990

Return of Organization Exempt From Income Tax
Under section 501[c), 527, or 4847(a)(1) of the Internal Revenue Code (excapt biack lung

Depwtmant of the Treassry beneft et or pri_vate fou“daﬁc,m} i L opﬁﬂ,.‘lﬂf P-bhhd
Internal Revenus Senics P The arganization may have 10 use & copy of this return 10 satiafy sigle reporting raguiremants. Inspection
A For the 2011 calendar yeer, or tax year baglnning and ending _
B creit |€ Name of organization D Employer identification numbaer
applicable
[Jise= | DRAVET SYNDROME FOUNDATION INC
orng= | Doing Business As 27-0924627
L o Number and street (or P.0. box if mailis not delivered to streat address) Room/suite | E Telephons number
lemn- | 1] NANCY DRIVE 8203.880,9456
::"&73"“ Cﬁy or town, state or country, and ZIP + 4 @ Orosc receipte 3 61 3 L 117
[lagpe- | MONROE, CT 06468 Hia) la this a group retum
PENdng [ = Name and address of principal officer: LORT Q'DRISCOLL for affiliates? [ Jves [XINo
SAME AS C ABOVE | H(b) Are all affiliates included? [(Jves [ Ino
| Taxexempt status: X1 501(c)(3) [ 5011 ¢ Y (nsertno) L_Jasaz@)(or [_]527]  If"No," attach a fist. (see instructions)
WWW . DRAVETFOUNDATION . ORG H{c) Group exsmption number |

J Webaite: p=

Association |__] Other B>

Form of organization: LX) Corparation (| Trust [ ]
[Part1] Summary

TL Year of formation; 199 | M Stats of legal domicile; CT

1 Briefly descrina the organization’s mission or most significant activities; THE MISSION OF THE DRAVET
g SYNDROME FQUNDATION, (DSF) 18 TO AGGRESSIVELY RAISE RESEARCH FUNDS
| 2 Checkthis box B [_1if the organization discontinued its operations or disposad of more than 25% af its net assals.
g A Numbar of voting members of the governing body (Part VI, fINg 18] i 3 4
@ | & Numbar of independent voting membera of the governing body (Part Vi, line 1b) 4 4
@ | 5 Total number of individuals employed in calendar year 2011 (Part V, N8 28) ..., iccovmvsrrnee |2 Q
E 8 Total number of volunteers (@51MATe if NECESSANY) ...........ccooouiesesismessmmmmssmmmsiassssosss s sasssniaes J— 6 150
2 7 a Total unrelated business revenue from Part VIIL, column (CL N 12 s s Ta e
i b Net unrelated bueiness taxable income from Form 990-T, line i D S R T PO e i; 5 0.
: Prior Year Current Year
@ | 8 Contributions and grants (Part Vil line 1h) ... R T T 338,407, 71,524,
2| 9 Program service ravenue (Part VIL NG 20) oo 0. 0.
5 10 Investment income (Part VI, celumn (A), Jines 3, 4, and 7d) ... e 0. 0.
11 Other revenue (Part Vill, column (A), lines 5, 6d, 8¢, 9c, 10c, and 11€) ..o 0. 397,935,
12 Total revenus - add lines 8 through 11 (must equal Part VIll, calumn (A), line 12) 338,407. 469,459.
13 Grants and similar amounts paid (Part 1X, column (A), lines 1-3) 14,085. 424 ,078.
14 Benefits paid to or for members (Part IX, column (A), line 4) ... B 0. 0.
«w | 15 Salaries, ather compensation, emplayss penefits (Part [X, column (A), lines 510 ... 0. 0.
g 16a Profassional fundraising feas (Part IX, column (A), line 11e) .. oien 0. , 0 .
g b Tolal fundraising expenses (Part IX, column (D), line 26) [ 3 35,701. »- sy kT TR e By g
W | 47 Other expenses (Part IX, column (A), lines 112 17d, 114248) | 85,539. 52,758.
18 Total expenses. Add lines 1317 (must equal Part IX, column (A}, line 25) ... 99,624. 476,836,
19 Revenue less expenses. Subtract line 18 FOM NG IZ . .ooerruceeisvipunsicnns e 238,783, <7,377.>
E§ Baginning of Current Year End of Year
55| 20 Totalassels (Part X, N€ 16) ... 121,679. 206,892,
231 21 Totallabities (PAX. NN 26) .o e 0. 81,006,
Ef_ 29 Nat assets or fund balances. Subtract lina 24 fromUne 20 ..ocooooioioiiniiiiiiaii i e ,I 1 gl ’ 679. 1 25 7 g8 6___.__

