return/terminated Foreign country name Foreign province/state/county Foreign postal code
I:I Amended return 9,748,461

DYes No
DYesD No

F Name and address of principal officer:

Beth Dean 420 N Wabash Ave, STE 650, Chicago, IL 60611

501(0)(3)I:| 501(c) ( (insert no.) I:I 4947(a)(1) or I:l 527

J _ Website: www.cureepilepsy.org
K Form of organization: Corporation I:l Trust I:l Association |:| Other
Summary

I:I Application pending

I Tax-exempt status:

M State of legal domicile: 1L

1  Briefly describe the organization's mission or most significant activities: nd a cure for epilepsy by promoting
§ and funding patient focused research. W W
©
c
% 2 Check this box |:| if the organization discontinued its operations ore than 25% of its net assets.
O | 3 Number of voting members of the governing body (Part VI, line a% : . 3 14
3 4  Number of independent voting members of the governing bo% N 4 14
;;':.’ 5  Total number of individuals employed in calendar year 202 ) a). 5 19
-% 6  Total number of volunteers (estimate if necessary) . . \ e e 6 250
< 7a Total unrelated business revenue from Part VIII, colum e12. . . . . . ... 7a 0
b Net unrelated business taxable income from Form 990-T, I, line11. . . . . . . . ... 7b
Prior Year Current Year
o | 8 Contributions and grants (Part VIII, line 1h) . . v, . 6,172,734 5,937,146
g 9  Program service revenue (Part VI, line 2g) . 4 . < . ! e 0 0
2 | 10  Investment income (Part VIII, column (A), lines ) 124,018 846,777
T Other revenue (Part VIII, column (A), lines 5 c,9¢, 10c, and 11e). . . -253,061 -552,547
12 Total revenue—add lines 8 through 11 (must equal [1l, column (A), line 12). 6,043,691 6,231,376
13  Grants and similar amounts paid (Part | (A), lines 1-3) . . 3,021,455 2,804,485
14  Benefits paid to or for members (Part n(A),lined). . . . . . . . 0 0
@ |15  Salaries, other compensation, employ Part IX, column (A), lines 5-10) . . 1,948,967 2,174,207
2 |16a Professional fundraising fees (Pa n(A),line11e). . . . . . . . 0 0
§ b Total fundraising expenses (P mn (D), line25) 460,931
w 47  Other expenses (Part IX, col ines 11a-11d, 11f-24e). . . . . . . 871,115 814,421
18 Total expenses. Add lines ust equal Part IX, column (A), line 25) . . 5,841,537 5,793,113
Revenue less expenses. ne 18 from line 12.. 202,154 438,263
5 § Beginning of Current Year End of Year
‘§§ Total assets (Pa li B)A . . . 10,496,452 10,154,743
%ﬁ 21 Total liabilities ) 3,124,713 4,004,057
35 Net assets @r fundlbalanées. Subtract line 21 fromline20 . . . . . . . . . 7,371,739 6,150,686
Under penalties of perjury, | decl W ave examined this return, including accompanying schedules and statements, and to the best of my knowledge
and belief, it is true, correct, and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.
ﬁlgn Signature of officer Date
ere Beth Dean CEO
Type or print name and title
Print/Type preparer's name Preparer's signature Date PTIN
Paid Check [_]if
Preparer Cheryden Juergensen 4/25/2023 | self-employed |P01252676
Use Only Firm's name Eder, Casella & Co Frm's EIN  36-3614997
Firm's address 5400 W. EIlm Street, Suite 203, McHenry, IL 60050 Phone no. (815) 344-1300

May the IRS discuss this return with the preparer shown above? See instructions .

Yes |:| No

For Paperwork Reduction Act Notice, see the separate instructions.
HTA

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 Page 2

Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part 1ll . . . . . . . . . . . |:|

1 Briefly describe the organization's mission:
To find a cure for epilepsy by promoting and funding patient focused research. .
2  Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-E22 . . . . . . . . . . [ ] Yes [X]No
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? . |:|Yes ENo
If "Yes," describe these changes on Schedule O.
4  Describe the organization's program service accomplishments for each of its three largest program sefuices, as measured by
expenses. Section 501(c)(3) and 501(c)(4) organizations are required to report the amount and allocations to others,
the total expenses, and revenue, if any, for each program service reported.
4a (Revenue $ )

(Code: ) (Expenses $ 1,064,6394'Including grants of $

4d Other program services (Describe on Schedule O.)
(Expenses $ 0 including grants of $ 0 ) (Revenue $ 0)
4e Total program service expenses 5,007,708

Form 990 (2022)



Form 990 (2022)  Citizens United for Research in Epilepsy 36-4253176 Page 3

Part IV Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If "Yes,"
complete Schedule A. . . . . e e 1 X
2 Is the organization required to complete Schedu/e B Schedu/e of Contr/butors’7 See |nstruct|ons e e 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If "Yes,"” complete Schedule C, Part!. . . . . . e 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying actlvmes or have a sectlon 501(h)
election in effect during the tax year? If "Yes," complete Schedule C, Partil. . . . . . ... .. 141X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membershlp dues
assessments, or similar amounts as defined in Rev. Proc. 98-197? If "Yes," complete Schedule C, Part III . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which d
have the right to provide advice on the distribution or investment of amounts in such funds or accor&
"Yes," complete Schedule D, Part | . .. Coe . 6 X
7 Did the organization receive or hold a conservation easement |nclud|ng easements to preserve space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D§Par . .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other si If "Yes,"
complete Schedule D, Part Il . . S 8 X
9 Did the organization report an amount in Part X I|ne 21 for escrow or custodlal account Ilab Y, serve as a
custodian for amounts not listed in Part X; or provide credit counseling, debt mana nt, credit repair, or debt
negotiation services? If "Yes," complete Schedule D, Part IV . . . Ce 9 X
10 Did the organization, directly or through a related organization, hold assets in endowments
or in quasi endowments? If "Yes," complete Schedule D, Part V . . . . e 10 X
11 If the organization's answer to any of the following questions is "Yes," then c lete Schedule D, Parts VI,
VII, VI, X, or X, as applicable. \
a Did the organization report an amount for land, buildings, and equi X, line 107 If "Yes," complete
Schedule D, Part VI. . 11a| X

b Did the organization report an amount for |nvestments—oth ies in Part X, line 12, that is 5% or more
of its total assets reported in Part X, line 167 If "Yes," complete edule D, Part VII.. . . . . .. . . |[11b X

¢ Did the organization report an amount for investments—program related in Part X, line 13, that is 5% or more

of its total assets reported in Part X, line 167 If "Yes," te Schedule D, Part VIIl.. . . . . P [ X
d Did the organization report an amount for other ass.ts i I|ne 15, that is 5% or more of its totaI assets

reported in Part X, line 167 If "Yes," complete Sched . 11d X
e Did the organization report an amount for other li art X I|ne 25'7 If "Yes " comp/ete Schedule D Pan‘X - 11e| X
f Did the organization's separate or consolidated finangial sta ents for the tax year include a footnote that addresses

the organization's liability for uncertain tax positio IN 48 (ASC 740)? If "Yes," complete Schedule D, PartX. . . . . | 11f| X

12a Did the organization obtain separate, |ndep @ udited financial statements for the tax year? If "Yes," complete

Schedule D, Parts XI and XII . 12a| X
b Was the organization included in c & |ndependent audlted flnanC|aI statements for the tax year’7 If ”Yes "
and if the organization answered "N 2a, then completing Schedule D, Parts Xl and Xll is optional . . . . . |12b X
13 Is the organization a school desc, i tion 170(b)(1)(A)(ii)? 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 a enues or expenses of more than $10,000 from grantmaking,
fundraising, business, 4 e@nd program service activities outside the United States, or aggregate
foreign investments N ,000 or more? If "Yes," complete Schedule F, Partsland IV. . . . . . . . . . [14b| X
15 Did the organizati art IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign If "Yes," complete Schedule F, Parts Il and IV. . . . . . .. .. .15 X
16 Did the organizatio on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If "Yes," complete Schedule F, Parts llland IV. . . . . . . . . . . . . 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services
on Part IX, column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part |. See instructions. . . . L 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contnbutlons on
Part VIII, lines 1c and 8a? If "Yes," complete Schedule G, PartIl. . . . . . e 18| X
19 Did the organization report more than $15,000 of gross income from gaming act|V|t|es on Part VIII I|ne 9a’?
If "Yes," complete Schedule G, Partlll. . . . . . . . . e e s 19 X
20a Did the organization operate one or more hospital facilities? If "Yes comp/ete ScheduleH. . . . . . . . . . . |20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to thisreturn?. . . . . . . [20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule |, Parts land Il. . . . . . . . . 21 | X

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 Page 4
Part 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? If "Yes," complete Schedule I, Parts land Ill . . . . . . e 22 X

23 Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5, about compensatlon of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If "Yes," complete Schedule J. . . . . . oo oo .23 X

24a Did the organization have a tax-exempt bond issue with an outstandlng pr|n0|pal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 If "Yes," answer lines

24b through 24d and complete Schedule K. If "No," go to line 25a . . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary perlod exceptlon’? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during
to defease any tax-exempt bonds? . 24c
d Did the organization act as an "on behalf of" issuer for bonds outstandlng at any tlme durlng the Vi 24d
25a Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage in an
transaction with a disqualified person during the year? If "Yes,"” complete Schedule L, Pan 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqual
prior year, and that the transaction has not been reported on any of the organization's pri¢ 990 or
990-EZ? If "Yes," complete Schedule L, Part | . . 25b X
26 Did the organization report any amount on Part X, line 5 or 22 for recelvables from d ayables to any current
or former officer, director, trustee, key employee, creator or founder, substantial c or 35%
controlled entity or family member of any of these persons? If "Yes," complete Sched dart!l. . . . . . . . . |26 X

27 Did the organization provide a grant or other assistance to any current or for!

N mber of any of these
L. . 27 X

member, or to a 35% controlled entity (including an employee thereo
persons? If "Yes," complete Schedule L, Part Ill . ¢

28 Was the organization a party to a business transaction with on
Part IV, instructions for applicable filing thresholds, condition

a A current or former officer, director, trustee, key employee, crea
"Yes," complete Schedule L, Part IV . 28a X

Nw g parties (see the Schedule L,
ceptions):

r founder, or substantial contributor? /f

b A family member of any individual described in ||ne 28a’? es," complete Schedule L, PartIV. . . . . . . . . . |28b X
¢ A 35% controlled entity of one or more individuals apd/orerganizations described in line 28a or 28b? If

"Yes," complete Schedule L, Part IV L. \ s 28c X
29 Did the organization receive more than $25,000 i cashy contributions? If "Yes," complete Schedule M. . . . . 29 [ X
30 Did the organization receive contributions of art,4istoricabtreasures, or other similar assets, or qualified

conservation contributions? If "Yes," completg eM. . . . . . . 30 X
31 Did the organization liquidate, terminate, or @ and cease operatlons’? If "Yes complete Schedule N Pan‘l Y X

32 Did the organization sell, exchange, dispgse ansfer more than 25% of its net assets? If "Yes,"

32 X

complete Schedule N, Partll. . ..s - e
33 Did the organization own 100% of N regarded as separate from the organization under Regulations
I

sections 301.7701-2 and 301.77 s," complete Schedule R, Part!. . . . . L 33 X
34 Was the organization related to tax-exempt or taxable entity? If "Yes," complete Schedule R Par't II

