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)
P Do not enter social security numbers on this form as it may be made pubilic.

P> _Information about Form 990 and its instructions is at www.irs.gov/form990.

- 990

Department of the Treasury
Intermal Revenue Service

Open to Public
Inspection

A For the 2016 calendar year, or tax year beginnigg_ and ending
B gm«l;g aiL N C Name of organization D Employer identification number
change | DRAVET SYNDROME FOUNDATION INC
gr?arp\za Doing business as 27-0924627
il Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
o PO BOX 3026 203.392.1950
o City or town, state or province, country, and ZIP or foreign postal code G Grossrecelpts § 1,229,279
mum | CHERRY HILL, NJ 08034 H(a) Is this a group return
_’__]’?gf;'ca' F Name and address of principal officer NICOLE VILLAS for subordinates? [ |Yes [X]No
R SAME AS C ABOQVE H(b) are ail suserdinates included?DYES I:l No
|_Tax-exempt status: [ X1 501(c)(3) [_] 501(c) { ) (insertno.) [ 4947(a)(1yor [ 527 If "No," attach a list. (see instructions)
J Website: pr WWW . DRAVETFOUNDATION . ORG H(c) Group exemption number P

K_Form of organization; [ X | Corporation [ | Trust [ ] Associaion | ] Other p»

| L Year of formation; 200 9] m State of legal domicile: C'T
[Part || Summary

o | 1 Briefly describe the organization’s mission or most significant activities: THE MISSION OF THE DRAVET
E SYNDROME FQUNDATION, (DSF) IS TO AGGRESSIVELY RAISE RESEARCH FUNDS
g 2 Check this box b D if the organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting members of the governing body (Part VI, line 12) A e |- 4
g 4 Number of independent voting members of the governing body (Part VI, line 1b) e e BN N e B 4
@ | 5 Total number of individuals employed in calendar year 2016 (Part V, lne2a) ... |5 2
S| 6 Total number of volunteers (estimate fnecessary) . 6 0
§ 7 a Total unrelated business revenue from Part Vill, column (C), line12 ... |75 05
b Net unrelated business taxable income from Form 890-T, IN€ 34 .. e | 7D 0,
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, line 1h) 464,518, 224,607,
E 9 Program service revenue (Part VIII, line 2g) 0. 346,055.
3 | 10 Investment income (Part VIII, column (A), lines 3, 4, and 7d) 13 s
A (Part VIII, column {A), lines 5, 6d, 8¢, 9e, 10¢, and ‘I1e) ________________________ 516,413. 538,293
12 _Total revenue - add lines 8 through 11 (must equal Part VIIl, column (&), line 12) . . 980,944. 1,108,955,
18 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 325, T12. A8 B5%
14 Benefits paid to or for members (Part IX, column (A), lined4) 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 108,002. 138,580.
2 | 16a Professional fundraising fees (Part IX, column (A), e 118} i) (9 0.
§ b Total fundraising expenses (Part IX, column (D), line 25) B> 121,616.
Y| 17 Ofther expenses (Part IX, column (A), lines 11a-11d, 11f24¢) 90,646. 251,306 .
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) 524,360. 872,743.
19 Revenue less expenses. Subtract line 18 fromline 12 ... . - 456,584, 236,212.
“6§ Beginning of Current Year End of Year
?% 20 Total assets (Part X, line 16) 815,525, 1,028,;535.
%g 21 Total liabilities (Part X, line 26) 28,840. 5,638
=7| 22 Net asssts or fund balances. Subtract line 21 from line 20 . 786,685.] 1,022,897,

[Part Il | Signature Block
Under penalties of perjury, | declare that | have examined thig return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
true, correct, and complete Declaratmn of preparer (ather than officer) is based on all information of which preparer has any knowladge.

Tlect AV | HeBoef) 1 5 pn g

Sign Signature of officer Date ERREIE /‘| \
Here NICOLE VILLAS, PRESIDENT s R B il

Type or print name and title P 2 g :

Print/Type preparer's name Prepafar's signatufe @ L VA | Datg check [ || PTIN
Paid  BRIAN C. WHITE %W%/ 4//‘-?/2 tenios [P00058320
Preparer |Firm'sname p STUDLEY, WHITE & ASSOCIATES P C 7" |Firm'sENp.  06-0990132
Use Only | Firm's addressy, P.O. BOX 399
DANBURY, CT 06813 Phoneno.203-748-6517

EY&S I__—] No

Form 990 (2016)

May the IRS discuss this return with the preparer shown above? (see instructions)
832001 14-14-16  LHA For Paperwork Reduction Act Notice, see the separate instructions.

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION




Form 990 (2016) DRAVET SYNDROME FQUNDATION INC 27-0924627 Page?2
_Part Ill | Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part |l E
1  Brefly describe the organization’s mission:
THE DSF FUNDS RESEARCH TOWARD BETTER TREATMENTS AND A CURE OF DRAVET
SYNDROME AND RELATED EPILEPSIES BY AWARDING RESEARCH GRANTS TO
QUALIFIED SCIENTISTS AND DOCTORS. THE DSF PRODUCES AN ANNUAIL RESEARCH
ROUNDTABLE MEETING TO PROVIDE THE OPPORTUNITY FOR RESEARCHERS AND
2  Did the organization undertake any significant program services during the year which were not listed on tha
prior Form 990 0r 990-EZ? e [ ves 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? DYes E No
It "Yes," describe these changes on Schedule O.
4 Describe the organization’s program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reported.
4a  (Code: ) (Expenses § 474 & 902. Including grants of § 469 P 5l ) (Revenue & 112 r 000. )
THE DSF FUNDS RESEARCH TOWARD BETTER TREATMENTS AND A CURE OF DRAVET
SYNDROME AND RELATED EPILEPSIES BY AWARDING RESEARCH GRANTS TO
QUALIFIED SCIENTISTS AND DOCTORS.

4b  (Coce: ) (Expenses 8 1 8 6 P 7 3 2 = including grants of $ ) (Revenue $ 2 2 3 r 4 1 5 . )
THE DSF PRODUCES AN ANNUAL RESEARCH ROUNDTABLE MEETING AND A BIENNIAL
FAMILY AND PROFESSIONAL CONFERENCE TO PROVIDE OPPORTUNITY FOR FAMILIES,
RESEARCHERS AND CLINICIANS TO COLLABORATE AND DISCUSS BETTER TREATMENT
OPTIONS AND A ROADMAP TOWARD A CURE AND HOW TQ BEST FACILITATE BOTH.

4c  [Code: } (Expensas 1.3 343 including grants of $ 13 ; 343, ) (Revenus § 10 " 640. )
WE UNDERSTAND THAT MEDICAL EXPENSES ARE HIGH WHEN CARING FOR A CHILD
WITH CHRONIC HEALTH ISSUES. UNFORTUNATLEY, SOME OF THE ITEMS THAT MIGHT
IMPROVE THE QUALITY OF LIFE FOR THE CHILD AND/OR FAMILY ARE NOT ALWAYS
COVERED BY MEDICAL INSURANCE. THROQUGH QUR INTERNATIONAL PATIENT
ASSISTANCE GRANT PROGRAM ( TPAG), WE PROVIDE GRANTS TO COVER THESE
ITEMS.

4d Other program services (Describe in Schedule O.)
{Expena:a £ including grants of & ) (He\aenue b )

de Total program service expenses P 6574.977.