Il, or IV, and Part V, line 1. : o J 34 X
35a Did the organization rolled entlty W|th|n the meaning of section 512( )(13) Coe . . |35a
b If "Yes" toline 35a ation receive any payment from or engage in any transaction W|th a controlled
entity within the tion 512(b)(13)? If "Yes," complete Schedule R, Part V, line2 . . . . . . . . |[35b
36 Section 501(c) ns. Did the organization make any transfers to an exempt non-charitable related
organization? If " lete Schedule R, Part V, line 2. . . . . o 36 X
37 Did the organization conduct more than 5% of its activities through an entlty that isnota related organlzatlon
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, Part VI. . . . . | 37 X
38 Did the organization complete Schedule O and provide explanations on Schedule O for Part VI, lines 11b and
197 Note: All Form 990 filers are required to complete Schedule O. . . . P R 38 [ X
Statements Regarding Other IRS Filings and Tax Compllance
Check if Schedule O contains a response or note to any lineinthisPartVv. . . . . . . . . . . . . |:|
Yes | No
1a Enter the number reported in box 3 of Form 1096. Enter -0- if not applicable . . . . . . . . . 1a 20
b  Enter the number of Forms W-2G included on line 1a. Enter -0- if not applicable . . . . . 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and
reportable gaming (gambling) winnings to prize winners? . . . . . . . . . . . . . . . . . . . . . . . . . 1c | X

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 Page 5

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 return . . 2a 19
b If atleast one is reported on line 2a, did the organization file all required federal employment tax returns? . . . . . 2b | X
3a Did the organization have unrelated business gross income of $1,000 or more during theyear? . . . . . . . . . 3a X
b If"Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation on Schedule O . . . . . . 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over,
a financial account in a foreign country (such as a bank account, securities account, or other financial account)? . . . | 4a X
b If"Yes," enter the name of the foreign country
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was 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 prohibited tax shelter tran 5b X
¢ If"Yes" to line 5a or 5b, did the organization file Form 8886-T7 . . 5¢
6a Does the organization have annual gross receipts that are normally greater than $100 000 and d
organization solicit any contributions that were not tax deductible as charitable contributions? . 6a X
b If"Yes," did the organization include with every solicitation an express statement that su
gifts were not tax deductible? . . . . . .. . . . . . .| o6b
7 Organizations that may receive deductlble contrlbutlons under sectlon 170(c)
a Did the organization receive a payment in excess of $75 made partly as a contribution an for goods
and services provided to the payor? . .o 7a | X
b If"Yes," did the organization notify the donor of the value of the goods or services . 7b | X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal hich it was
required to file Form 82827 . e 7c X
d If"Yes," indicate the number of Forms 8282 f|Ied dunng the year. . &. . | 7d |
e Did the organization receive any funds, directly or indirectly, to pay i personal benefit contract? . . . . 7e X
f Did the organization, during the year, pay premiums, directly or indirect ersonal benefit contract? - 7f X
g [fthe organization received a contribution of qualified intellectual pr N ganization file Form 8899 as required?. . | 7g
h If the organization received a contribution of cars, boats, airplan r vehicles, did the organization file a Form 1098-C?. | 7h
8 Sponsoring organizations maintaining donor advised fun id a donor advised fund maintained by the
sponsoring organization have excess business holdings at any tim ringtheyear?. . . . . . . . . . . . .. 8
9 Sponsoring organizations maintaining donor advise
a Did the sponsoring organization make any taxable@stn@mder section 49667 . . . . . e . . . .. . |9
b  Did the sponsoring organization make a distribution t donor advisor, or related person7 P <)
10 Section 501(c)(7) organizations. Enter:
a |Initiation fees and capital contributions |nclude II line12. . . . . . . . . |10a
b  Gross receipts, included on Form 990, Part I 2, for public use of club faC|I|t|es L 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or share o 11a
b  Gross income from other sources et amounts due or pald to other sources
against amounts due or received fr & 11b
12a Section 4947(a)(1) non-exemp rit trusts. Is the organlzatlon f|||ng Form 990 in Ileu of Form 10417, . . . 12a
b If"Yes," enter the amount of tax@mterest received or accrued during the year. . . . . | 12b|
13  Section 501(c)(29) qualifiedsne health insurance issuers.
a Is the organization licensed @t e qualified health plans in more than one state? . . . . Ce e 13a
Note: See the instruc or.additional information the organization must report on Schedule O
b  Enter the amoun the organization is required to maintain by the states in which
the organizatiog'is licensed to issue qualified healthplans. . . . . . . . . . . . . . . . [13b
¢ Enter the amoun sonhand. . . . . . 13c
14a Did the organization ive any payments for |ndoor tannlng services durlng the tax year’7 L e 14a X
b If"Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation on 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 theyear?. . . . . . . . . . . . . . . . . . . . . .. ... ... |15 X
If "Yes," see the 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 O.
17 Section 501(c)(21) organizations. Did the trust, or any disqualified or other person engage in any activities
that would result in the imposition of an excise tax under section 4951, 4952, or 49537 17
If "Yes," complete Form 6069.

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 Page 6

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

Section A. Governing Body and Management

Yes | No

1a Enter the number of voting members of the governing body at the end of the tax year . . . . 1a 14
If there are material differences in voting rights among members of the governing body, or
if the governing body delegated broad authority to an executive committee or similar
committee, explain on Schedule O.

b Enter the number of voting members included on line 1a, above, who are independent. . . . 1b 14

2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, director, trustee, or key employee? . . . . . . . . . . . . . . . . L ' .o 2

3 Did the organization delegate control over management duties customarily performed by or under N

supervision of officers, directors, trustees, or key employees to a management company or other

x
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4
5 Did the organization become aware during the year of a significant diversion of the organi
6 Did the organization have members or stockholders? . e e
7a Did the organization have members, stockholders, or other persons who had the power
one or more members of the governing body? . s
b Are any governance decisions of the organization reserved to (or subject to approv. ) members,
stockholders, or persons other than the governing body? . . . . . . . . . . L 7b X
8 Did the organization contemporaneously document the meetings held or written a ndertaken during
the year by the following:
a The governing body?. . . . . e £ 8a | X

at the organization's mailing address? If "Yes," provide the nanies a ses on Schedule O. . . . . 9 X

b Each committee with authority to act on behalf of the governing bod \ e e 8b | X
9 Is there any officer, director, trustee, or key employee listed in Par’\/ ion’A, who cannot be reached
n&g

Section B. Policies (This Section B requests information aboutgolicies not required by the Internal Revenue Code.

Yes | No
10a Did the organization have local chapters, branches, or affiliates? . e e e e e 10a X
b If "Yes," did the organization have written policies and pr ures governing the activities of such chapters,
affiliates, and branches to ensure their operations are cz@ with the organization's exempt purposes?. . . . . [10b
11a Has the organization provided a complete copy of this? | members of its governing body before filing the form? . 11a| X
b Describe on Schedule O the process, if any, use Oxanization to review this Form 990.
12a Did the organization have a written conflict of interest pelicy? If “No," go to line 13. . . . . . 12a| X

b Were officers, directors, or trustees, and key employeegyrequired to disclose annually interests that could give rise to conflicts? [12b| X

¢ Did the organization regularly and consiste itor and enforce compliance with the policy? If "Yes,"
describe on Schedule O how this was d e e e s | 12e| X
13 Did the organization have a written whistleblower policy? . . . . . . . . . . . . . . . . . . . ... 13 X
14 Did the organization have a written ment retention and destruction policy? . . . . . e 14| X

independent persons, compara , and contemporaneous substantiation of the deliberation and decision?
a The organization's CEO, Exeg tor, or top management official. . . . . . . . . . . . . . . .. .. |15a] X
@ ofithe organizaton. . . . . . . . . . . . . . . . . . . . . ... ... |15 X
ibe the process on Schedule O. See instructions.

15 Did the process for determining e n of the following persons include a review and approval by
ity da
i irec

b Other officers or key emplo
If "Yes" to line 15a

16a Did the organizatjon i contribute assets to, or participate in a joint venture or similar arrangement
with a taxable i year? . ... L e e 16a X
b If"Yes," did the o ization follow a written policy or procedure requiring the organization to evaluate its
participation in joint re arrangements under applicable federal tax law, and take steps to safeguard
the organization's exempt status with respect to such arrangements? . . . . . . . . . . . . . . . . . . . . [16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed =~ See Attached Statement
18  Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A, if applicable), 990, and 990-T (section 501(c)

(3)s only) available for public inspection. Indicate how you made these available. Check all that apply.

Own website Another's website Upon request |:| Other (explain on Schedule O)
19  Describe on Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy,

and financial statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization's books and records

John Anderluh 312-255-1801

420 N Wabash Ave, Suite 650, Chicago, IL 60611

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 Page 7

Part Vii Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response or note to any line in this PartVIl. . . . . . . . . . . . |:|

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

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

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

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

e List the organization's five current highest compensated employees (other than an officer, director, trusteegor key employee)
who received reportable compensation (box 5 of Form W-2, box 6 of Form 1099-MISC, and/or box 1 of Form 1099-NEC) of more than

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

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

See the instructions for the order in which to list the persons above.
|:| Check this box if neither the organization nor any related organization compensated any c

(€)
Position
(A) (B) (do not check more th, (D) (E) (F)
Name and title Average box, unless person is b eportable Reportable Estimated amount
hours officer and a dire; ompensation compensation of other
per week =3 from the from related compensation
(list any a % Q § organization (W-2/ | organizations (W-2/ from the
hours for 3 5 2| @ 1099-MISC/ 1099-MISC/ organization and
related % 5 o 1099-NEC) 1099-NEC) related organizations
organizations | ‘? g
below @ 3
dotted line) 2 2
Q
@
o
_(1)_BethDean .
CEO X 299,086 36,965
_(2)_ Lauralubbers
Chief Scientific Officer X 295,325 17,105
_(3)__DebbyHecht
Sr. Director, Market & Coms X 162,707 6,346

(4) Alysha Biehl

X 149,182 14,528

(6) John Anderluh

Sr. Director Development .
_(5)__PriyaBalasubramanian W[ J 37.50
Assoc Director of Research & 0.00 X 115,032 25,035

CFO 0.00 X 110,734 27,352
_(7)__LaurenHarte-Hargrove & & [ 37.50

DOD, Assoc Director of Res 0.00 X 120,690 4111
_(8)__Kelly Cervantes 400

Chair 0.00] X X

_(9) LisaCotton 47 S | 300

Chair Elect 0.00] X X

(10)_Shalee Cumeend” 47 | 300

Secretary 0.00] X X

(11)__Kathy McKenna | 400

Treasurer 0.00] X X

(12) SteveAustin | _________.200

Director 0.00] X

(13) MikeAxelrod | 200

Director 0.00] X

(14) KimBorden | 200

Director 0.00f X

Form 990 (2022)
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Page 8

Part VII

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(C)
Position
(A) (B) (do not check more than one (D) (E) (F)
Name and title Average box, unless person is both an Reportable Reportable Estimated amount
hours officer and a director/trustee) compensation compensation of other
per week os| 3 =<|o | ™ from the from related compensation
(list any a % 28 g & _g ‘g % organization (W-2/ |organizations (W-2/ from the
hours for 3o & § g 28|a 1099-MISC/ 1099-MISC/ organization and
related 258 5|8 q 1099-NEC) 1099-NEC) related organizations
organizations |~ | & 2 3
below a| & 3 3
dotted line) 3| & 2
@ Q
g
(15)_Marilynn Gardner
Director
(16) CarieGarman
Director
(7)_JustinGover
Director
(18) David Reifman
Director
(19) TinaSacks
Director
(20) Matt Schneider
Director
(21)_ Hannah Whitten
Director
22
23)
24)
28)
1b Subtotal . e 1,252,756 0 131,442
¢ Total from continuation sheets to Part VIl, Se¢ 0 0 0
d Total (add lines 1b and 1c) . .. L 1,252,756 0 131,442
2 Total number of individuals (including but n¢ to those listed above) who received more than $100,000 of
reportable compensation from the organizatic 7
Yes| No
3 Did the organization list any former r, difector, trustee, key employee, or highest compensated
employee on line 1a? If "Yes," cofmplet: edule J for such individual . . . . . . . . . . . . . . 3 X
4 For any individual listed on line 1ayis the' sum of reportable compensation and other compensation from
the organization and relate izations greater than $150,0007 If "Yes," complete Schedule J for such
individual . . . . . . . . - 4 | X
5 Did any person lis a receive or accrue compensation from any unrelated organization or individual
for services rend he organization? If "Yes," complete Schedule J for such person . 5 X

Section B. Independent€ontractors

1 Complete this table ory6

r five highest compensated independent contractors that received more than $100,000 of