Form 990 (2016)
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Form 990 (2016) DRAVET SYNDROME FQUNDATION INC 27-0924627 Page3
[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
2 |s the organization required to complete Schedu!e B Scheduie o.f Conmburors? 2 X
3 Did the organization engage in direct cr indirect political campaign activities on behalf of or in oppesition to candldates for
public office? If "Yes," complete Schedule C, Part| 3 X
4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a SE!CtIUI'I 50‘1(h} elecnon in eﬁect
during the tax year? If "Yes," complete Schedule C, Part Il . . La X
5 s the organization a section 501(c)(4), 501(c)(5), or 501{0){6} orgamzatlon that receives membership dues assessments or
similar amounts as defined in Revenue Procedure 98-197 if “Yes," complete Schedule C, Partill . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right tn:u
provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes," complete Schedule D, Part! | 6 X
7 Did the organization receive or hold a consarvation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes, " complete Schedule D, Partif . ... . X X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complate
Schedule D, Part il . 8 X
9 Did the organization repcrt an amount in Part )( Ime 21 for escrow or custodlai account llablhty, serve as a custodlan fClr
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
If "Yes," complete Schedule D, Part IV e 9 X
10 Did the organization, directly or through a related crganization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? If "Yes," complete Schedule D, Part V' . 10 | X
11 If the organization’s answer to any of the following questions is "Yes," then complete Schedute D Parts ‘v‘l VI! VIII !X or )(
as applicable.
a Did the organizaticn report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," complete Schedule D,
G R T S I e e L X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," compiete Schedule D, Part VIl 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, " complete Schedule D, Part VIl I i [ X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of |ts total assets reported in
Part X, line 167 If “Yes," complete Schedule D, Part IX . .. . P I 11 X
e Did the organization report an amount for other hablllties in F‘art X hr‘le 25? h‘ Yes, 3 Compfere Schedu!e D Part X T [ X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASGC 740)7 If "Yes, " complete Schedule D, Part X . | 11| X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes, " complete
Schedule D, Parts Xiand Xll . T . - 3 .
b Was the organization included in consolldated |ndependent audited ﬁnanmal statements far the tax year’J
If "Yes," and if the organization answered "No' to line 12a, then completing Schedule D, Parts Xl and Xll is optional 12b X
13 s the organization a school described in section 170(b){(1)(A))7 If "Yes," complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? .. | 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundralsmg, busmess
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes," complete Schedule F, Parts land IV . PR s X
15 Did the organization report on Part IX, column (&), line 3 more than 35 UOU of grants or other asmstanceto or for any
foreign organization? If "Yes, " complete Schadule F, Parts It and IV 15 X
16 Did the organization report on Part X, column (4), line 3, more than $5,000 of aggregate grants ar other assrstance to
or for foreign individuals? If "Yes, " complete Schedule F, Parts Nl and IV 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part [X,
column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part ! . .. .. . 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contnbutnons on Part thl Iines
VBN GaY I VEs, COMDIBtE SORBOWE GIPEI v i s R b e S A e A B 18 | X
19 Did the organization report more than $15,000 of gross incame from gaming activities on Part VI, line 9a? If "Yes,"
complete Schedule G, Part Il .. T | X
Form 990 (2016)
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Form 990 (2016) DRAVET SYNDROME FOUNDATION INC 27-0924627 Paged
[ Part IV | Checklist of Required Schedules (continued)

Yes | No
20a Did the organization operate one or more hospital facilities? If "Yes, * complete Schedute H | 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return? IR |~ § 5
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic govemnment on Part IX, column (A), line 12 If "Yes," complete Schedule I, Partstand i |1 9q | X
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 |, Parts land Ill et L e N e B [

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

24a Did the organlzatlon have a tax exempt bond issue WIth an cutstand:ng prmcnpal amoum 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 "Neo", go to line 25a W e — ) X
b Did the organization invest any proceeds of tax exempt bonds beyond a temporary per!od exceptlon'? e 2
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year lo defease
any tax-exempt bonds? .|| oG
d Did the organization act as an "on behalf of" issuer for bonds outstandlng at any tlme dunng the year” ________________________________ 24d
25a Section 501(c)(3), 501(c){4), and 501(c)(29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If "Yes," complete Schedule L, Part/ | o28a X

b s the organization aware that it engaged in an excess benefit transactien with a disqualifisd person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ7? If "Yes," complete
e T T T X

26 Did the arganization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? If "Yes,"
complete Schedule L, Part !l | 28 X

27 Did the organization provide a grant or other ass:stance to an oﬁtcer dlrector trustee key amployae substamsal
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If "Yes, " complete SChedule L, Part Il || ... it ieeseeesore s e ssessssasessssnins 27 X

28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions):

a A current or former officer, director, trustee, or key employee? If "Yes, " complete Schedule L, Part IV . ... 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect cwner? If "Yes, ' complete Schedufe L, Part IV | 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes," compi'ete Schedu!e M il | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conser\rahon
contributions? If "Yes," complete Schedute M O D . ;| X
31 Did the organization liquidate, terminate, or dlssolve and cease opefat|ons’?
If "Yes," complete Schedule N, Part! . . I | X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of |ts net asse’[s’? !f Yes comp!ere
Schedule N, Part il e || X
33 Did the organization own 100% of an snhty dlsregarded as ssparats from tha orgamza‘rlon under Reguiatmns
sections 301.7701-2 and 301.7701-37? If "Yes," complete Schedule R, Fart! I < X
34 \Was the organization related to any tax-exempt or taxable entity? /If "Yes," compi’ere Schedufe H F‘art H J'H aor .‘V and
35a Did the organization have a controlied entrty WJthln the meanmg of secnon 512(b)(13]'? ... | 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction mth a commtled entlty
within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V, line 2 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non- chamable ralated orgamzatlon"
If "Yes," complete Schedule R, Fart V, line2 e - X
37 Did the organization conduct more than 5% of its actrwtles through an entity that is not a reiated orgamzatlon
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedufe R, Part VI . ... ... 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197
Note. All Form 890 filers are requited tocomplete Schedule O . oo o o 38 | X
Form 990 (2016)
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Forrm 990 (2016) DRAVET SYNDROME FQUNDATION INC 27-0924627 Page5
|Part V| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any ling in this Party e L
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0-if notapplicable | 1a 4
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable 1ib 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize Winners? ..., U 1c | X
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 thisretum 2a 2
b If at least one is reported on line 2a, did the organization file all required federal employment taxreturns? | 2p | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-fife (see instructions)
8a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If "Yes," has it filed a Form 990-T for this year? if "No," to line 3b. provide an explanation in Schedule O 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 ather financial account)? | 4a X
b If "Yes," enter the name of the foreign country: B>
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during thetaxyear? = | Bg X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transactlon? __________________________ 5b X
¢ If"Yes," to line 5a or 5b, did the organization fila Form 8886-T? ... 5¢c
6a Does the organization have annual gross receipts that are normally greater than $1 00,000, and did the organization solicit
any contributions that were not tax deductible as charitable contributions? | e6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
WETe HOMTARGOAMOIINORT | o s s et o e 85 it o P St et s | OB
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the denor of the value of the goods or services provided? D | -
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was requrred
e Ao T e 0 D o O s WL o S o Tc X
d If "Yes," indicate the number of Forms 8282 filed during the year ..., [ 7d |
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? .. . | Te
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ... . | 7f
g If the organization received a contributicn of gualified intellectual property, did the organization file Form 8839 as reqg mred? .| .7g
h [If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-0? 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoning organization make any taxable distributions under section 49667 . .. R I - - |
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? _______________________________________ Sh
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIl line 12 ... T a0
b Gross receipts, included on Form $90, Part VI, line 12, for public use of c!ub Iamlrhes RO [ |«
11 Section 501(c)(12) organizations. Enter:
a Grossincome from members or shareholders 11a
b Cross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.) S ——— 11b
12a Section 4947(a)(1) non-exempt char:table trusts. Is the orgamzatmn ﬂling Form 990 in I|eu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year ................. |12b
13  Section 501(c)(29) qualified nanprofit health insurance issuers.
a s the organization licensed to issue qualified health plans in more than one state? | . T 12 - - |
Note. See the instructions for additional information the organization must report on Schedule O
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified healthplans .. 13b
¢ Entorthe amount of reServe8 ONRANG. |, ..i..uieriirisiiommsessessersisiinsisissoisiosovsssissi vnesinsvsioosassonse 13¢
14a Did the organization receive any payments for indoor tanning services during the tax year? . e e - = X
b If "Yes," has it filed @ Form 720 to report these payments? f "No, " provide an explanation in Schedu!e O Tl s ... -)
Form 990 (2016)
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Form 990 (2016) DRAVET SYNDROME FOUNDATION INC 2 7-09 24___5_2 7 Page 6
| Part VI | Governance, Management, and Disclosure For each "Yes' response to lines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