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

(A) (B) (C)
Name and business address Description of services Compensation
Wasserman Music, LLC 10900 Wilshire Blvd, Suite 1200 Los Angeles, CA 90{Music for Benefit 120,000
0
0
0
0

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 1

Form 990 (2022)



function revenue

business revenue

Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 Page 9
Statement of Revenue
Check if Schedule O contains a response or note to any line in this Part VIII. . . . |:|
(A) (B) (C) (D)
Total revenue Related or exempt Unrelated Revenue excluded

from tax under
sections 512-514

o o| 1a Federated campaigns . 1a 0
g E| b Membership dues . 1b 0
© 2| ¢ Fundraising events . ic 2,638,271
£ <| d Related organizations . S 1d 0
© =| e Government grants (contnbutlons) 1e 538,439
g (,g, f All other contributions, gifts, grants, and
= similar amounts not included above . 1f 2,760,436
-g § g Noncash contributions included in
§ g lines 1a—1f: .o |19 | $ 772,767
h Total. Add lines 1a—1f . . 5,937,146
Business Code
38 22 0
col b 0
$ g c 0
g2 d 0
E O Y .
gan: e 0
o f All other program service revenue . 0
g Total. Add lines 2a—2f . 0
3 Investment income (including d|V|dends |nterest and
other similar amounts) . 140,351
4 Income from investment of tax-exempt bond proceeds 0
5 Royalties . e Y & 0
(i) Real (i) Personal
6a Grossrents . 6a
b Less: rental expenses . 6b
¢ Rental income or (loss) 6¢c 0 0
d Net rental income or (loss) . e .. 9. 0
7a Gross amount from (i) Securities (ii) Qther
sales of assets
other than inventory . 7a 3,610i814 0
g b Less: cost or other basis
S and sales expenses . 7b 2,904,388 0
8 | ¢ Ganor(oss). 7c 706,426 0
5 d Net gain or (loss) . . 706,426
£ 8a Gross income from fundralsmg
o events (notincluding$  _mi 2,638,271
of contributions reported on line 1@).
See Part IV, line 18 . 8a 60,150
b Less: direct expenses'. . | 8b 612,697
¢ Netincome or (loss) from fundralsmg events . -552,547
9a Gross incoméfrom gaming activities.
See Part I¥/; lined9. 9a 0
b Less: directiexpenses’. 9b 0
¢ Netincome or {(les$) from gaming actlvmes . 0
10a Gross sales of inventory, less
returns and allowances . 10a 0
b Less: cost of goods sold . 10b 0
¢ Netincome or (loss) from sales of mventory e 0
) Business Code
3 ol 11a 0
S2| » T 0
© @ e
S8 S 0
ﬁ ® d Allother revenue . 0
= e Total. Add lines 11a-11d . 0
12 Total revenue. See instructions. . 6,231,376 0 0 0

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 page 10

Part IX Statement of Functional Expenses

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

Check if Schedule O contains a response or note to any lineinthisPartIX. . . . . . . . . . . . . . . . .. |:|

Do not include amounts rep orted on lines 6b’ 7b’ Total e(zl:r))enses Prografw?)sewice Managé(n:w)ent and Func?r?ising
8b, 9b, and 10b of Part VIII. expenses general expenses expenses
1  Grants and other assistance to domestic organizations

and domestic governments. See Part IV, line 21. . . 2,155,773 2,155,773
2  Grants and other assistance to domestic

individuals. See Part IV, line22. . . . . . . . . . 0
3  Grants and other assistance to foreign

organizations, foreign governments, and foreign

individuals. See Part IV, lines15and16. . . . . . . 648,712 648,712
4  Benefits paid to or for members . . . . Coe e 0
5 Compensation of current officers, dlrectors

trustees, and key employees . . . . - 1,276,512 9 148,076 205,404
6 Compensation not included above to dlsquallfled

persons (as defined under section 4958(f)(1)) and

persons described in section 4958(c)(3)(B) . . . . . . 0
7 Other salaries and wages . . . . .. 555,921 304,794 71,591 179,536
8 Pension plan accruals and contrlbutlons (|nclude

section 401(k) and 403(b) employer contributions) .
9  Other employee benefits . ,880 25,909 46,231

10  Payroll taxes . 9,565 15,923 25,266

11  Fees for services (nonemployees)
Management .

Legal .

Accounting. . . . . . . . . ..o L 23,085 3,507

Lobbying .

Professional fundrélsmg services. See Part IV ||ne 17

Investment management fees . 15,951 15,951

Q -0 Q0 T o

Other. (If line 11g amount exceeds 10% of line 25 column
(A), amount, list line 11g expenses on Schedule 0.). . . . . 43,726 42,422 1,304 0

12 Advertising and promotion . .’. 0

13  Office expenses . 61,189 53,569 7,620
14  Information technology . 126,590 118,522 8,068
15 Royalties . 0

81,386 69,027 12,359

16 Occupancy. . . . . . . . . . . .. 9.
17 Travel. . . . . .. .. 39,882 34,652 5,230
18 Payments of travel or entertalnment e»gﬁ

58,870 58,870

for any federal, state, or local publi .
19 Conferences, conventions, and meeti L.

20 Interest. . . 0
21 Payments to afflllates . e 0
22  Depreciation, depletion, an on. . . . . . 20,997 13,997 2,506 4,494
23  Insurance . L 10,935 9,274 1,661
24  Other expenses. It not covered
above. (List mis enses on line 24e. If
line 24e amou % of line 25, column
(A), amount, list li penses on Schedule O.)
a Advocacy and Awareness 296,901 296,901
b Other Expenses 18,321 15,538 2,783
¢ Stateregistrations 9,951 8,440 1,511
d Supplies 3,130 2,655 475
e All other expenses 0
25 Total functional expenses. Add lines 1 through 24e . . 5,793,113 5,007,708 324,474 460,931

26  Joint costs. Complete this line only if the
organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here if
following SOP 98-2 (ASC 958-720) .

Form 990 (2022)



Form 990 (2022) Citizens United for Research in Epilepsy 36-4253176 page 11
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 . . 3,228,731 1 814,141
2  Savings and temporary cash investments . 7,987 2
3  Pledges and grants receivable, net . 1,254,046 3 635,571
4  Accounts receivable, net . 0] 4 0
5 Loans and other receivables from any Current or former offlcer dlrector
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons . . 0
6 Loans and other receivables from other disqualified persons (as deflned
under section 4958(f)(1)), and persons described in section 4958(c)(3)(B) 6
% 7  Notes and loans receivable, net . 7 0
% | 8 Inventories for sale or use . 8
< 9 Prepaid expenses and deferred charges 420121 9 41,357
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of Schedule D 10a 271,418
b Less: accumulated depreciation . 10b 211,495 54,310| 10c 59,923
11 Investments—publicly traded securities . 5,899,366( 11 8,153,627
12  Investments—other securities. See Part IV, line 11 0] 12 0
13  Investments—program-related. See Part IV, line 11 . 0] 13 0
14  Intangible assets . . 0] 14 0
15  Other assets. See Part IV, Ilne 11 10,000 15 450,124
16  Total assets. Add lines 1 through 15 (must equal Ilne 33) 10,496,452| 16 10,154,743
17  Accounts payable and accrued expenses . 187,023| 17 143,881
18  Grants payable . 2,145,433| 18 3,045,280
19  Deferred revenue . 792,257 19 316,546
20 Tax-exempt bond liabilities . . 0] 20
21 Escrow or custodial account liability. Complete Part IV of Sche 0] 21
$ (22 Loans and other payables to any current or former
g trustee, key employee, creator or founder, substantial,contributor, or 35%
° controlled entity or family member of any of thes& 0] 22
= |23 Secured mortgages and notes payable to u d partles 0] 23 0
24  Unsecured notes and loans payable to unri d third parties . 0| 24 0
25  Other liabilities (including federal inco bles to related third
parties, and other liabilities not |nclud @ 17-24). Complete
Part X of Schedule D . 0| 25 498,350
26  Total liabilities. Add lines 17 3,124,713| 26 4,004,057
3 Organizations that follow F 58, check here
e and complete lines 27, 28,(32, a
% 27  Net assets without donor 6,049,122| 27 5,094,243
g 28 Net assets with donor L. 1,322,617 28 1,056,443
S Organizations that.d t follow FASB ASC 958 check here |:|
L and completeflines ugh 33.
: 29 Capital sto t prin€ipal, or current funds . . 0] 29
§ 30 Paid-inorc s, or land, building, or equipment fund 0] 30
<ut, 31 Retained earnin dowment, accumulated income, or other funds . 0 31
% [ 32 Total net assets or fund balances . 7,371,739| 32 6,150,686
Z |33 Total liabilities and net assets/fund balances 10,496,452 33 10,154,743

Form 990 (2022)



Form 990 (2022)  Citizens United for Research in Epilepsy 36-4253176  Page 12
Reconciliation of Net Assets
Check if Schedule O contains a response or note to any line in this Part XI . . . |:|
1 Total revenue (must equal Part VIII, column (A), line 12) . 1 6,231,376
2 Total expenses (must equal Part IX, column (A), line 25) . 2 5,793,113
3 Revenue less expenses. Subtract line 2 from line 1. e 3 438,263
4 Net assets or fund balances at beginning of year (must equal Part X, line 32, column (A)) . 4 7,371,739
5 Net unrealized gains (losses) on investments . 5 -1,659,316
6 Donated services and use of facilities . 6
7 Investment expenses . . 7
8  Prior period adjustments. . . . . . . . . . . L L L. 0L 8
9 Other changes in net assets or fund balances (explain on Schedule O). . . . . . . . . . . . 9
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 32,
column (B)) . o 6,150,686
Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part Xl |:|
Yes | No
1 Accounting method used to prepare the Form 990: I:l Cash Accrual @ b
If the organization changed its method of accounting from a prior year or checked "Other, D
Schedule O.
2a Were the organization's financial statements compiled or reviewed by an independe countant? 2a X
If "Yes," check a box below to indicate whether the financial statements for the ye ompiled or
reviewed on a separate basis, consolidated basis, or both:
|:| Separate basis I:l Consolidated basis |:| Both conselid and separate basis
b  Were the organization's financial statements audited by an indepen a ntant?. . . . . . . . 2b | X
If "Yes," check a box below to indicate whether the financial stat S heWear were audited on a
separate basis, consolidated basis, or both:
Separate basis I:l Consolidated basis I:l solidated and separate basis
¢ If"Yes" to line 2a or 2b, does the organization have a committeethat 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 aF selegtion process during the tax year, explain on
Schedule O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the
Uniform Guidance, 2 C.F.R. Part 200, Subpart F27. D 3a X
b If "Yes," did the organization undergo the requi udit or audits? If the organization did not undergo the
3b

required audit or audits, explain why on Scb d describe any steps taken to undergo such audits .

S
&

N

Form 990 (2022)



SCHEDULE A . . . OMB No. 1545-0047
(Form 990) Public Charity Status and Public Support 2022
Complete if the or ization is a tion 501(c)(3) organization or a section 4947(a)(1) nonexempt charitable trust.

990 or Form 990-EZ. Open to Public
Department of the Treasury .
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
Citizens United for Research in Epilepsy 36-4253176

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

The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i)-

|:| A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990).)
|:| A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).

A WON

|:| A medical research organization operated in conjunction with a hospital described in section 17
hospital's name, city, and state:

3]

I:‘ An organization operated for the benefit of a college or university owned or operated by a go
section 170(b)(1)(A)(iv). (Complete Part Il.)

I:‘ A federal, state, or local government or governmental unit described in section 170(k

~N o

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

|:| An agricultural research organization described in section 170(b)(1)(A)(ix) ope

or university or a non-land-grant college of agriculture (see instructions). Enter'th

university:
10 |:| An organization that normally receives (1) more than 33 1/3% of its up
receipts from activities related to its exempt functions, subject to
support from gross investment income and unrelated business
acquired by the organization after June 30, 1975. See sectio

© oo

mplete Part 11l.)
1 |:| An organization organized and operated exclusively to tes i y. See section 509(a)(4).