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

Yes | No
1a Enter the number of voting members of the governing bedy at the end of the tax year .. 1a 4
If there are material differences in voting rights among members of the governing baody, or if the governing
body delegated broad authority to an executive committee or similar committee, explain in Schedule 0.
b Enter the number of voting members included in line 1a, above, who are independent 1b 4
2 Did any officer, director, trustes, or key employee have a family relationship or a business relationship with any other
Officer, direCtOr, tTUSTER, OF KBY BMPIOYEO Y e 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was flled? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . . 5 X
6 Did the organization have members or stockholders? 6 X
7a Did the organization have members, stockholders, or other persons who had the power to eiect or appolnt one or
rorenEmMBErs o the goVEIMIMEIDIERT .. oo e naisms s s s o S SR a4 S SR A Ta X
b Are any governance decisions of the crganization reserved to (or subject to approval by) members, stockholders, or
persons other than the governing body? P— X
8 Did the organizatien contemporaneously document the mee1|ngs held or wrmen actlons undertaken dunng the year bythe ‘rol!uwmg
a The governing body? .. . .. T e pe—— | ¢
b Each committee with authority ta act on behalf of tha governmg body'? ______________________________________________________________________________ gb | X
9 s there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If "Yes," provide the names and addr in Schedule O ... 9 X
Section B. Policies (This Section B requests information about policies not required by the mtemal Revenue Code j
Yes | No
10a Did the organization have local chapters, branches, or affiliates? veerer. | 10a X
b If "Yes," did the organization have written policies and procedures govemlng the a-::t:wtles Of such chapters aﬁ"hates
and brancheas to ensure their operations are consistent with the organization’s exempt purposes? _ L10b
11a Has the organization provided a complete copy of this Form 890 to all members of its governing body before fllmg the form'? 1a| X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? If "No," go to line 13 @ i 128 X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that cou!d gwe nse tu conﬂlcts? _________________ 12h | X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes, " describe
in Schedule O how this was done ... R S OO OO ;-1
13 Did the organization have a written wh:stteblower pollcy’? R A S D 0 - 11
14 Did the organization have a written document retention and dastmchon pohcy’? __________________________________________________________________ 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEO, Executive Director, or top management official | ..., | 152 X
b Other officers or key employees of the organization O 2 1 -1 o] X
If "Yes" to line 15a or 15b, describe the process in Scheduie O (see mstrucﬂons)
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year? .. |16a X
b If "Yes," did the organization follow a wntten pohcy or procedure requmng the orgamzatlon to evaluate |ts DarTICJDaTIOFI
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's
exempt status with respect to such arrangements? ... PR e S e I 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed B-CT , TT,

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

19 Describe in 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 vear.

20 State the name, address, and telephons number of the person who possesses the organization's books and records: | =
JAMIE COHEN - 203.392.1950
522 MACKIN DR, CHERRY HILL, NJ 08002

532008 11-11-16
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Form 990 (2016 DRAVET SYNDROME FQOUNDATION INC 27-0924627 pPage?
i Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule © contains a response or note to any ling in this Part VIl e g = ke U B e sl

Section A. _Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to ba listed. Report compensation for the calendar year ending with or within the arganization's tax year.

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

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

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

@ List all of the organization's former officers, kay employaes, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.

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

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

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

A) (B) IC‘? (D) (E) (F)
i Position b
Name and Title Average o Repodabl_e F!eportablle Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a directorftrustee) from from related other
(list any 1;3 the organizations compensation
hours for | = = organization (W-2/1099-MISC) from the
related H g 2 (W-2/1098-MISC) organization
organizations| £ | 3 £le and related
below 22| |2 88 organizations
; E|lZ2|E|= |22 8
line) E|Z|E|5 |35 5
(1) NICOLE VILLAS 1.00
PRESIDENT X 0. 0y 0.
(2) ABIGAIL HEMANI 1.00
VICE PRESIDENT X X 0. 0. 8 73
(3) TIM WOODS 1.00
TREASURER X X 0. 0. 0.
(4) JENNIFER TISCHER 1.00
SECRETARY X X 0. 0. 0.
832007 11-11-16 Form 990 (2016)
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Form 990 (2016) DRAVET SYNDROME FOUNDATION INC 27-0924627 Page8
l—-Part vil | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B) (C) (D) (E) (F)
N i Average Position _
ame and title & J PEVBRRN s i Reporlabl_e Heportabi.e Estimated
OUMS PEr | box, unless person is both an compensalion compensation amount of
week officer and a directar/trustes) from from related other
{list any S the organizations compensation
hours for E - = organization (W-2/1089-MISC) from the
related B £ (W-2/1098-MISC) organization
organizations| £ | £ B (£ and related
below Q= |2 ‘Ei S organizations
; = |2 |s8|5 |22 & g
line) |2|2|5|2 |85
BE BUBIOTE .. i S e R S 0. 0. Q.
¢ Total from continuation sheets to Part VIl, Section A 0. 0 0.
d Total (addines 16 and 1o). o e wnn s e Ba 0. 0.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 127 If "Yes," complete Schedule J for SUGH INGIVITUA] ||| .. .......cc..cooeieieiee e eies ettt ss et et 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f "Yes," complete Schedule J for such individual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendéred 1o the organization? If "Yes," complete Schedule JTor SUCRDEISON ... oo une oo oo e 5 X
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received mars than $100,000 of compensation from
the organizaticn. Report compensation for the calendar year ending with or within the organization’s tax year.
() - ® ©)
Name and business address NONE Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization B> 0

Form 990 (20186)

632008 11-11-16
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Form 990 (2016) DRAVET SYNDROME FQUNDATION INC 27-0924627 Page9
-Part VIl | Statement of Revenue
Check if Schedule O contains a response or note to any line in this Part VIl ... |___|
(A) (B) (C) (D)
Total revenue Related or Unrelated Revenug excluded
exempt function business !rcgﬁg}:&g‘)ggder
revenue revenue 512 -514
%’g 1 a Federated campaigns 1a
g E b Membership dues 1b
ae c¢ Fundraisingevents . 1c
g'_é d Related organizations e d
u:'? E e Government grants (contributions) 1e
gg f All other contributions, gifts, grants, and
aE similar amounts not included above 1f 224,607,
gg g Noncash contributions included in lines 1a-1: 3
Ow®| h Total.Addfinestatf . . . . . ... > 224.607.
Business Code
8 | 2a RESEARCH 900099 223,415.] 223,415.
T b DSF CONFERENCE 900099 112,000.] 112,000.
42| ¢ IPAG 900099 10,640.] 10,640.
E e
o f All other program service revenue |
g Total ASRURBETRET sy B 346,055.
3 Investment income (including dividends, interest, and
other similaramounts) ... P
4 Income from investment of tax-exempt bond proceeds P
& Hoyalties ... sssses P
(i) Real (i) Personal
6 a Gross rents
b Less: rental expenses | ...
¢ Rental income or (loss) ..
d Net rental income or (loss) S — | 4
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory
b Less: cost or other basis
and sales expenses
¢ Gainor(108s) ...
d Net@ain or (l0S8) |
o | 8 a Gross income from fundraising events (not
E including $ of
é contributions reported on line 1c). See
" LA TR T ——— oL P10
g b Less:directexpenses ... ... bl20,324.
¢ Netincome or (loss) from fundraising events | 522,184. 522,184,
9 a Gross income from gaming activities. See
PartIV,line19 ..., @
b Less: directexpenses . b
¢ Netincome or (loss) from gaming activities ... . »
10 a Gross sales of inventory, less returns
and glloWaANEEs" oo e a
b Less:costofgoodssold ... b
¢_Net income or (Ioss) from sales of inventory ... P
Miscellansous Revenue Business Code
11 a OTHER 900099 16 ;103 16,109.
b
c
d Allotherrevenue
e Total. Addlines 1a11d ... P 16,109.
12 Total revenue. See instrugtions. . ... B [1,108,955.] 346,055, 0] 538,293,
532008 11-11-18 Form 990 (2016)
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9

2016.03030 DRAVET SYNDROME FOUNDATION DRAVETI1



Form 890 (2016)

DRAVET

' SYNDROME FOUNDATION INC

27-0924627 pageil

[Part IX| Statement of Functional Expenses

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

Check if Schedule O contains a response or note{:\c; any line in this Part D{(B)[C) [ ]
Do not include amounts reported on lines 6b, :
7b, 8b, 9b, and 10b of Parf Vill. ; Forei shpenans Prog;%rgnss%r;lce gg\ne?g?g:(%rgnig: F:;?éemﬁgégg
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 469,514, 469,514.
2 Grants and other assistance to domestic
individuals. See Part IV, line22 13,343, 13,343.
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16
4 Benefits paid to or for members
5 Compensation of current offrcers d|rector3,
trustees, and key employees . .. ...
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4358(c)(3)(B)
7 Other salaries and wages ... ) 130,138. 1,748. 47,042. &l ., .347%7,
8 Pension plan accruals and contributions (mclude
section 401(k) and 403(b) employer contributions)
9 Otheremployee benefits .. ...
0 Payrolitaxes .. 8,442. [ 3052, By 2T
11 Fees for services (non-employees):
a Management |
b oLegal e
¢ Accounting 4,100. 350. 3,.750.
d Lobbying
e Professional fundralsmg services. See Par{ [V Ime 17
f Investment managementfees
g Other. (Ifline 11g amount exceeds 10% of llne 25
column (A) amount, list line 11g expenses on Sch 0.)
12 Advertising and promotion 1,411. 1g. 510. 882.
13 Office expenses 5218 41. 3,264. L8913
14 Information technology ...
16 Royalties
18 QEEUPBICY . Lo srmmims
17 Travel
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 156,399, 155,822, 432, 145,
20 Interest
21 Payments to aﬁ|l|ates
22 Depreciation, deplaﬂon and amomzatlon
23 Insurance 3,622, 1,874. 1,308. 439.
24  Other expenses. Itemize expenses not covered
above. (List miscellaneous expenses in line 24e. I line
Z4e amount exceeds 10% of line 25, colurnn (A)
amount, list line 24a expenses on Schedule 0.)
a RESEARCH RQUNDTABLE 30,910. 30,910.
b BANK CHARGES 28,987. 389. 10,478. 18,120.
¢ DUES & SUBSCRIPTIONS 8,628. 116. e 5,393,
d FUND RAISING EVENTS 6,165, 6105,
e All other expenses 5866 737 3,194. 1,935.
25  Total functional expenses. Add lines 1 through 24e 872,743. 674,977. 76 158 121 .,616.
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
aducational campaign and fundraising sclicitation.
check hers B> || iftoliowing Sop 06-2 (G 958-720)
532010 11-11-16 Form 990 (2016)
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Form 990 (2016