12 |:| An organization organized and operated exclusively for th
of one or more publicly supported organizations described in
Check the box on lines 12a through 12d that describes the type

ntributions, membership fees, and gross
tions; and (2) no more than 33 1/3% of its
(less section 511 tax) from businesses

An organization that normally receives a substantial part of its support from a governme or from the general public

onjunction with a land-grant college
e} city, and state of the college or

fit of, to perform the functions of, or to carry out the purposes
tion 509(a)(1) or section 509(a)(2). See section 509(a)(3).
upporting organization and complete lines 12e, 12f, and 12g.

a |:| Type |. A supporting organization operated, superyised, 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, Se dB
b |:| Type Il. A supporting organization supervis
control or management of the supporting
organization(s). You must complete Part
c |:| Type lll functionally integrated. A s
its supported organization(s) (see ins
d |:| Type Il non-functionally mtegr
that is not functionally |ntegr
requirement (see |nstruct|ons

@ ). You must complete Part IV, Sections A, D, and E.

t complete Part IV, Sections A and D, and Part V.

lled in connection with its supported organization(s), by having
ion vested in the same persons that control or manage the supported

ganization operated in connection with, and functionally integrated with,

pporting organization operated in connection with its supported organization(s)
organization generally must satisfy a distribution requirement and an attentiveness

e |:| Check this box if the orga ived a written determination from the IRS that it is a Type I, Type Il, Type llI

functionally integrated, or Type II on-functionally integrated supporting organization.

f Enter the number of supp zations . El
g Provide the following infi about the supported organlzatlon(s)

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

Yes No
(A)
(8)
(©)
(D)
(E)
Total 0 0
For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990) 2022

HTA



Schedule A (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 2
Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)
(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under
Part Ill. If the organization fails to qualify under the tests listed below, please complete Part Ill.)
Section A. Public Support
Calendar year (or fiscal year beginning in) (a) 2018 (b) 2019 (c) 2020 (d) 2021 (e) 2022 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.") . 7,555,195 7,599,997 6,964,176 6,172,734 5,937,146 34,229,248
2 Tax revenues levied for the
organization's benefit and either paid
to or expended on its behalf . 0
3 The value of services or facilities
furnished by a governmental unit to the
organization without charge . 0
4 Total. Add lines 1 through 3 . 7,555,195 7,599,997 6,964,176 6, 734 5,937,146 34,229,248
5 The portion of total contributions by
each person (other than a
governmental unit or publicly
supported organization) included on
line 1 that exceeds 2% of the amount
shown on line 11, column (f) . 904,519
6  Public support. Subtract line 5 from line 4 33,324,729
Section B. Total Support
Calendar year (or fiscal year beginning in) (a) 2018 (b) 2019 c)2020 (d) 2021 (e) 2022 (f) Total
7 Amounts from line 4 . Lo 7,555,195 7,599, 176 6,172,734 5,937,146 34,229,248
8 Gross income from interest, dividends,
payments received on securities loans,
rents, royalties, and income from
similar sources . e 71,470 1 4 105,918 124,018 140,351 617,721
9 Net income from unrelated business
activities, whether or not the business is
regularly carried on . .. 0
10 Other income. Do not include gain or
loss from the sale of capital assets
(ExplaininPartVlL). . . . . . . . . 0
11 Total support. Add lines 7 through 10 . 34,846,969
12  Gross receipts from related activities, etc. (see instrt 387,603
13 First 5 years. If the Form 990 is for the organi
organization, check this box and stop her |:|
Section C. Computation of Public
14 Public support percentage for 2022 (lin n (f), divided by line 11, column (f)) . 14 95.63%
15 Public support percentage from 2021 , Part I, line 14 . 15 95.49%

16a 33 1/3% support test—2022. If t @ N
and stop here. The organiz q ie

b 33 1/3% support test:
box and stop here. T|

21, If

17a 10%-facts-and-circum
10% or more, and if the org

organization .

tion 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

ation did not check the box on line 13, and line 14 is 33 1/3% or more, check this box
as a publicly supported organization .

rganization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this

b 10%-facts-and-circumstances test—2021. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
15 is 10% or more, and if the organization meets the facts-and-circumstances test, check this box and stop here. Explain
in Part VI how the organization meets the facts-and-circumstances test. The organization qualifies as a publicly supported

organization .

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 .

[]

[]

[]
[]

Schedule A (Form 990) 2022



Schedule A (Form 990) 2022 Citizens United for Research in Epilepsy

36-4253176

Page 3

Part lll Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il.

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

Section A. Public Support

Calendar year (or fiscal year beginning in) (a) 2018 (b) 2019 (c) 2020 (d) 2021 (e) 2022 (f) Total
1 Gifts, grants, contributions, and membership fees
received. (Do not include any "unusual grants.") 0
2 Gross receipts from admissions, merchandise
sold or services performed, or facilities
furnished in any activity that is related to the
organization's tax-exempt purpose . . . . . . 0
3 Gross receipts from activities that are not an
unrelated trade or business under section 513 . 0
4 Tax revenues levied for the
organization's benefit and either paid to
or expended on its behalf . 0
5 The value of services or facilities
furnished by a governmental unit to the
organization without charge . 0
6 Total. Add lines 1through5. . . . . . 0 0 0
7a Amounts included on lines 1, 2, and 3
received from disqualified persons . 0
b Amounts included on lines 2 and 3
received from other than disqualified
persons that exceed the greater of $5,000 &
or 1% of the amount on line 13 for the year . . 0
c Addlines7aand7b. . . . . . .. 0 0
8 Public support (Subtract line 7c from
line 6.) . 0
Section B. Total Support
Calendar year (or fiscal year beginning in) (a) 2018 (b) 2019 (c) 2020 (d) 2021 (e) 2022 (f) Total
9 Amounts from line 6 . 0 0 0
10a Gross income from interest, dividends, @
payments received on securities loans, rents,
royalties, and income from similar sources . . . 0
b Unrelated business taxable income (less
section 511 taxes) from businesses
acquired after June 30, 1975 0
c Addlines10aand 10b. . . . . . . . 0 0 0
11 Net income from unrelated business
activities not included on line 10b, whether
or not the business is regularly carried o 0
12 Other income. Do not include gain or
loss from the sale of capital assets
(Explain in Part VI.) . 0
13 Total support. (Add line
and 12.) . 0
14 First 5 years. If the
organization, check this |:|
Section C. Computation of'Public Support Percentage
15 Public support percentage for 2022 (line 8, column (f), divided by line 13, column (f)) . 15 0.00%
16 Public support percentage from 2021 Schedule A, Part Ill, line 15 . 16 0.00%
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2022 (line 10c, column (f), divided by line 13, column (f)) . 17 0.00%
18 Investment income percentage from 2021 Schedule A, Part lll, line 17 . 18 0.00%

19a 33 1/3% support tests—2022. If the organization did not check the box on line 14 and Ime 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—2021. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization .

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

L]

[
L]
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Schedule A (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 4
Supporting Organizations
(Complete only if you checked a box on line 12 of Part I. If you checked box 12a, Part |, complete Sections A
and B. If you checked box 12b, Part |, complete Sections A and C. If you checked box 12c, Part |, complete
Sections A, D, and E. If you checked box 12d, Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Organizations

Yes | No

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

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

organization was described in section 509(a)(1) or (2). 2
3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If "Ye nsw

lines 3b and 3c below. 3a
b Did the organization confirm that each supported organization qualified under section 501(c)( ), or (6) and

satisfied the public support tests under section 509(a)(2)? If "Yes," describe in Part VI the

organization made the determination. 3b
¢ Did the organization ensure that all support to such organizations was used exclusively fo on 170(c)(2)

(B) purposes? If "Yes," explain in Part VI what controls the organization put in place to enstre such use. 3c

4a Was any supported organization not organized in the United States ("foreign supp®sted organization")? If
"Yes," and if you checked box 12a or 12b in Part I, answer lines 4b and 4c belo 4a

b Did the organization have ultimate control and discretion in deciding whether to rants to the foreign
supported organization? If "Yes," describe in Part VI how the organization (ha h ol and discretion
despite being controlled or supervised by or in connection with its sufp rganizations. 4b

¢ Did the organization support any foreign supported organization thatydo ot ave an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? If"Yes," explain /ﬁﬁx t controls the organization used

to ensure that all support to the foreign supported organizatioh was clusively for section 170(c)(2)(B)
purposes.
5a Did the organization add, substitute, or remove any supporte anizations during the tax year? If "Yes,"
answer lines 5b and 5c¢ below (if applicable). Also, provide detail art VI, including (i) the names and EIN
numbers of the supported organizations added, substi , or removed; (ii) the reasons for each such action;
(iii) the authority under the organization's organizipg decument authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the n document). 5a
b Type |l or Type Il only.Was any added or substi %orted organization part of a class already
designated in the organization's organizing degument® 5b
¢ Substitutions only. Was the substitution themsesulbof an event beyond the organization's control? 5c
6 Did the organization provide support (wh @ he form of grants or the provision of services or facilities) to
anyone other than (i) its supported org@hizations, (ii) individuals that are part of the charitable class benefited

by one or more of its supported ions, or (iii) other supporting organizations that also support or
t

4c

benefit one or more of the filing o 's supported organizations? If "Yes," provide detail in Part VI. 6
7 Did the organization provide a , loan; compensation, or other similar payment to a substantial contributor

(as defined in section 4958(c)(8)(C)),/a family member of a substantial contributor, or a 35% controlled entity

with regard to a substanti I r? If "Yes," complete Part | of Schedule L (Form 990). 7

8 Did the organizatiopyma an to a disqualified person (as defined in section 4958) not described on line 77?
a

If "Yes," complet dule L (Form 990). 8
9a Was the organi ed directly or indirectly at any time during the tax year by one or more
disqualified , as defined in section 4946 (other than foundation managers and organizations
described in sec a)(1) or (2))? If "Yes," provide detail in Part VI. 9a
b Did one or more disqualified persons (as defined on 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 on line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? If "Yes," provide detail in Part VI. 9c
10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type Il supporting organizations, and all Type Ill non-functionally integrated
supporting organizations)? If "Yes," answer line 10b below. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.) 10b

Schedule A (Form 990) 2022



Schedule A (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 5
Part IV Supporting Organizations (continued)

Yes| No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described on lines 11b and
11c below, the governing body of a supported organization? 11a
b A family member of a person described on line 11a above? 11b
¢ A 35% controlled entity of a person described on line 11a or 11b above?/f "Yes" to line 11a, 11b, or 11c, provide
detail in Part VI. 11c

Section B. Type | Supporting Organizations

Yes| No

1 Did the governing body, members of the governing body, officers acting in their official capacity, or membership of on
more supported organizations have the power to regularly appoint or elect at least a majority of the organization' i
directors, or trustees at all times during the tax year? If "No," describe in Part VI how the supported organizati
effectively operated, supervised, or controlled the organization's activities. If the organization had more th e
organization, describe how the powers to appoint and/or remove officers, directors, or trustees were allacated ng the
supported organizations and what conditions or restrictions, if any, applied to such powers during

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

Section C. Type Il Supporting Organizations

Yes| No

1 Were a majority of the organization's directors or trustees during the tax yea ority of the directors
or trustees of each of the organization's supported organization(s)? If Wo," in Part VI how control
or management of the supporting organization was vested in the sa 0 at controlled or managed

the supported organization(s). 1

Section D. All Type Ill Supporting Organizations

Yes| No

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

2 Were any of the organization's officers, directors, 6 tru s either (i) appointed or elected by the supported
organization(s) or (ii) serving on the governing bod N orted organization? If "No," explain in Part VI how
the organization maintained a close and continugus ]

king relationship with the supported organization(s). 2
3 By reason of the relationship described on line ove, did the organization's supported organizations have
a significant voice in the organization's inve

icies and in directing the use of the organization's
income or assets at all times during the tax "Yes," describe in Part VI the role the organization's

Section E. Type lll Functionally In Supporting Organizations

1 Check the box next to the method

a and 2b below. Yes| No
nization's activities during the tax year directly further the exempt purposes of
) to which the organization was responsive? If "Yes," then in Part VI identify
those supporte ations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities. 2a
b Did the activities described on line 2a, above, constitute activities that, but for the organization's involvement,
one or more of the organization's supported organization(s) would have been engaged in? If "Yes," explain in
Part VI the reasons for the organization's position that its supported organization(s) would have engaged in
these activities but for the organization's involvement. 2b
3 Parent of Supported Organizations. Answer lines 3a and 3b below.
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

the supported

trustees of each of the supported organizations? If "Yes" or "No," provide details in Part VI. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? If"Yes," describe in Part VI the role played by the organization in this regard. 3b

Schedule A (Form 990) 2022



Schedule A (Form 990) 2022 Citizens United for Research in Epilepsy

36-4253176 Page 6

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

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

Section A - Adjusted Net Income

(A\) Prior Year

(B) Current Year
(optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3.

Depreciation and depletion

a|AhWIN|=

ol |hWIN|=

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

[=2]

7 Other expenses (see instructions)

~

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

Section B - Minimum Asset Amount

0

(B) Current Year
(optional)

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

a_Average monthly value of securities

b _Average monthly cash balances

1b

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

d Total (add lines 1a, 1b, and 1c¢)

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

2 Acquisition indebtedness applicable to non-exempt-use assets

w

Subtract line 2 from line 1d.

w

F-S

Cash deemed held for exempt use. Enter 0.015 of line 3 (for:
see instructions).

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

Multiply line 5 by 0.035.

~N (o (o

Recoveries of prior-year distributions

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

(N (o |0

o |lo|Oo|Oo|Oo
o|lo|o|o|o

Section C - Distributable Amount

Current Year

Adjusted net income for prior year (from Secti

8, column A)

Enter 0.85 of line 1.

Minimum asset amount for prior year (fr

B, line 8, column A)

Enter greater of line 2 or line 3.

o|lo|o|o

Income tax imposed in prior year

A (WIN|=

o WIN|=

Distributable Amount. Subtrac
emergency temporary reduction

line 4, unless subject to
tructions).

6

~

[ ] Check here if the curr, a
instructions).

e organization's first as a non-functionally integrated Type Ill supporting organization (see

Schedule A (Form 990) 2022
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36-4253176

Page 7

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

Section D - Distributions

Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes

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

Administrative expenses paid to accomplish exempt purposes of supported organizations

Amounts paid to acquire exempt-use assets

Qualified set-aside amounts (prior IRS approval required—provide details in Part V)

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

Total annual distributions. Add lines 1 through 6.

N|ojo|bh(w]N

[N | bW

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

o]

©

Distributable amount for 2022 from Section C, line 6

0

10 Line 8 amount divided by line 9 amount

0.000

(i)

Section E - Distribution Allocations (see instructions) Excess Distributions

(if)

Pre=2022

Underdistributions

(iii)
Distributable
Amount for 2022

1 Distributable amount for 2022 from Section C, line 6

2 Underdistributions, if any, for years prior to 2022
(reasonable cause required—explain in Part VI). See
instructions.

w

Excess distributions carryover, if any, to 2022

From 2017 .

From 2018 .

From 2019 .

From 2020 .

From 2021 .

Total of lines 3a through 3e 0

Applied to underdistributions of prior years

Applied to 2022 distributable amount

Carryover from 2017 not applied (see instructions)

e | = [T Q |=n |@ [ |O |T |

Remainder. Subtract lines 3g, 3h, and 3i from line @i, 0

H

Distributions for 2022 from
Section D, line 7: $ 0

a Applied to underdistributions of prior years

Applied to 2022 distributable amount

¢ Remainder. Subtract lines 4a and 4b fromiline 4. 0

5 Remaining underdistributions for yeats,prior to 2022, if
any. Subtract lines 3g and 4a fromiline 23K or result
greater than zero, explain in PaFt?VI. 'Se€ instructions.

6  Remaining underdistributionsifor 2022. Subtract lines 3h
and 4b from line 1. For resuli,greater than zero, explain
in Part VI. See instructions,

7  Excess distributions,carryover to 2023. Add lines 3j
and 4c. 0

8 Breakdown oflineZ:

Excess from 2018..

Excess from 2019

Excess from 2020 .

Excess from 2021 .

O[]0 |T|o
o|jlo|o|o|o

Excess from 2022 .

Schedule A (Form 990) 2022



Schedule A (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 8
Supplemental Information. Provide the explanations required by Part I, line 10; Part Il, line 17a or 17b; Part

IIl, line 12; Part 1V, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11c; Part IV, Section

B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b,

3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,

lines 2, 5, and 6. Also complete this part for any additional information. (See instructions.)

Schedule A (Form 990) 2022



Schedule B Schedule of Contributors OMB No. 1545-0047

(Form 990)

Attach to Form 990 or Form 990-PF. 2022
ﬂ?gﬁ,i?“ggﬁ;’f,ﬂ;esﬁf;?f: v Go to www.irs.gov/Form990 for the latest information.
Name of the organization Employer identification number
Citizens United for Research in Epilepsy 36-4253176

Organization type (check one):
Filers of: Section:

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

|:| 4947(a)(1) nonexempt charitable trust not treated as a private founN

527 political organization

501(c)(3) exempt private foundation
4947(a)(1) nonexempt charitable trust treated as a privat n

Form 990-PF

]

501(c)(3) taxable private foundation Q
Check if your organization is covered by the General Rule or a Special Rule..

Note: Only a section 501(c)(7), (8), or (10) organization can check boxes for, bothyth neral Rule and a Special Rule. See
instructions. @

General Rule
|:| For an organization filing Form 990, 990-EZ, or 990-PF that rec , during the year, contributions totaling $5,000
or more (in money or property) from any one contributor mplete Parts | and Il. See instructions for determining a

contributor's total contributions.

L 4

Special Rules

/

For an organization described in section 501(c)(8),filing Form 990 or 990-EZ that met the 33 1/3 % support test of the
regulations under sections 509(a)(1) and 170(b)(1 (vi), that checked Schedule A (Form 990), Part Il, line 13, 16a, or
16b, and that received from any one cont % uring the year, total contributions of the greater of (1) $5,000; or

(2) 2% of the amount on (i) Form 990, Part e 1h; or (i) Form 990-EZ, line 1. Complete Parts | and Il

fei

(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
ions of more than $1,000 exclusively for religious, charitable, scientific,
the prevention of cruelty to children or animals. Complete Parts | (entering
ributor name and address), I, and Ill.

"N/A" in column (b) instea@

|:| For an organizati i if’section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the,ye ontributions exclusively for religious, charitable, etc., purposes, but no such

oregthan $1,000. If this box is checked, enter here the total contributions that were received

|:| For an organization described in
contributor, during the year, to
literary, or educational purposes,or fi

totaling $5,000 or more during theyear. . . . . . . . . . . . . .. ... ... ... ... %
Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990), but it

must answer "No" on Part IV, 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).

For Paperwork Reduction Act Notice, see the instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 990) (2022)
HTA



Schedule B (Form 990) (2022)

Page 3

Name of organization
Citizens United for Research in Epilepsy

Employer identification number

36-4253176

m Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.

(a) No. (c)
from Description of non(:;sh roperty given FMV (or estimate) Date rfgc):eived
Part | P property @ (See instructions.)
e
(a) No. (c)
from Description of non(:a)lsh roperty given FMV (or esy Date r(:<):eived
Part | P property ¢ (See instr
(a) No.
from Description of non(:;sh property given (or estimate) Date lfgc):eived
Part | See instructions.)
(@) No. ¢ O (©
from (b) FMV (or estimate) (@)
Description of noncash prop j . . Date received
Part | (See instructions.)
(a) No. (c) d
from FMV (or estimate) (@) .
. ) Date received
Part | (See instructions.)
(a) No. (c)
from Description of non(tl:);sh roperty given FMV (or estimate) Date Ifgt):eived
Part | P property @ (See instructions.)

Schedule B (Form 990) (2022)



Schedule B (Form 990) (2022)

Page 4

Name of organization

Employer identification number

Citizens United for Research in Epilepsy 36-4253176

Exclusively religious, charitable, etc., contributions to organizations described in section 501(c)(7), (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 lll, enter the total of exclusively religious, charitable, etc.,
contributions of $1,000 or less for the year. (Enter this information once. See instructions.) $ 0

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

(a) No.

from (b) Purpose of gift (c) Use of gift
Part |
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relatio ansferor to transferee
For.Pov. country | .
(a) No.
;’romI (b) Purpose of gift (d) Description of how gift is held
art
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
. e —
For. Prov.
(a) No.
from (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
Part |
(e) Transfer of gift
Transferee's ess, and ZIP + 4 Relationship of transferor to transferee
For. Pre \ """" country |
(a) No. .
from pose of gift (c) Use of gift (d) Description of how gift is held
Part |

(e) Transfer of gift

Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee

For. Prov. Country

Schedule B (Form 990) (2022)



(SF‘;:"mE;‘;)'-E c Political Campaign and Lobbying Activities OMB No. 1545-0047

For Organizations Exempt From Income Tax Under section 501(c) and section 527 2022
Department of the Treasury Complete if the organization is described below. Attach to Form 990 or Form 990-EZ. [ LURT P_Ub“c
Internal Revenue Service 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
e Section 501(c)(3) organizations: Complete Parts I-A and B. Do not complete Part I-C.
e Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts |-A and C below. Do not complete Part |-B.
e Section 527 organizations: Complete Part I-A only.
If the organization answered "Yes," on Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part I1I-A. Do not co
e Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B. notieomplete Part 1I-A.
If the organization answered "Yes," on Form 990, Part IV, line 5 (Proxy Tax) (See separate instructions) or Part V, line 35¢
(Proxy Tax) (See separate instructions), then
® Section 501(c)(4), (5), or (6) organizations: Complete Part Ill.
Name of organization
Citizens United for Research in Epilepsy
Complete if the organization is exempt under section 501(c) or i
1 Provide a description of the organization's direct and indirect political campaign activities i
definition of "political campaign activities."

mployer identification number
36-4253176

n 527 organization.

V. See instructions for

2 Political campaign activity expenditures. See instructions . s
3 Volunteer hours for political campaign activities. See instructions .

Complete if the organization is exempt under sectlon 5
1 Enter the amount of any excise tax incurred by the organization under section,495 s

4a Was a correction made? .

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

Enter the amount directly expended by the filing organization for section 527 exempt function

2 Enter the amount of any excise tax incurred by organization manag ur&' A s
3 If the organization incurred a section 4955 tax, did it file Form 472&\e 2L |:|Yes I:lNo

activities . . . . .. G s
2 Enter the amount of the f|||ng organlzatlon s funds Qntrl ed tg other organlzatlons for section

527 exempt function activities . . . . . . . . . e S
3 Total exempt function expenditures. Add lines 1 here and on Form 1120- POL

line 17b . $ 0

4 Did the filing organlzatlon file Form 1120-POL*6

5 Enter the names, addresses and employ % ation number (EIN) of aII section 527 polltlcal organizations to which the filing
organization made payments. For each,0rga on listed, enter the amount paid from the filing organization's funds. Also enter
the amount of political contribution e that were promptly and directly delivered to a separate political organization, such

as a separate segregated fund or a ical action committee (PAC). If additional space is needed, provide information in Part IV.
(a) Name ) Address (c) EIN (d) Amount paid from (e) Amount of political
filing organization's contributions received and
funds. If none, enter -0-. promptly and directly
delivered to a separate
political organization. If
none, enter -0-.
(1) 7 2ttt
72 5 e
@ s
4  [TTTTToTTTooTToooTooooooooooooooooos
() 7 ettt ittt
®  TTTTTToTToTTooTooToomooooooooooooooos
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule C (Form 990) 2022

HTA



Citizens United for Research in Epilepsy 36-4253176

Schedule C (Form 990) 2022 Page 2
Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election
under section 501(h)).
A Check |:| if the filing organization belongs to an affiliated group (and list in Part IV each affiliated group member's
name, address, EIN, expenses, and share of excess lobbying expenditures).
B Check |:| if the filing organization checked box A and "limited control" provisions apply.
Limits on Lobbying Expenditures (a) Filing (b) Affiliated
(The term "expenditures” means amounts paid or incurred.) organization's totals group totals
1a Total lobbying expenditures to influence public opinion (grassroots lobbying) . 0
b Total lobbying expenditures to influence a legislative body (direct lobbying) . 10,000 0
¢ Total lobbying expenditures (add lines 1a and 1b) . ,000 0
d Other exempt purpose expenditures . 13 0
e Total exempt purpose expenditures (add lines 1c and 1d) .. . 13 0
f  Lobbying nontaxable amount. Enter the amount from the following table in both
columns. 439,656 0
If the amount on line 1e, column (a) or (b) is: The lobbying nontaxable amount is:
Not over $500,000 20% of the amount on line 1e.
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000.
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over
Over $17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line 1f) . 109,914 0
h  Subtract line 1g from line 1a. If zero or less, enter-0-. . . . . . . P .. W 0 0
i  Subtract line 1f from line 1c. If zero or less, enter -0-. . . . . . . L 0 0
j  Ifthere is an amount other than zero on either line 1h or line 1i, dld"l Non file Form 4720 reporting
section 4911 tax for thisyear? . . . . . . . N Ce e |:|Yes |:| No

4-Year Averaging Period
(Some organizations that made a section 501(h) elec
See the separate instructio

maion 501(h)
o not have to complete all of the five columns below.
r lines 2a through 2f.)