DRAVET SYNDROME FOUNDATION INC

27-0924627 Page 11

| Part X | Balance Sheet

Check if Scheduls O contains a response or note to any line in this Part X

832011 11-11-18

10380412 806990 DRAVET
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(A) (B)
Beginning of year End of year
1 Cash -nOn-NterestDEaNNG . ... .....coooomiuvvvinee oo eoeees e 745,541, 1 977,482,
2  Savings and temporary cash investments 2
3 Pledges and grants receivable, net ... 3
4 Accounts receivable, net ... 14,811. 4 24,737,
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Fart{OFSEhREHEIEE: | s st s 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f{1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
n employses' beneficiary organizations (see instr}. Complete Part ll of Seh L | 6
ﬁ 7 Notesand loansrecaivable, DB .. i e it s s 7
= 8 Inventories forsaleoruse ... 8
9 Prepaid expenses and deferred charges 42,404, 9 13.821;
10a Land, buildings, and equipment: cost or other
basis. Complete Part V| of Schedule D . 10a
b Less:accumulated depreciation . | 10b 10c
11 Investments - publicly traded securities .. 11
12  Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, line 11 13
14  Intangible assets 14
15  Other assets. See Part IV llne11 12,769.] 15 12,385,
16__ Total assets. Add lines 1 through 15 (must equal line 34) _ 815,525.| 16 1.,/02:8,;-5 35
17 Accounts payable and accrued BXPENSES || ... 28 840.[ 17 5 i 638.
16 Grahtspayable e R 18
19 Deferred revenue . ... 19
20 Taxexempt bond liabilities ) 20
24 Escrow or custodial account liability. Complete Part IV of Schedule D ____________ 21
@ |22 Loans and other payables to current and former officers, directors, trustees,
= key employees, highest compensated employees, and disqualified persons.
g Complete Part ll of Schedule L .. 22
- | 23 Secured mortgages and notes payable to unre!ated thlrd pames _________________ 23
24 Unsecured notes and loans payable to unrelated third parties ... 24
25  Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
Schedule D 25
26__Total liabilities. Add lines 17 through 25 ... 28,840.] 25 5,.638.
Organizations that follow SFAS 117 (ASC 958), check here B> [X] and
w complete lines 27 through 29, and lines 33 and 34.
S |27  Unrestrictod NELASSEIS | . . ... .coooocoooomesseorsemmessessssesssssessssssssronessrmeiosess 773,916.| 27 1,010,502,
1]
g 28 Temporarily restricted net assets s 1,300.] 28 926.
T |29 Permanently restricted Nt @SSEIS  .........oococoisiesimi e 11,469.] 29 11,469.
& Organizations that do not follow SFAS 117 (ASC 958), check here | l:]
& and complete lines 30 through 34.
% 30 Capital stock or trust principal, or current funds . Lo 30
&"3 31 Paid-in or capital surplus, or land, building, or equipment fund 31
% |32 Retained eanings, endowment, accumulated income, or other funds ____________ 32
Z |33 Totalnetassetsorfund balANCES || ... 786,685.| 33 1,022,897.
34 _ Total liabilities and net assets/fund balances 815,525.] 24 1,028,535
Form 990 (2016)
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Form 990 (2016) DRAVET SYNDROME FQUNDATION INC 27-0924627 Pagel2
| Part XI | 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 (), line 12) om0 e R "l 1,188,955,
2 Total expenses (must equal Part IX, column (A), line 258) 2 872,743.
3  Revenue less expenses. Subtract line 2 from line 1 3 236,212,
4 Net assets or fund balances at beginning of year (must equal Part X, line 33 ol (A)) ____________________________ 4 786 ,685.
5 Net unrealized gains (losses) on investments 5]
6 Donated services and Use of faCilities B
7 Investment expenses ; 7
8 Prior period adjustments 8
9 Other changes in net assets or fund ba!ances (explam in Schedule D) 9 O
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X Ime 33
column (B)) . 10 1,022,897,
Part XII Financial Statements and Reportmg
Check if Schedule O containg a response or note to any line in This Part X1 ..o i iiiaiini e sai i sraee f s bns s oiear s I:l
Yes | No
1 Accounting method used to prepare the Form 990: [ lcash [X] Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization's financial statements compiled or reviewed by an independent accountant? | 2a X

If "Yas," check a box below to indicate whether the financial statements for the year were compiled or rewewed ona
separate basis, consolidated basis, or both:
|:| Separate basis E] Consolidated basis |:| Both consolidated and separate basis

b Were the organization's financial statements audited by an independent accountant? o lew X
If "Yes," check a box below to indicate whether the financial statements for the year were aud|ted ona separate basm
consolidated basis, or both:
m Separate basis D Consolidated basis 1:] Both consolidated and separate basis

¢ If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2c | X
If the organization changed either its oversight process or selection process during the tax year, explam in Schedule O

3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit

Act and OMB Circular A-133? s || S X
b If "Yes," did the organization undargo the requlred audlt or audr’(s’? If 1he organlzatlon dld not undergo the naqmred aud1t
or audits, explain why in Schedule O and describe any steps taken to undergo such audits  .......oceeeeeeeiieeneennn 3b
Form 990 (2016)
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SCHEDULE A - - ot OMB No. 1545-0047
b e i Public Charity Status and Public Support
Complete if the organization is a section 501(c)(3) organization or a section 20 1 6
4947(a)(1) nonexempt charitable trust.
Despartment of the Treasy P> Attach to Farm 990 or Form 990-EZ. Open to Public
Intemal Relenue wsctics > Information about Schedule A (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number

DRAVET SYNDROME FOUNDATION INC 27-0924627

LPart ] | 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.)

g ]
2 []
g [
> W

~ @ 1]

o o

U 00 Wi [

10

11 [
12 [

n

A chureh, 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 or 990-E2).)

A hospital or a cooperative hospital setvice organization described in section 170(b)(1)(A)iii).

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

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

section 170(b)(1)(A)(iv). (Complete Part 1)

Afederal, state, or local government or governmental unit described in section 170(b)( 1)(A)(v).

An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170(b)(1)(A)vi). (Complete Part I1.)

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

An agricultural research organization described in section 170(b)(1){A)(ix) operated in conjunction with a land-grant college

or university or a non-land-grant college of agriculture (see instructions). Enter the name, cily, and state of the college or

university:

An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no mere than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part I11.)

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

An arganization organized and operated exclusively for the benefit of, to perform the functions of, or to camry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a){3). Check the box in

lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

l:l Type |. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving

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

b D Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having

control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

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

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

d [:i Type Il non-functionally integrated. A supporting organization operated in connection with its supported organization(s)

that is not functionally integrated. The organization generally must satisfy a distribution reguirement and an attentivensss
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.

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

-

g Provide the following information about the supported organization(s).