Lobbying Expenditures D

ing 4-Year Averaging Period

Calendar year (or fiscal year (a) 2019 (b) 2020 (c) 2021 (d) 2022 (e) Total

beginning in)

2a  Lobbying nontaxable amount 3172 527,490 442,077 439,656 1,872,395
b  Lobbying ceiling amount

(150% of line 2a, column(e)) 2,808,593

¢ Total lobbying expenditures 40,000 10,000 50,000

d Grassroots nontaxable amount 115,793 131,873 110,519 109,914 468,099

e Grassroots ceiling amount
(150% of line 2d, colum 702,149
f Grassroots lobbyin 0 0

Schedule C (Form 990) 2022



Citizens United for Research in Epilepsy 36-4253176
Schedule C (Form 990) 2022 Page 3

Part 1I-B Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).

For each "Yes" response on lines 1a through 1i below, provide in Part IV a detailed (@) (b)
description of the lobbying activity. Yes | No Amount
1  During the year, did the filing organization attempt to influence foreign, national, state, or local
legislation, including any attempt to influence public opinion on a legislative matter or
referendum, through the use of:
a Volunteers? . . .
b Paid staff or management (|nclude compensatlon in expenses reported on I|nes 1c through 1|)7
¢ Media advertisements? .
d Mailings to members, Ieglslators or the publlc’7
e Publications, or published or broadcast statements? .
f Grants to other organizations for lobbying purposes? .
g Direct contact with legislators, their staffs, government off|C|aIs ora Ieglslatlve body’7
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar me
i Other activities? . .
j Total. Add I|nes1cthrough1| Coe Ce e 0
2a Did the activities in line 1 cause the organlzatlon to be not descrlbed in sectlon 5
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 und
d |If the filing organization incurred a section 4912 tax, did it file Form 4720 f

Part llI-A Complete if the organization is exempt under se

501(c)(6).
Yes | No
Nbers?. e e e e e 1

2 Did the organization make only in-house lobbying expendit 2,000 orless?. . . . .o 2
3 Did the organization agree to carry over lobbying and political camp activity expenditures from the pnor year” ... ] 3

Part lli-B 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 ines 1 and 2, are answered "No" OR (b) Part llI-A, line 3, is
answered "Yes." L 4

1 Were substantially all (90% or more) dues received nonded

1 Dues, assessments and similar amounts from m e e e 1
2  Section 162(e) nondeductible lobbying and political enditures (do not include amounts of
political expenses for which the section 52 X was paid).
a Currentyear. . . . . . . . . . .. DN 2a
b Carryover fromlastyear. . . . . . e e e e 2b
c Total. . . . . . .o - 2c 0
3 Aggregate amount reported in se 6 )(1)(A) notlces of nondeductlble sectlon 162( ) dues .o 3
4  If notices were sent and the am onlline 2c exceeds the amount on line 3, what portion of the
excess does the organization dgree técarryover to the reasonable estimate of nondeductible
lobbying and political expenditu tyear?. . . . . e e e 4
Taxable amount of lobbyidg andgolitical expenditures. See |nstruct|ons e e e 5 0

Schedule C (Form 990) 2022
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Part IV Supplemental Information (continued)
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SCHEDULE D . . :
(Form 990) Supplemental Financial Statements | ot e 54500
Complete if the organization answered "Yes" on Form 990, 2022

Part 1V, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.

Department of the Treasury Attach to Form 990. Open to Public

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

Name of the organization Employer identification number

Citizens United for Research in Epilepsy 36-4253176

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

Total number 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,
funds are the organization's property, subject to the organization's exclusive legal control? .
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant
only for charitable purposes and not for the benefit of the donor or donor advisor, or fo
conferring impermissible private benefit? .
m Conservation Easements.
Complete if the organization answered "Yes" on Form 990, Part IV, lin
1  Purpose(s) of conservation easements held by the organization (check all that a
Preservation of land for public use (for example, recreation or education)

|:| Protection of natural habitat on of a certified historic structure

A b ON-=

|:| Yes El No
|:| Yes |:| No

|:| Preservation of open space *
2  Complete lines 2a through 2d if the organization held a qualified @%c

ntribution in the form of a conservation
Held at the End of the Tax Year

easement on the last day of the tax year.

a Total number of conservation easements . . 2a
b Total acreage restricted by conservation easements . e e 2b
¢ Number of conservation easements on a certified historic stru includedin(a). . . . . 2c
d Number of conservation easements included in (c) acquired after 25, 2006, and not

on a historic structure listed in the National Register . N 2d

3 Number of conservation easements modified, tra@ferr@sed, extinguished, or terminated by the organization during
the taxyear

Number of states where property subject to con Nasement is located

5  Does the organization have a written policy re i i
violations, and enforcement of the conservati ements it holds? Ce . e |:| Yes |:| No

N

on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)

and section 170(h)(4)(B)(i)? . s, [[]Yes[ ] No
9 InPart XIll, describe how the o ion reports conservation easements in its revenue and expense statement and

balance sheet, and |nclud licable, the text of the footnote to the organization's financial statements that describes the
organization's acco onservation easements
ludll]l Organizati i ing Collections of Art, Historical Treasures, or Other Similar Assets.

ization answered "Yes" on Form 990, Part IV, line 8.

s permitted under FASB ASC 958, not to report in its revenue statement and balance sheet
works of art, histo asures, or other similar assets held for public exhibition, education, or research in furtherance of
public service, provide'in Part Xl the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under FASB ASC 958, to report in its revenue statement and balance sheet
works of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of
public service, provide the following amounts relating to these items:

(i) Revenue included on Form 990, Part VIIl, line1. . . . . . . . . . . . . . . . . . . .. $

(i) Assets included in Form 990, Part X . . . . . R
2  If the organization received or held works of art, h|stor|cal treasures or other srmrlar assets for financial gain, provide the
following amounts required to be reported under FASB ASC 958 relating to these items:
a Revenue included on Form 990, Part VI, line 1.
b Assets included in Form 990, Part X .

For Paperwork Reduction Act Notice, see the Instructlons for Form 990 Schedule D (Form 990) 2022
HTA
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Citizens United for Research in Epilepsy

36-4253176

Page 2

m Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the organization's acquisition, accession, and other records, check any of the following that make significant use of its

collection items (check all that apply):
a || Public exhibition

b |:| Scholarly research

c |:| Preservation for future generations

d I:I Loan or exchange program

e |:| Other

4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part

XI.

5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? .

1\ Escrow and Custodial Arrangements.

Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or reporN

990, Part X, line 21.

1a
included on Form 990, Part X? .

Is the organization an agent, trustee, custodian or other intermediary for contributions or ot

b If"Yes," explain the arrangement in Part XIII and complete the foIIowmg table

¢ Beginning balance .
d Additions during the year .
e Distributions during the year .
f Ending balance .
2a

If "Yes," explain the arrangement in Part XIII. Check here |f the expl

Endowment Funds.

Complete if the organization answered "Yes" on F

a S NO

I:' Yes |:| No

Amount

0

|:| Yes No
[

IV, line 10.

(a) Current year

Beginning of year balance .

L 4
9N
b) Prior year

(c) Two years back

(d) Three years back

(e) Four years back

b  Contributions .

¢ Netinvestment earnings, gains,
and losses .

d Grants or scholarshlps
e Other expenditures for facilities
and programs .

f Administrative expenses .

g End of year balance . 0 0 0 0 0
2 Provide the estimated percentage of th ar end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment®, %
b Permanent endowment x %o
¢ Termendowment &9 %
The percentages on lines 2a, 2 should equal 100%
3a Are there endowment funds ossession of the organization that are held and administered for the
organization by: Yes | No
(i) Unrelated org 3a(i)
(ii) Related org e e s 3a(ii)
b If"Yes" on line related organizations listed as required on Schedule R? . 3b
4 Describe in Part ended uses of the organization's endowment funds.
Land, Buildings, and Equipment.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.
Description of property (a) Cost or other basis (b) Cost or other basis (c) Accumulated (d) Book value
(investment) (other) depreciation
1a Land. 0 0 0
b Buildings . . 0 0 0 0
¢ Leasehold |mprovements 0 100,519 77,359 23,160
d Equipment. 0 170,899 134,136 36,763
e Other. 0 0 0 0
Total. Add lines 1a through 1e (Co/umn (d) must equal Form 990, Part X, column (B), line 10c.) . 59,923

Schedule D (Form 990) 2022



Schedule D (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 3

T/l Investments—Other Securities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of security or category (b) Book value (c) Method of valuation:
(including name of security) Cost or end-of-year market value

(1) Financial derivatives . . . . . . . . . . . . 0

(2) Closely held equity interests . . . . . . . . . . 0

(other

B e

B

0

B

B

(H)

Total. (Column (b) must equal Form 990, Part X, col. (B) line 12.) . 0
Investments—Program Related.

Complete if the organization answered "Yes" on Form 990, Part IV, lin e Form 990, Part X, line 13.

(a) Description of investment (b) Book value (c) Method of valuation:
Cost or end-of-year market value

()]

(2)

(3)

(4) *

()

(6) L 2

(7)

(8)

(9)

(a) Desc n (b) Book value

Total. (Column (b) must equal Form 990, Part X, col. (B) line 13.) . 0
m Other Assets.
Complete if the organization answered "Ye&s" on/Form 990, Part IV, line 11d. See Form 990, Part X, line 15.

(1)

(2)

(3)

4)

()

(6)

(@)

(8)

(9)

Total. (Column (b) must equal F, WPart X, col. (B) line 15.) . . . . . . . . . . . . . . . . .. 0

ation answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X,

(a) Description of liability (b) Book value
0
498,350
9)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 25.) . . . . . . . . . . . . . . . . . . 498,350
2. Liability for uncertain tax positions. In Part XIII, provide the text of the footnote to the organization's financial statements that reports the
organization's liability for uncertain tax positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part XIII . .

Schedule D (Form 990) 2022
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il Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

1 Total revenue, gains, and other support per audited financial statements . . . . . . . . . . . . . 1 4,588,422
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Netunrealized gains (losses) on investments . . . . . . . . . . . . . 2a -1,659,316

b Donated services and use of facilites. . . . . . . . . . . . . . . . 2b 32,313

¢ Recoveriesof prioryeargrants. . . . . . . . . . . . . . . . . .. 2c

d Other (DescribeinPart XIIL.) . . . . . . . . . . . . . . . ... 2d

e Addlines2athrough2d. . . . . . . . . . . . . . . oL oL 2e -1,627,003
3 Subtract line 2e fromline1. . . . . . . . . . L L L L L 3 6,215,425
4 Amounts included on Form 990, Part VIII, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part VIIl, line 7b. . . . . 4a

b Other (Describe inPart XIII.). . . . . . . . . . . . . . ... 4b

¢ Addlines 4aand 4b . s 15,951
5  Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part |, line 12.) . . 5 6,231,376

Reconciliation of Expenses per Audited Financial Statements Wi S per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, li

1 Total expenses and losses per audited financial statements . 1 5,809,475
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities .

b Prior year adjustments .