Enter the number of supported organizations

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

(i) Name of supported (i) EIN (iil) Type of organization | V)15 N organiation %3 T (v Amount of monetary (vi) Amount of other

(described on lines 1-10 In your goveming document?

organization support (ses instructions) | suppaort (see instructions)
9 above (see instructions)) Yes No A ppart {

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. e32021 0e-21-16  Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) 20168 DRAVET SYNDROME FOUNDATION INC 27-0924627 Page2
1 Part Il | Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)
(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part |1l. If the organization
fails to qualify under the tests listed below, please complete Part 1I1.)
Section A. Public Support
Calendar year (or fiscal year beginning in) > (a) 2012 (b) 2013 (e) 2014 {d) 2015 (e) 2016 {f) Total
1 Gifts, grants, contributions, and
membership fees received, (Do not
include any "unusualgrants,”) | 132 ,679.] 316,534.| 395,282.| 464,518, 224,607.] 1533620.
2 Taxrevenues levied for the organ-
ization's benefit and either paid to
orexpended an its behalf

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

4 Total. Add lines 1 through3 132,679.] 316,534, 395,282.| 464,518.| 224,607, 1533620,
5 The portion of total contributions
by each person {other than a
governmental unit or publicty
supported organization) included
on line 1 that exceeds 2% of the

amount shown on line 11,

SO s
6 Public support. subtact line 5 from line 4. 1533620.
Section B. Total Support
Calendar year (or fiscal year beginning in) - {a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 () Total
7 Amounts fromlne4 | 132,679.] 316,534.| 395,282.] 464,518.] 224,607.] 1533620.

8 (Grossincome from mterest
dividends, payments received on
securitiss loans, rents, royalties

and income from similar sources 551 5h1 . 944. 130 477, 2,53686.

9 Netincome from unrelated business

activities, whether or not the
husiness is regularly carried on
10 Other income. Do not include gain

or loss from the sale of capital
assets (ExplaininPart V1)

11 Total support. Add lings 7 through 10 1536156.
12 Gross receipts from related activities, etc. (see instructions) 12 | 3 5 B33
13 First five years. If the Form 990 is for the crganization’s first, second th|rd foudh or flfﬂ'l tax year as a sectmn 501(c)(3)

organization, check this box and stop here ... L e W Lt B 0o e Bl o B e WSS
Section C. Computation of Public Support Peroentage
14 Public support percentage for 2016 (line 6, column (f) divided by line 11, column ) .. ... [ 14 99.83 %
15 Public suppoert percentage from 2015 Schedule A, Part Il line 14 15 99.88 %
16a 33 1/3% support test - 2016. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization N E

b 33 1/3% support test - 2015. If the organization did not check a box on line 13 or 16a and I|ne 15 is 33 1!3% or more, check th|s box
and stop here. The organization qualifies as a publicly supported organization . .. P ]

17a 10% -facts-and-circumnstances test - 2016. If the organization did not check a box on Ime 13 16a or 161) ar:d |I!"lB 14 is 10% or more,
and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization
meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization . 2 E
b 10% -facts-and-circumstances test - 2015. If the organization did not check a box on line 13, 16a, 16b, or 17a, and llne 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 mests the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization = D
18 Private foundation. If the organization did not chaeck a box on line 13, 16a, 16b, 17a. or 17b, check this box and see instructions ........ | 2 D
Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) 2016 DRAVET SYNDROME FOQUNDATION INC 27-0924627 Pages
[Part Ill [ Support Schedule for Organizations Described in Section 509(a)(2)
(Complate only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part |l. If the organization fails to
qualify undear the tests listad bslow, plsase complete Part 11.)
Section A. Public Support
Calendar year (or fiscal year beginning in) b {a) 2012 (b) 2013 {c) 2014 (d) 2015 (e) 2016 (f) Total
1 Gifts, grants, contributions, and
membership fees received, (Do not
include any "unusual grants.")

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

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

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

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

6 Total, Add lines 1 throughs

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

b Amounts included an lines 2 and 3 received
frarm other than disqualified parsons that
exceed the greater of §5,000 or 1% of the
amount on line 13 for the year

cAddlines7aandvb ...

8 Public support. (Subtact line 7c from ling 6.
Section B. Total Support

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

9 Amounts fromline6 .
10a Gross income from mterest
dividends, payments received on
securities loans, rents, royalties
and income from similar sources
b Unrelated business taxable income
(less section 511 taxes) from businesses

acquired after June 30, 19756

c Add lines 10aand 10b

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

12 Other income, Do not include gam
or loss from the sale of capital
assets (Explain in Part VI) eeeeee

13 Total support. (Add lines 8, 10g, 11, and 12.}
14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

check this box and stop here .. > |
Section C. Computation of Publlc Support Percentage
15 Public support percentage for 2016 (line 8, column (f) divided by line 13, column L T . |- %
16 Public support percentage from 2015 Schedule A, Part Il line 15 ..o | 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2016 (line 10¢, column (f) divided by line 13, column () ... [ 17 %
18 Investment income percentage from 2015 Schedule A, Part I, ine 17 i 18 %
19a 33 1/3% support tests - 20186. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

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

b 33 1/3% support tests - 2015, I 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 ........... 23 D
20 _Private foundation. If the organization did not check a box on line 14, 19a, or 190, check this box and see instructions ..o o > |
632023 00-21-16 Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) 2016 DRAVET SYNDROME FOUNDATION INC

_Part IV| Supporting Organizations

(Complete only if you checked a box in line 12 on Part . If you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12c of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complste Part V.)

27-0924627 Pages

Section A. All Supporting Organizations

3a

5a

9a

10a

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

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

Did the organization have a supported organization described in section 501(c)(4), (5), or (B)7 If "Yes, " answer
(b) and (c) befow.

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

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

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

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

Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes," explain in Part VI what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B)
purposes.

Did the organization add, substitute, or ramove any supported organizations during the tax year? If "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part VI, including (i) the names and EIN
numbers of the supported crganizations added, substituted, or removed; (ii) the reasons for each such action;
(iii) the authority under the organization's organizing document authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the organizing document).

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

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

Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (i) its supported organizations, (i) individuals that are part of the charitable class

benefited by one or more of its supported organizations, or {iii) other supporting organizations that also
support or benefit one or more of the filing organization's supported organizations? If "Yes, " provide detail in
Part VI.

Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? If "Yes," complete Part | of Schedule L (Form 890 or 990-E2).

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

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

Did one or more disqualified persons (as defined in line 8a) hold a controlling interest in any entity in which
the supporting erganization had an interest? If "Yes, " provide detail in Part VI.

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

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

Did the organization have any excess buginess holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings )

Yes

No

3a

3b

3¢

4a

4b

4c

Ba

Sb

5c

Sa

9b

9¢

10a

10b

632024 DB-27-16
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Schedule A (Form 890 or 990-E7) 2016 DRAVET SYNDROME FOUNDATION INC 27-0924627 Pages
LPart 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 in (b) and (c)
below, the governing body of a supperted organization? 11a
b A family member of a person described in (a) above? 11b
c A 35% controlled entity of a person described in (a) or (b) abave?!f "Yes" to a, b, or ¢, provide detail in Part VI. 11c
Section B. Type | Supporting Organizations

Yes | No

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

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controllad the supporting organization? If "Yes, " explain in
Part VI how providing such benefit carried out the purposeas of the supported organization(s) that operated,

supervised, or controlled the supporting organization. 2

Section C. Type |l Supporting Organizations

Yes | No

1 Were a majority of the organization’s directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization’s suppaorted organization(s)? If "No, " describe in Part VI how controf
or management of the supporting organization was vested in the same persons that controlled or managed
the supported organization(s). 1

Section D. All Type lll Supporting Organizations

Yes | No

1 Did the arganization provida to each of its supported crganizations, by the last day of the fifth month of the
organization’s tax year, (i) a written notice describing the type and amount of support provided during the prior tax
year, {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 date of notification, to the extent not previously provided? 1

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

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

Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the yeafsee insiructions).
a |:| The organization satisfied the Activities Test. Complete line 2 below.
b [:| The organization is the parent of each of its supported organizations. Complete line 3 befow.
c |:| The organization supported a governmental entity. Describe in Part Vi how you supported a government entity (see instructions).

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

a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was respensive? If "Yes," then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities. 2a

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

activities but for the organization's involvement. 2b
3 Parent of Supported Organizations. Answer (a) and (b) below.
a Did the organization have the power to regularly appeint or elect a majority of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part VI. 3a
b Did the organization exercise a substantial degree of diraction 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
532025 09-21-16 Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 980-E2) 2016 DRAVET SYNDROME FOUNDATION INC 27-0924627 Page6
|Part V | Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations
1[I Check hereif the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 {explain in Part VI1.) See instructions. All
other Type Ill non-functionally integrated supporting organizations must complete Sections A through E.

(B) Current Year

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

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation and depletion

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

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

L4 BB [T = I P

Lo T [, RS [ A [ G T B

2]

-~

) B) Current Y’
Section B - Minimum Asset Amount (A) Prior Year B (o;tzz?ual) ol

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

Average monthly value of securities 1a

Average monthly cash balances 1ib
Fair market value of other non-exempt-use assels 1c
Total (add lines 1a, 1b, and 1c) 1d
Discount claimed for blockage or other
factors (explain in detail in Part VI):

2 Acquisition indebtedness applicable to non-exempt-use assets 2
Subtract line 2 from line 1d

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

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

Multiply line 5 by .035

Recoveries of prior-year distributions

Minimum Asset Amount (add line 7 to line &)

o o 0 o |

(4]
(]

»

@ |~ (& (Wt
@ |~ (3 | |

Section C - Distributable Amount Current Year

Adiusted net income for prior year (from Section A, line 8, Column A)
Enter 85% of line 1

Minimum asset amount for prior year {frem Section B, line 8, Column A)
Enter greater of line 2 or line 3

o | W=

Income tax imposed in prior year

Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction (see instructions) 6
7 |:] Check here if the current year is the organization’s first as a non-functionally integrated Type Il supporting organization (see
instructions).

@ | (B (N =

Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) 2016 DRAVET SYNDROME FOUNDATION INC 27-0924627 Pagez
[PartV | Type Il 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

3 Administrative expenses paid to accomplish exempt purposes of supported organizations

4 Amounts paid to acquire exempt-use assets

5 Qualified set-aside amounts (prior IRS approval required)

6

7

8

Other distributions (describe in Part VI). See instructions
Total annual distributions. Add lines 1 through 6
Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part V). See instructions
9 Distributable amount for 2016 from Section C, line 6
10 Line 8 amount divided by Line 9 amount

(i) (if) (iif)
) E Distrb Ut Underdistributions Distributable
Section E - Distribution Allocations (see instructions) A IR Pre-2016 Amount for 2016

1 Distributable amount for 2016 from Section C, line 6
2 Underdistributions, if any, for years prior to 2016 (reason-
abls cause required- explain in Part VI). See instructions

3 Excess distributions carryover, if any, to 20186;

From 2013

From 2014
From 2015
Total of lines 3a through e

Applied to underdistributions of prior years

Tl |t e oo o

Applied to 2016 distributable amount

Carryover from 2011 not applied (see instructions)
Hemainder. Sublract lines 3g, 3h, and 3i from 31.

IS

Distributions for 2016 from Section D,

line 7: $
Applied to underdistributions of prior years
Applied to 2016 distributable amount

o

¢ Remainder. Subtract lines 4a and 4b from 4

5 Remaining underdistributions for years prior to 2016, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero, explain in Part V1. See instructions

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

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

8 Breakdown of line 7:

Excess from 2013
Excess from 2014
Excess from 2015
Excess from 2018

T a0 oo

Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-E7) 2016 DRAVET SYNDROME FQOUNDATION INC 27-0924627 Pages

[Part VI | Supplemental Information. Provide the explanations required by Part Il, ine 10; Part II, line 17a or 17b: Part |1l line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 53, 6, 9a, 9b, 9¢, 11a, 11b, and 11¢; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b, 33, 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.)

632028 09-21-16 Schedule A (Form 990 or 990-EZ) 2016
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. - OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements =

{Form 990) P Complete if the organization answered "Yes" on Form 990, 20 1 6
PartlV, line 6, 7, 8,9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 123, or 12b. i

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

Internal Revenue Service P Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. Inspection

Name of the organization Employer identification number

DRAVET SYNDROME FOUNDATION INC 27-0924627

Part | 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 numberatend ofyear
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 adwsors in writing that the assets held in donor advised funds
are the organization's property, subject to the organization's exclusive legal control? |:| Yes [:l No
6 Did the organization inform all grantees, donors, and denor advisors in writing that grant 'Funds can be used only
for charitable purposes and not for the benefit of the donor or denor advisor, or for any other purpose conferring
impermissibleprivaterbansfit? . . e ess s G s s A S l:| Yes D No
| Part Il | Conservation Easements. Complets if the organization answered “Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
|:| Preservation of land for public use (e.g., recreation or education) i:l Preservation of a historically important land area
|:| Protection of natural habitat El Preservation of a certified historic structure
Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

[S2 B - I |

day of the tax year. Held at the End of the Tax Year
a Total number of coNServation BaSEMENtS | ... ... et nnens |28
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included in (a) 2c
d Number of conservation easements included in (¢) acquired after 8/17/06, and not on a hlStOI’IC strueture
listed in the National Register 2d
3 Number of conservation sasements mod|f|ed transferred released BXTIHQUIShed ar termlnated by the organlzatlon during the tax
year p-
4 Number of states where property subject to conservation easement is located p
5 Dees the organization have a written policy regarding the periodic menitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? I:' Yes [ Tno
6 Staff and volunteer hours davoted to monitoring, inspecting, handling of wolatlons and anforcmg consematlon easements during the year
>
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
> &
8 Does each conservation easement reportad on line 2(d) above satisfy the requirements of section 170(n){4)(B)(i)
and section 170M@)B)IN? ... o dyes [ wo

9 In Part Xlll, describe how the organization reports conservataen eaeements in Jts revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization's financial statements that describes the organization's accounting for

conservation easements.
Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yes" on Form 990, Part |V, line 8.
1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part XIII,
the text of the footnote to its financial staterments that describes these items.
b [f the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the following amounts

relating to these items:

(i) Revenue included on Form 990, Part VIl M€ 1 .3

(i) Assets included in Form 990, Part X ... .. . — |
2 If the organization received or held works of art, hlstoncal treasures or other Slmllar assets for f:nanmal gain, prowde

the following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenue included on Form @80, Part VIll, line 1 i P8
b_Assets included in Form 990, Part X .. e e
LHA For Paperwork Reduction Act Notice, see the [nstructlons for Form 990, Schedule D (Form 890) 2016

632051 08-28-16
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Schedule D (Form 990) 2016 DRAVET SYNDROME FOUNDATION INC 27-0924627 Prage?2
|Part lll | 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 are a significant use of its collection items
(check all that apply):
a |:| Public exhibition d D Loan or exchange programs
b D Scholarly research e |:| Other
¢ [_] Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part X1
5  During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
10 be sold to raise funds rather than to be maintained as part of the organization's collection? . ... m Yes D No
Part IV | Escrow and Custodial Arrangements. Complete if the organization answered “Yes" on Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.
1a |s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, PartX? .. RS e = I R | [ =1Ns
b If "Yes," explain the arrangement in Part XIII and compietp the foliowmg tabie

Amount
c Beginning balance e 18
d Additions during the YEar | e e |1
e Distributions during the YBAI ... ...t es et ee bbb le
f Ending balance .. if
2a Did the organization mclude an amount on Form 990 Par’t X Jlne 21 for escrow or CLIStDCIIEll account Ilabllny’? |:| Yes |:| No
b If "Yes," explain the arrangement in Part Xlll. Check here if the explanation has been providedonPart XUl ... |:|
|Part V | Endowment Funds. Complete if the organization answered "Yes" on Form 990, Part IV, line 10.
{a) Current year {(b) Prior year {c) Two yaars back | (d) Three years back | (e) Four years back
1a Beginning of year balance ... 12,769, 13,615, 13257, 11,469, 10,918,
b Contributions
¢ Net investment earnings, gains, and Iosses 477, 13, 11940, 2,942, 1.265.
d Grants or scholarships . . 640, 620, 580, 550. 520,
e Other expenditures for facilities
and programs A
f Administrative expenses 211, 239, 226, 210. 194,
g End ofvearbalancs ... 12 395, 12 769, 13,615, 13 2570, 11,469,
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment P %
b Permanent endowment %
¢ Temporarily restricted endowment B %
The percentages on lines 2a, 2b, and 2c should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization
by: Yes | No
(i) UNreIated OFGANIZALIONS | oot e B0 X
(ii) related organizations et er et | BT X
t: If "Yes" on line 3a(ii}, are the retated organlzanons ||sted as reqmred on Scheduie Fi° _________________________________________________________ 3b
Describe in Part Xlll the intended uses of the organization's endowment funds.
Part V1 | Land, Buildings, and Equipment.
Complete if the organization answered "Yes' on Form 990, Part |V, line 11a. See Form 890, Part X, line 10.
Description of property (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
1a land o T T AR S S PR T
b Bmldings T
¢ Leasehold |mprcvements
d Eguipment
e Other .
Total. Add Ilnes *Iathrouqh le. (Col’umn (d) must egua? Form 990, Part X, column (B), line 10c.) | < 0

Schedule D (Form 990) 2016
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Schedule D (Form 990) 2016 DRAVET SYNDROME FQUNDATION INC 27-0924627 Page3

' Part VII| Investments - Other Securities.

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

(a) Description of sacurity or category (including name of security)

(b) Book value

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

(1) Financial derivatives
(2) Closely-held equity interests
(3) Other

(A)

(B)

(C)

)

(=]

(F)

(@)

(H)

Total. (Col. (b) must equal Form 950, Part X, col. (B) line 12.) B

Part Vlli| Investments - Program Related.