¢ Other losses . o

d Other (Describe in Part XIIl.) . . C e e e

e Addlines2athrough2d . . . . . . . . . . . ... ... % 0. 2e 32,313
3 Subtract line 2e fromline1. . . . . . . . . . . . . . ‘& \ 3 5,777,162
4 Amounts included on Form 990, Part IX, line 25, but not on lineg, 1:

a Investment expenses not included on Form 990, Part VI, li \ . 4a 15,951

b Other (Describe in Part XIII.) . . e . L 4b

¢ Addlines 4aand 4b . e e 4c 15,951
5  Total expenses. Add lines3 and 4c. (This must equal Form 990, Part |, line 18.) . . . . . . . . . . 5 5,793,113

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

2; Part Xl, lines 2d and 4b; and Part XII, lines 2d and 4b. Al omplete this part to provide any additional information.
Part X Line 2 The Organization is a nonprofit corpor: is exempt from income taxes

Schedule D (Form 990) 2022
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P UIN Supplemental Information (continued)
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SCHEDULE F L ] .

(Form 990) Statement of Activities Outside the United States

Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.
Attach to Form 990.

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

Department of the Treasury
Internal Revenue Service

OMB No. 1545-0047

2022

Open to Public
Inspection

Name of the organization
Citizens United for Research in Epilepsy

Employer identification number

36-4253176

General Information on Activities Outside the United States. Complete if the organization answered "Yes" on

Form 990, Part IV, line 14b.

For grantmakers. Does the organization maintain records to substantiate the amount of its grants and
other assistance, the grantees' eligibility for the grants or assistance, and the selection criteria used to
award the grants or assistance? .

For grantmakers. Describe in Part V the organization's procedures for monitoring the use of its gr
outside the United States.

Yes

era@ssistance

|:|No

3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional spa
(a) Region (b) Number of (c) Number of (d) Activities conducted in the isted in (d) is (f) Total
offices in the employees, region (by type) (such as, am service expenditures for
region agents, and fundraising, program services, eribe specific type of and investments
independent investments, grants to recipients service(s) in the region in the region
contractors located in the region)
in the region
Europe (Including Grants to recipients in re
(1) Iceland and Greenland) 0 0 550,912
North America Grants to recipients
(2) 0 0 97,800
(3)
4)
(5)
L £
(6)
(7
(8)
(9
(10)
(11)
(12)
(13)
(14)
(15)
(16)
(17)
3a Subtotal . . 0 0 648,712
b Total from continuation
sheets to Part | . 0 0 0
C Totals (add lines 3a and 3b) 0 0 648,712

For Paperwork Reduction Act Notice, see the Instructions for Form 990.
HTA
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Citizens United for Research in Epilepsy

36-4253176

Page 2

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

Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" on Form 990,
Part IV, line 15, for an

1 (a) Name of (b) IRS code (c) Region (d) Purpose of (e) Amount of (f) Manner of (g) Amount of (h) Description (i) Method of
organization section and EIN grant cash grant cash noncash of noncash assistance valuation
(if applicable) disbursement assistance (book, FMV,
appraisal, other)
Europe (Including Catalyst Wire
) Iceland and 249,952 0 \
Europe (Including Rare Epilepsy Wire
(2) |C!:e_|a4r2dfnd Research 96,160
Europe (Including Rare Epilepsy Wire
(3) IC?J?Td_??d Research 98,000 0
Europe (Including Research Conference Wire
(4) Icgﬁlaﬂdﬁe}r}d Grant 6,800 0
Europe (Including Taking Flight Wire
(5) Icgﬁla}nrdia’u?d Research 100,000 0
North America Taking Flight Wir
(6) Research 97.80 0
2
(7)
(8)
—
(9) * ‘ '
(10)
(11)
(12)
(13)
(14) ) ]
(15)
(16)

2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as a tax
exempt 501(c)(3) organization by the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter .

3 Enter total number of other organizations or entities .

Schedule F (Form 990) 2022
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Citizens United for Research in Epilepsy

36-4253176

Page 3

line 16. Part lll can be duplicated if additional space is needed.

Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes" on Form 990, Part 1V,

(a) Type of grant or assistance

(b) Region

(c) Number of
recipients

(d) Amount of

cash grant

(e) Manner of
cash
disbursement

(f) Amount of
noncash
assistance

(g) Description
of noncash assistance

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

(1)

\

(2)

(3)

(4)

(6)

(6)

()

(8)

(9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

(17)

(18)

Schedule F (Form 990) 2022



Schedule F (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 4

Part IV Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If "Yes,"
the organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for Form 926) . . . . . . . . . . . . . . . . . .. ... |:| Yes No

2 Did the organization have an interest in a foreign trust during the tax year? If "Yes," the organization may
be required to separately file Form 3520, Annual Return To Report Transactions With Foreign Trusts and
Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign Trust With
a U.S. Owner (see Instructions for Forms 3520 and 3520-A; don't file with Form 990) .

Yes No

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

Yes No

|:| Yes No

Fund. (see Instructions for Form 8621) .
5 Did the organization have an ownership interest in a foreign partnership during the If "Yes,"

the organization may be required to file Form 8865, Return of U.S. Persons Wi to)Certain
Foreign Partnerships. (see Instructions for Form 8865) .

-
6 Did the organization have any operations in or related to any boyco&in Nﬁ uring the tax year? If
"Yes," the organization may be required to separately file Form 5713, K jonal Boycott Report (see

Instructions for Form 5713; don't file with Form 990) .

I:' Yes No

l:l Yes No

Schedule F (Form 990) 2022
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Supplemental Information
Provide the information required by Part |, line 2 (monitoring of funds); Part |, line 3, column (f) (accounting method;
amounts of investments vs. expenditures per region); Part I, line 1 (accounting method); Part 1l (accounting method);
and Part Ill, column (c) (estimated number of recipients), as applicable. Also complete this part to provide any
additional information. See instructions.

Schedule F (Form 990) 2022



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

SCHEDULE G

(Form 990) Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the 2022
organization entered more than $15,000 on Form 990-EZ, line 6a.

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

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

Name of the organization Employer identification number

Citizens United for Research in Epilepsy 36-4253176

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

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.
a |:| Mail solicitations e Solicitation of non-government grants
b |:| Internet and email solicitations f |:| Solicitation of government grants
c |:| Phone solicitations g |:| Special fundraising events

d |:l In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, dir te

or key employees listed in Form 990, Part VII) or entity in connection with professional fundrai ices? I:l Yes I:l No

b If"Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agree ich the fundraiser is to
be compensated at least $5,000 by the organization.

) o (iii) Did fundraiser have (v) Amount paidto | iy Arouint paid to
U Nam:r 2':1% taddress of individual (ii) Activity custody or control of (or retained by) (or retained by)
y (fundraiser) contributions? fundra;(ler(lil)sted n organization
Yes No

1
¢ 0 0

2
L 0 0 0

3
0 0 0

4
0 0 0

5 e

. o 0 0 0
0 0 0

7
0 0 0

8
0 0 0

9
0 0 0

10
0 0 0
Total. . . . ~ 0 0 0

3 List all states in w zation is registered or licensed to solicit contributions or has been notified it is exempt from
sin

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990) 2022
HTA



Schedule G (Form 990) 2022
Part Il

Citizens United for Research in Epilepsy

36-4253176  Page 2

Fundraising Events. Complete if the organization answered "Yes" on Form 990, Part IV, line 18, or reported
more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List

11

Gaming. Complete if the organization answer
$15,000 on Form 990-EZ, line 6a.

events with gross receipts greater than $5,000.
(a) Event #1 (b) Event #2 (c) Other events (d) Total events
Chicago Benefit Unite Virtual Event 1 (add col. (a) through
(event type) (event type) (total number) col. (c))
o
3
[
0 1 Gross receipts . 1,939,900 230,068 528,453 2,698,421
[
o
2 Less: Contributions . 1,879,750 230,068 528,453 2,638,271
3 Gross income (line 1 minus
line 2) . 60,150 0 60,150
4 Cash prizes . 0
5 Noncash prizes . 0
[72]
2 6 Rent/facility costs . 97,028 103,302
[0}
o
& 7 Food and beverages . 91,466 91,466
s}
é’ 8 Entertainment . 120,000 0 120,000
9 Other direct expenses . 168,550 89, 39,920 297,929
10 Direct expense summary. Add lines 4 through 9 in column (d).. \ ( 612,697)
Net income summary. Subtract line 10 from line 3, column . -552,547

rm 990, Part IV, line 19, or reported more than

[} ) ull tabs/instant . (d) Total gaming (add
3 (a) Bingo bingolProgressive bingo () Other gaming col. (a) through col. (c))
g
[
| 1 Gross revenue . 0
8| 2 Cash prizes. 0
g
2| 3 Noncash prizes . 0
|
§ 4  Rent/facility costs . 0
&
5 Other direct expenses . 0
_______ %
6 Volunteerlabor. . . . .
7 Direct expense n@ ( 0)
8 Netgamin 0

a Is the organization li
b If "No," explain:

Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year? .
b If"Yes," explain:

Schedule G (Form 990) 2022
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11 Does the organization conduct gaming activities with nonmembers? . . . . . . . . . . . . . . . . . . l:' Yes l:' No
12 Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity
formed to administer charitable gaming? . . . . . . . . . . . . .00 00 L0000 L |:| Yes |:| No
13 Indicate the percentage of gaming activity conducted in:
a Theorganization's facility . . . . . . . . . . . .. oL oL 13a %
b Anoutside facility . . . . . . . . oL oL 13b %
14  Enter the name and address of the person who prepares the organization's gaming/special events books and
records:

Name

15a Does the organization have a contract with a third party from whom the organization receives ing
reVeNUE? . . . . . . . . . .....l:lYesl:lNo
b If "Yes," enter the amount of gaming revenue received by the organization $ and the
amount of gaming revenue retained by the third party $ 0

c If"Yes," enter name and address of the third party:

Name

Address

16  Gaming manager information:

Name

Gaming manager compensation I

Description of services provided e 6 __________________________________________________________________________
|:| Director/officer |:| Employee \ |:| Independent contractor

retain the state gaming license? . e e |:|Yes|:|No
b Enter the amount of distributions requi tate law to be distributed to other exempt organizations or
spent in the organization's own e ivities during the taxyear. . . $ 0
m Supplemental Inform ide the explanations required by Part |, line 2b, columns (iii) and (v); and
Part Ill, lines 9, 9b, 1 ¢, 16, and 17b, as applicable. Also provide any additional information.
See instructions.

17  Mandatory distributions: Q
a Is the organization required under state IaQ haritable distributions from the gaming proceeds to

Schedule G (Form 990) 2022



SCHEDULE |
(Form 990)

Grants and Other Assistance to Organizations,
Governments, and Individuals in the United States
Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22.

Attach to Form 990.
Go to www.irs.gov/Form990 for the latest information.

Department of the Treasury
Internal Revenue Service

OMB No. 1545-0047

Open to Public
Inspection

Name of the organization

Citizens United for Research in Epilepsy

Employer identification number

36-4253176

Part | General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees' eligibility for the grants o

the selection criteria used to award the grants or assistance? . e e
2 Describe in Part IV the organization's procedures for monitoring the use of grant funds in the United States.