Complate if the organization answered "Yes"

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

(a) Description of investment

(b) Book value

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

()

(2)

(3]

(4)

(5)

(6)

(7)

(8

(9)

Total. (Col. (b) must equal Form 890, Part X_enl. (B} lins 13.) b

Part IX | Other Assets.

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

(a) Description

(b) Book value

(1)

(2)

(3

(4)

(5)

(6)

(7]

(8

)

Total: {Colthinn (bl mtistequal Eorn B0 et G Tk (B I 0 i L e s s ey S O i |

Part X | Other Liabilities.

Complete if the organization answered "Yes" on Form 990, Part [V, line 11e or 11f. See Form 990, Part X, line 25.

1. (a) Description of liability

(b) Book value

(1) Federal income taxes

@

(3)

()

(5)

(&)

@)

(8

)]

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

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

632053 08-20-16
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Schedule D (Form 990) 2016 DRAVET SYNDROME FOUNDATION INC 27-0924627 Page4d
|Part Xl [ 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 1,108 r 955 .
2 Amounts included on line 1 but not on Form 990, Part VI, line 12:
a Netunrealized gains (losses) on investments ... | 2a
b Donated services and use of facilities ... | 2p
¢ RUcovEres DFPIgRVERIIENE oo e S e e s s, ||
d Other (Describe in Part XIIL.) 2
§ BIEHRERIIOIINR e eee———— | 0.
3 Subtractline 2e from liNe 1 ... | 8 1,108,955,
4 Amounts included on Form 990, Part VI, line 12, but not on line 1:
a Investment expenses not included on Form 980, Part VIll, line 7b ... . 4a
b Other (Describein Part XIL) e, ab
¢ Addlinesd4aand4b e | 0.
Total revenue. Add lines Sand 4c (Th.-s _— squaf Fites 990 Parﬂ e 1?) 5 1,108,955.

‘ Part XIl [ Reconciliation of Expenses per Audited Financial Statements Wlth Expenses per Return.

Complete if the organization answered "Yas" on Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements 1 872,743,
2 Amounts included on line 1 but not on Form 980, Part 1X, lina 25:

a Donated services and use of faciltes . | 2a

b Prioryearadjustments ... | 2D

€ OtherlosSes | .. . .. . e |20

d Other (Describe in Part XUL) 2d

B PRI TERR IO o 55 S A S S st | O 0.
3 SRR T BONINE T, om0 A S e s || 872,743,

4  Amounts included on Form 890, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part VIl line 76 . .. .. ... | 4a

b Other (Describein Partxity . [a

C AQANNeS4aand db . oo eeeeeeeenne|_4C 0.
Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part |, line 18.) .....ocoooovoivciviiviiiiciciiiccicie. | 5 B72,743.

| Part X1l Supplemental Information.
Provide the descriptions required for Part I, lines 3, 5, and 9; Part |Il, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X|,
lines 2d and 4b; and Part X, lines 2d and 4b, Also complete this part to provide any additional information.

PART V, LINE 4:

THE INTEREST INCOME WILL BE USED TO PROVIDE SERVICES TO INDIVIDUALS

SUFFERING FROM DRAVET SYNDROME IN THE STATE OF TIOWA.

PART X, LINE 2:

THE FQUNDATION RECOGNIZES THE EFFECT OF TAX POSITIONS ONLY WHEN THEY ARE

MORE THAN LIKELY THAT NOT OF BEING SUSTAINED. MANAGEMENT HAS DETERMINED

THAT THE FOUNDATION HAD NO UNCERTAIN TAX POSITIONS THAT WOULD REQUIRE

FINANCIAL STATEMENT RECOGNITION. TAX YEARS DATING BACK TO 2013 REMAIN OPEN

TO EXAMINATION BY FEDERAL AND STATE AUTHORITIES.

832064 08-29-16 Schedule D (Form 990) 2016
29
10380412 806990 DRAVET 2016.03030 DRAVET SYNDROME FOUNDATION DRAVETI1



Schedule D (Form 990) 2016 DRAVET SYNDRCOME FQUNDATION INC 27-0924627 Pages
‘Part XIll | Supplemental Information (continued) B

Schedule D (Form 9980) 2016

632055 08-29-16
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SCHEQULEG Supplemental Information Regarding Fundraising or Gaming Activities e

Form 990 or 990-EZ
¢ ) Complete if the organization answered "Yes" on Form 990, Part IV, line 17, 18, or 19, or if the 20 1 6
organization entered more than $15,000 on Form 990-EZ, line 6a.
Departmont of the Treasury P Attach to Form 990 or Form 990-EZ. Open to Public
IR S P> information about Schedule G (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form$90. Inspection
Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC 27-0824627
| Part | 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 D Solicitation of non-government grants
b l:] Internet and email solicitations f |:] Solicitation of government grants
c Phone solicitations g D Special fundraising events

d D In-person solicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or
key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? |:| Yes D No
b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.

: iii) Di ) v) Amount paid - ;
(i) Name and address of individual il 0K | iv) Gross receipts | to lar retaines by) | () Amount paid
or entity (fundraiser) i) vty have ustady | ™ sm activity pollsiucbiogy to (or retained by)
contributions? listed in col. (i) ORgaTREaNA
Yes | No
Total e e e e R R AT
3 List all states in which the organization is registered or licensed to solicit contributions or has been natified it is exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2016
632081 09-12-16
31

10380412 806990 DRAVET 2016.03030 DRAVET SYNDROME FOUNDATION DRAVET1



Schedule G (Form 990 or 990-E7) 2016 DRAVET SYNDROME FQUNDATION TNC 27—

0924627 Page2

'Part Il | 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 events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
BUTTERFLY (add col. (a) through
BASH, RACES /WALKS 5 col. ()
@ (event type) (event type) (total number} A&
5
ig? 1 Grossreceipts ... 191,438- 258,773- 19_2_,_297. 642,508.
2 Less: Contributions
3 Gross income (line 1 minusline2) ... 191,438. 258773 192,297. 642,508,
4 Cashprizes | ...
5 Noncash prizes
g
& | 8 Rent/facility costs
T R T RS
i
817 Foodand beverages ........oeew |
B | |
' 8 Entertainment
9 Otherdirect expenses 61,707 32,572, 26,045, 120,324.
10 Direct expense summary. Add l|nes4thr0ugh Qincolumn(d) 120324
Net income summary. Subtract line 10 from line 3, column (d) ... | E22. 184

11
Part lll | Gaming. Complete if the organization answered “Yes" on Form 990, Part IV ine ‘19 or repnrted more than
$15,000 on Form 990-EZ, line Ba.

- {b) Pull tabs/instant : (d) Total gaming (add
w
2 (@) Bingo bingo/progressive bingo () Db gaming col. (a) through col. {¢))
:
o
1 Grossrevenue ...
o |2 Cashprizes .
b
5
9|3 Noneashprizes . ...
|
©
214 Rentfacilitycosts ...
&)
5 OtherdireCtexXpenses . .. ... ............oooo...
l____]Yes % DYes % DYes %
6 Volunteerlabor [ INo [ INo [ INo
7 Direct expense summary. Add lines 2 through 5 in column (d) .. ... P
8 Net gaming income summary. Subtract line 7 from line i, column{d) ... ... . ... P

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

a Is the organization licensed to conduct gaming activities in each of these states? D Yes I:] No
b If "No," explain:

10a Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year? :' Yes D No
b If "Yes," explain:

632082 00-12-18 Schedule G (Form 990 or 990-EZ) 2016
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Scheduls G (Form 990 or 990-E7) 2016 DRAVET SYNDROME FQOUNDATION INC 27-0924627 Pages

11 Does the organization conduct gaming activities with nonmembers? D Yes |:| No
12 Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnerahlp or G‘thﬁl’ antlty formed
to administer charitable gaming? ST IAS (N |. " N I "
13 Indicate the percentage of gaming actmty conducted in:
8 INeorganizabtion'S HBCIIY. .. oy er s sess onmo onm e s sime s s s oo ys bR P TS T S S A s s s, |1 O %
B ATOUESIABIEIEIMING oo rimmmamnbvesmoomsnoomesn s oo T P T S R S P AT 13b %

14 Enter the name and address of the person who prepares the organization's gaming/special events books and records:

Name P
Address b
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? |:| Yes |:| No
b If "Yes," enter the amount of gaming revenue received by the organization P $ and the amount

of gaming revenue retained by the third party B $
c If "Yes," enter name and address of the third party:

Name P

Address P

16 Gaming manager information:

Name P

Gaming manager compensation B §

Description of services provided P

D Director/officer D Employee D Independent contractor

17 Mandatory distributions:
a ls the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? ... . |:| Yes [ INo
b Enter the amount of distributions requn'ed under state Iaw to be d|stnbuted to other exempt orgamzat:ons or spent in the
organization's own exempt activities during the tax year | )
|Part v Supplemental Information. Provide the explanations required by Part I, line 2b, columns (jii} and (v); and Part lll, lines 8, Sb, 10b, 15b,
15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions

632083 08-12-16 Schedule G (Form 990 or 990-EZ) 2016
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Schedule G (Form 990 or 890-EZ) DRAVET SYNDROME FOQUNDATION INC 27-0924627 Pages
[Part IV | Supplemental information (ontinued) i

Schedule G (Form 290 or 990-EZ)
§32084
04-01-18
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SCHEDULE M Noncash Contributions OV No. T546-0047

(Form 990) 20 1 6
B> Complete if the organizations answered "Yes" on Form 990, Part IV, lines 29 or 30.
Department of the Treasury P> Attach to Form 990. Open To Public
el el B> Information about Schedule M (Form 990) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC 27-0924627
|Part| | Types of Property
a (b) (c) (d)
Check if Number of Noncash contribution Method of determining
applicable | contributions or | amounts reported on noncash contribution amounts
iterns contributed| Form 990, Part VI, line 1g
1 Art-Worksofart X 2 235.FMV
2 Art- Historical treasures
3 Ant - Fractional interests
4 Books and publications
5 Clothing and household goods
6 Carsandothervehicles ...~
7 Boatsandplanes | . o
8 Intellectual property
9 Securities - Publicly traded
10 Securities - Closely held stock .
11 Securities - Partnership, LLC, or
trust interests e —
12 Securities - Miscellaneous
13 Qualified conservation contribution -
Historic structures
14 Qualified conservation contribution - Other
15 Real estate - Residential
16 Real estate - Commercial .
1% Realestate < Othelr ..
18 Clleetiblies: oo s
19 Food INVentory | ...,
20 Drugs and medical supplies
21 Taxidermy e,
22 Historical artifacts
23 Scientific specimens .
24 Archeological artifacts
25 Other P ( HEALTH/BEAUTY ) X 924 8,290.FMV
26 Other P ( RECREATION/TR) X 8 6,774 ., FMV
27 Other P ( ENTERTAINMENT ) X 23 3,918.FMV
28 Other » ( FOOD/BEVERAGE ) X 41 3,615.FMV
29 Number of Forms 8283 received by the organization during the tax year for contributions
for which the organization completed Form 8283, Part IV, Donee Acknowledgement 29
Yes | No
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through 28, that it
must hold for at least three years from the date of the initial contribution, and which isn't required to be used for
exempt purpases for the entire holding PBIIOGT | | ... sh et s e 30a X
b If “Yes," describe the arrangement in Part Il
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions? 31 X
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
SUNRITINET. o e et e F A A o s M P S s ot B el P et | RS X
b If "Yes," describe in Part II.
33  If the organization didn't report an amount in column (c) for a type of property for which column (a) is checked,
describe in Part 1.
LHA  For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 220) (2016)

632141 08-23-18
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Schedule M (Form 990} 201BRAVET SYNDROME FQUNDATION INC

27-0924627 Page 2

|.-Part Il ] Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether the organization
is reporting in Part |, column (b), the number of contributions, the number of items received, or a combination of both. Also complete

this part for any additional information.

PART I, OTHER TYPES OF PROPERTY:

HOME & GARDEN

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 16

(C) REVENUE REPORTED ON FORM 990, PART VIII $ 2528.

(D) METHOD OF DETERMINING REVENUE: FMV

CHILDRENS TITEMS

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 20

(C) REVENUE REPORTED ON FORM 990, PART VIII § 2453.

(D) METHOD OF DETERMINING REVENUE: FMV

SPORTS GEAR

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 17

(C) REVENUE REPORTED ON FORM 990, PART VIII § 1749.

(D) METHOD OF DETERMINING REVENUE: FMV

APPAREL

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 5

(C) REVENUE REPORTED ON FORM 990, PART VIII §$ 837.

(D) METHOD OF DETERMINING REVENUE: FMV

PHOTOGRAPHY

(A) CHECK IF APPLICABLE = X

Ga2142 08-23-16
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Schedule M (Form 990) (2016) DRAVET SYNDROME FQUNDATION INC 27-0924627 Page 2

*Part Il | Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether the organization

is reporting in Part |, column (b}, the number of contributions, the number of items received, or a combination of both. Also complete
this part for any additional information.

(B) NUMBER OF CONTRIBUTIONS = 2

(C) REVENUE REPORTED ON FORM 990, PART VIITI & 660.

(D) METHOD OF DETERMINING REVENUE: FMV

APPLIANCES

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 3

(C) REVENUE REPORTED ON FORM 990, PART VIII $ 609.

(D) METHOD OF DETERMINING REVENUE: FMV

SPORTING EVENTS

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 2

(C) REVENUE REPORTED ON FORM 990, PART VIII § 378.

(D) METHOD OF DETERMINING REVENUE: FMV

JEWELRY

(A) CHECK IF APPLICABLE = X

(B) NUMBER OF CONTRIBUTIONS = 6931

(C) REVENUE REPORTED ON FORM 990, PART VIII § 23.

(D) METHOD OF DETERMINING REVENUE: FMV

5a7142 08-23-16 Schedule M (Form 990) (20186)
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ °§”ﬁ‘iisé°‘”

{Form 990 or 990-EZ) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.
Department of the Treasury B Attach to Form 990 or 990-EZ. Open to Public
Internal Revenue Service | B> information about Schedule O (Form 990 or 990-EZ) and its instructions is at Www.irs.gov/form990. Inspection
Name of the organization Employer identification number
DRAVET SYNDROME FQUNDATION INC 27-0924627

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

FOR DRAVET SYNDROME AND RELATED EPILEPSIES, WHILE PROVIDING SUPORT TO

AFFECTED INDIVIDUALS AND FAMILIES. THE DSF SEEKS BETTER TREATMENT

OPTIONS AND A CURE FOR THESE DEVASTATING SEIZURE DISORDERS.

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

CLINICIANS TO COLLABORATE AND DISCUSS BETTER TREATMENT OPTIONS AND A

ROADMAP TOWARD A CURE AND HOW TO BEST FACILITATE BOTH. WE UNDERSTAND

THAT MEDICAL EXPENSES ARE HIGH WHEN CARING FOR A CHILD WITH CHRONIC

HEALTH ISSUES. UNFORTUNATLEY, SOME OF THE ITEMS THAT MIGHT IMPROVE THE

QUALITY OF LIFE FOR THE CHILD AND/OR FAMILY ARE NOT ALWAYS COVERED BY

MEDICAL INSURANCE. THROUGH OUR INTERNATIONAL PATIENT ASSISTANCE GRANT

PROGRAM ( IPAG), WE PROVIDE GRANTS TO COVER THESE ITEMS.

FORM 990, PART VI, SECTION B, LINE 11B:

THE EXECUTIVE COMMITTEE OF THE BOARD OF DIRECTORS MEETS WITH THE CERTIFIED

PUBLIC ACCOUNTANT TO REVIEW AND APPROVE THE AUDITED FINANCIAL STATEMENTS

AND FORM 990.

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

MONITORING AND ENFORCING THE ORGANTIZATIONS CONFLICT OF INTEREST POLICY.

FORM 990, PART VI, SECTION C, LINE 18:

THE DRAVET SYNDROME FOUNDATION FORM 990 IS AVAILABLE FOR PUBLIC INSPECTION

ON THE ORGANIZATIONS WEBSITE. THE ORGANIZATIONS ORGANIZING DOCUMENTS ARE

AVATLABLE FOR INSPECTION UPON WRITTEN REQUEST TO THE PRESIDENT.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 980 or 990-EZ) (2016)

632211 08-25-18
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Schedule O (Form 990 or 990-E2) (2016) Page 2
Name of the organization Employer identification number

DRAVET SYNDROME FQUNDATION INC 27-0924627

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

THE DRAVET SYNDROME FOUNDATION MAKES ITS GOVERNING DOCUMENTS, CONFLICT OF

INTEREST POLICY AND FINANCIAL STATEMENTS AVAILABLE TO THE PUBLIC UPON PRIOR

WRITTEN REQUEST TO THE PRESIDENT,

832212 08-25-16 Schedule O (Form 990 or 990-EZ) (2016)
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