1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of cash
or government (if applicable) grant

(e) Amount of non-

. appraisal,
cash assistance

othér)

(g) Description of
noncash assistance or assistance

(h) Purpose of grant

Research Conference

3635 S. Downs St. Dexter, MI 48130 | 43-1760017 501C3 Grant

(2)_American Epilepsy Society ______| Research Conference
135 W Lasalle St Chicago, IL 60603 04-6112600 501C3 Grant

_(3)_Axonis Therapeutics, Inc ________| Catalyst

75 Kneeland St Boston, MA 01222 27-2454388 S-Corp

{4 _Brandeis University | Catalyst

415 South St Waltham, MA 02453 04-2103552 501C3 N

(8) Emory University | e CURE Epilepsy

PO Box 935084 Atlanta, GA 31193 58-2566256 501C3 /000

_(6)_Gordon Research Conferences Research Conference
5568 Post Road G02 East Greenwich,| 26-0150662 501C3 8,861 Grant

(M) Mayo Clinic | Research Conference
PO Box 860334 Minneapolis, MN 554§ 41-6011702 19,078 Grant

(8)_Mid Adlantic Epilepsy & Sleep Cen| DOD Research

6410 Rockledge Dr Bethesda, MD 209 30-0767458 44,510

Catalyst

40 Sunshine College Rd Valhalla, NY 250,000

Taking Flight

633 Clark Street Evanston, IL 60 100,000
(1 Stanford University % CURE Epilepsy
PO Box 884253 Los Angeles, CA 9004 156365 501C3 250,000

(12) The Children's Hospital of Philadel

3401 Civic Center Blvd Philadelphia, | 23-1352166 501C3 99,995

Rare Epilepsy

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

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

Schedule | (Form 990) 2022



Citizens United for Research in Epilepsy

36-4253176
Schedule | (Form 990) 2022

Page 2

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

(a) Type of grant or assistance (b) Number of (c) Amount of (d) Amount of (e) Method of valuation (book, (f) Description of noncash assistance
recipients cash grant noncash assistance FMV, appraisal, other)
1 |
N
2
3
4

I, column (b); and any other additional information.

Schedule | (Form 990) 2022



Continuation Sheet for Schedule | (Form 990)

Page 1 of 1

Name of the organization

Citizens United for Research in Epilepsy

Employer identification number

36-4253176

Continuation of Grants and Other Assistance to Governments and Organizations in the United States

(f) Method of valuation

(a) Name ar:)dr address of organization (b) EIN (C.) IRC .section (d) Amount of cash (e) Amoun.t of non- (book, FMV, appraisal, (g{ Description of (h) Purp0§e of grant

government (if applicable) grant cash assistance other) non-cash assistance or assistance

(13) The University oflowa CURE Epilepsy

2700 UCC lowa City, IA 52242 42-6004813 501C3 250,000

(14) VirginiaTech DOD Research

300 Turner St NW Blacksburg, VA 24061 54-0721690 501C3 140,393

(15) University of Pennsylvania____ DOD Research

3451 Walnut St Philadelphia, PA 19104 23-1352685 501C3 30,000

(16) University of Southern California________ DOD Research

3500 South Figueroa St Los Angeles, CA 900§ 95-1642394 501C3 83,611

(17) University of Vermont & State Agriculture Taking Flight

85 South Prospect St Burlington, VT 05405 03-0179440 501C3 100,000

L 4

(18)

1

(19)

(20)

21

(22)

(23)

(24)

(25)

(26)

(27)

(28)

(29)




Continuation Sheet for Schedule | (Form 990)

Page 1 of

Name of the organization

Citizens United for Research in Epilepsy

Employer identification number

36-4253176

Part lll Continuation of Grants and Other Assistance to Individuals in the United States

(a) Type of grant or assistance

(b) Number of
recipients

(c) Amount of
cash grant

(d) Amount of
non-cash assistance

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

(f) Description of non-cash assistance

\

10

1

12

13

14

15

16

17

18

19

20

21

22

23

24

25

26




SCHEDULE J Compensation Information |_ove . rsss 00

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
2022
Compensated Employees
Complete if the organization answered "Yes" on Form 990, Part IV, line 23. o Publi
Department of the Treasury Attach to Form 990. pen to _u Ic
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
Citizens United for Research in Epilepsy 36-4253176
Questions Regarding Compensation
Yes No
1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form
990, Part VII, Section A, line 1a. Complete Part Ill to provide any relevant information regarding these item
|:| First-class or charter travel |:| Housing allowance or residence for pergon
D Travel for companions D Payments for business use of personaNe
D Tax indemnification and gross-up payments D Health or social club dues or initiationffee
|:| Discretionary spending account |:| Personal services (such as maid ur, chef)
b If any of the boxes on line 1a are checked, did the organization follow a written policy re
or reimbursement or provision of all of the expenses described above? If "No," complete
explain . 1b
2  Did the organization require substantiation prior to reimbursing or allowing expense
directors, trustees, and officers, including the CEO/Executive Director, regardi
1a?. 2
3 Indicate which, if any, of the following the organization used to esta nsation of the
organization's CEO/Executive Director. Check all that apply. Do no.c xes for methods used by a
related organization to establish compensation of the CEO/Exe, , but explain in Part 111
. Compensation committee ent contract
Independent compensation consultant nsation survey or study
|:| Form 990 of other organizations y the board or compensation committee
4  During the year, did any person listed on Form 990gPa ection A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-contri e 4a X
b Participate in or receive payment from a supplementa qualified retirement plan? 4b X
¢ Participate in or receive payment from an equity- d compensation arrangement? . . . . . L 4c X
If "Yes" to any of lines 4a—c, list the person e the applicable amounts for each item in Part III
Only section 501(c)(3), 501(c)(4), and$01(c organizations must complete lines 5-9.
5 For persons listed on Form 990, P tion A, line 1a, did the organization pay or accrue any
compensation contingent on the reven
a The organization? . 5a X
b Any related organization? . 5b X
If "Yes" on line 5a or 5b, de
6 For persons listed o rt VI, Section A, line 1a, did the organization pay or accrue any
compensation confingent e net earnings of:
a The organizati 6a X
b Any related orga ON?4 . . . . e e 6b X
If "Yes" on line 6a or escribe in Part 11
7  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed
payments not described on lines 5 and 6? If "Yes," describe in Part 11l . . . . . .o 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
inPart L. . . . . o L e e e 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.4958-6(c)?. . . . . . e 9
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2022

HTA



Schedule J (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176 Page 2
Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported on Schedule J, report compensation from the organization on row (i) and from related organizations, described in the

instructions, on row (ii). Do not list any individuals that aren't listed on Form 990, Part VII.

Note: The sum of columns (B)(i)—(iii) for each listed individual must equal the total amount of Form 990, Part VII, Section A, line 1a, applicable column (D) and (E) amounts for that individual.

(B) Breakdown of W-2 and/or 1099-MISC and/or 1099-NEC compensation ) )
(C) Retirement and (D) Nontaxable (E) Total of columns (F) Compensation
i - - . . other deferred benefits (B)(i)-(D) in column (B) reported
(A) Name and Title (i) Base (ii) Bonus & incentive r(;l;l))o?tg;;elg compensation as deferred on prior
compensation compensation compensation Form 990
Beth Dean @ | 271073 28013 9175  @RL790] W 336051
1 CEO (i) 0
Laura Lubbers (O 267,555| 27770f ) 8918] ) W81%0] 312430
2 Chief Scientific Officer (ii) 0
Debby Hecht 0 | 162,707) || AB8Tn 1459 169053 .
3 Sr. Director, Market & Coms (ii) 0
Alysha Biehl 0 | 149,182\ |l A846) 9982 163,710 .
4 Sr. Director Development (ii) 0
6\ e el N e |
5 (ii)
(U R SN S . N N I R R R
6 (i)
(U N Y SR S R R R S
7 (ii)
{U N R SR e
8 (i)
(U N N N N A RS A A
9 (i)
(U B T N Y (S A A R
10 (i)
(U N DY K A IS A R
11 (ii)
(U2 N
12
13
14
15 (i)
[ S (Y S A R A S
16 (ii)

Schedule J (Form 990) 2022



Schedule J (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176
Part lll Supplemental Information

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

Page 3

Schedule J (Form 990) 2022



SCHEDULE M
(Form 990)

Department of the Treasury
Internal Revenue Service

Noncash Contributions

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

OMB No. 1545-0047

2022

Open to Public
Inspection

Name of the organization

Citizens United for Research in Epilepsy

36-4253176

Employer identification number

Types of Property

(c)
Ch(eagk if | Number of c((?thributions or Noncash contribution Method of(gltermining
applicable items contributed amounts reported.on noncash contribution amounts
Form 990, Part VIII, line 1g
1 Art—Works of art .
2  Art—Historical treasures .
3  Art—Fractional interests .
4  Books and publications .
5  Clothing and household
goods. . . . . . . . . .. X
6 Cars and other vehicles .
7 Boats and planes .
8 Intellectual property . .
9  Securities—Publicly traded . . X 2 768,267 |FMV
10  Securities—Closely held stock
11 Securities—Partnership, LLC,
or trust interests . .
12  Securities—Miscellaneous .
13  Qualified conservation rS
contribution—Historic
structures . .
14  Qualified conservation
contribution—Other .
15 Real estate—Residential .
16  Real estate—Commercial .
17 Real estate—Other .
18  Collectibles .
19 Food inventory . .
20 Drugs and medical supplies .
21  Taxidermy . .
22  Historical artifacts .
23  Scientific specimens .
24  Archaeological artifacts .
25 Other (.
26 Other (
27 Other (
28  Other (
29  Number of Forms
which the organ 29
Yes | No
30a During the ye anization receive by contribution any property reported in Part |, lines 1 through
28, that it must ho t least 3 years from the date of the initial contribution, and which isn't required
to be used for exempt purposes for the entire holding period? . 30a X
b If"Yes," describe the arrangement in Part II.
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard
contributions? . 31 X
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell
noncash contributions? . 32a| X
b If"Yes," describe in Part Il.
33  If the organization didn't report an amount in column (c) for a type of property for which column (a) is
checked, describe in Part Il.

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

HTA

Schedule M (Form 990) 2022



Schedule M (Form 990) 2022 Citizens United for Research in Epilepsy 36-4253176  Page 2
Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether
the organization is reporting in Part I, column (b), the number of contributions, the number of items received,
or a combination of both. Also complete this part for any additional information.

Part | Line b The number of contributions received, rather than the number of stock shares

Schedule M (Form 990) 2022



SCHEDULE O Supplemental Information to Form 990 or 990-EZ | OMB No. 1545-0047

(Form 990) Complete to provide information for responses to specific questions on 2 022
Form 990 or 990-EZ or to provide any additional information.
Attach to Form 990 or Form 990-EZ. Open to Public

Department of the Treasury

Infernal Revenue Service Go to www.irs.gov/Form990 for the latest information. Inspection
Name of the organization Employer identification number

Citizens United for Research in Epilepsy 36-4253176

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990) 2022
HTA



Schedule O (Form 990) 2022 Page 2
Name of the organization Employer identification number

Citizens United for Research in Epilepsy 36-4253176

Schedule O (Form 990) 2022



Citizens United for Research in Epilepsy

Part VI, Line 17 (990) - States with Which a Copy of this Form 990 is Required to be Filed

36-4253176

Armed Forces the Americas
Armed Forces Europe
Alaska

Alabama

Armed Forces Pacific
Arkansas

American Samoa

Arizona
California
Colorado
Connecticut

| [District of Columbia

Delaware

Florida

Federated States of Micronesia
Georgia

Guam

Hawaii

lowa

Idaho
Illinois
Indiana
Kansas
Kentucky

X
X

[ D] [ [P |

L D] B <]

Louisiana
Massachusetts
Maryland

Maine

Marshall Islands
Michigan
Minnesota
Missouri
Commonwealth of the Northern Mariana Islands
Mississippi
Montana

North Carolina

: North Dakota

Nebraska
New Hampshire
New Jersey
New Mexico
Nevada

New York
Ohio
Oklahoma
Oregon
Pennsylvania
Puerto Rico

<] p<p<] |

e

Palau

Rhode Island
South Carolina
South Dakota
Tennessee
Texas

| [Utah

Virginia

| |u.s. Virgin Islands
| [Vermont

Washington
Wisconsin
West Virginia

| [Wyoming

© 2023 Universal Tax Systems Inc. and/or its affiliates and licensors. All rights reserved.