Part-1l | Signature Bl

ock

Under penalties of perjury, | declare that | have examinad this returm, including accompanying sched

true, correct, and complete. Dec

laration of preparer (cther than officer) is based an all information of which preparer has any knowlgags.

ules and statements, and to the bast of my knowledge and belief, itis

sign ’ Signature of officar e o 7 ¥ bamd g
Here LORI O'DRISCOLL, PRESIDENT DR A

Type of print name and lillg i e o

Print/Type preparer's name Praﬁg's signatur Date . ﬁiﬁ-g“““ ]| PmN
Paid RIAN C. WHITE ém_ﬂ swiemgoyes P00058320
Preparer |[Firm'sname STUDLEY, WHITE & ASSQOCIATES P 54 Firm's EIN g 06-0990132
Use Only | Firm's addressp. E + O BOX 399
DANBURY, CT 06813 1?h0nenap203—748—6517

May the IRS discugs this retum with the preparer shown above? (868 INSHUCHONS) .. oo ST Yes |__{No
152001 012312 LHA For Paperwork Reduction Act Notice, see the saparate instructions. Form 990 (2011)

SEE SCHEDULE C FOR ORGANIZATION MISSION STATEMENT CONTINUATION



Form 990 {2011) DRAVET SYNDROME_FOUNDATION INC 27-0924627 Page2
‘Fart i | Statement of Program Service Accomplishrments
Check if Schedule O contains a responge 1o any guestion In this Far 1T USSP PNy PRI SO SRR PR LRI
1  Briefly describe the organization’s mission.
THE DSF _FUNDS RESEARCH TOWARD BETTER TREATMENTS AND A CURE OF DRAVET
SYNDROME AND RELATED EPILEPSIES BY AWARDING RESEARCH GRATNS TO
QUALIFIED SCIENTISTS AND DOCTORS. THE DSF PRODUCES AN ANNUAL RESEARCH
ROUNDTABLE MEETING TO PROVIDE THE OPPORTUNITY FOR RESEARCHERS AND

2  Did the organization undertake any significant program sarvicas during the year which ware not listed an

N T ——————— . [ves XInNe
4 "Yes," dascribe these new services on Schedule O.
3 Did the grganization cease conducting, or make significant changes in how It gonducts, any program 2emvices? ... D Yos [j:l No

If "Yes," deacribe thasa changes on Schedula (0}
4 Describe the organization's program service aecomplishments for each of its three largest program services, as measurcd by oxpenses.
Section 501(c)@) and 501(c)(4) organizations and section 4947 (a)(1) rusts are required 1o report the amount of grants and aliocations o
others, the total expensgag, and revenus, It any. for each program service reponed.

4a  (godw ) (Exponacs & 385,148 . ncudingorantsof$ ) (Reverue s )
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

ah {C‘oua: j[Emanaees 2,812- ingluding grants of § }(F"Bwnuaﬁ ]
THE DSF PRODUCES AN ANNUAL RESEARCH ROUNDTABLE MEETING TO PROVIDE
OPPORTUNITY FOR RESEARCHERS AND CIL,INICIANS TO COLLABORATE AND DISCUSS
BETTER TREATMENT OPTIONS AND A ROADMAP TOWARD A CURE AND HOW TO BEST
FACILITATE BOTH.

4c  {Cuue ) Expenaess 36,310. inoudingoantes s {Ravenue $ )
WE UNDERSTAND THAT MEDICAL EXPENSES ARE HIGH WHEN CARING FOR A CHILD
WITH CHRONIC HEALTH ISSUES. UNFORTUNATLEY, SOME OF TE ITEMS THAT MIGHT
IMPROVE THE QUALITY OF LIFE FOR THE CHILD AND/OR FAMILY ARE NOT ALWAYS
COVERED BY MEDICAL TINSURANCE. THROUGH QUT INTERNATIONAL PATIENT
ASSISTANCE PROGRAM GRANT PROGRAM( IPAG), WE PROVIDE GRANTS TO COVER

THESE ITEMS.

4d  Other program services (Describe in Sch edule 0.}

{Expenges & Ingluding grants of § ) {Revenus % )
4o Total program gervice expenses > 434,271.
o Form 990 o11)
02-09-12
2
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Foxm 980 (2011 DRAVET S ROME FOUNDATIQN INC 27-0924627 Page3
Fart IV | Checklist of Required Schedules

Yes | No
1 Is the organization described in section 5071(c)3) or 4947 (a)(1) {other than a private foundation)?
o, 1 | X
5 Is the organization required ta complets Scheduie &, Schedule OF CONADUIONT || .oo.ovriceieeeecesipimssom st 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of orin opposition to candidates for
public office? Hf *Yas, complete Schedule C, PATI ..o I R 3 X
4 Section 504(c)(3) organizations. Did the organization eNgage in loblying activities, or hava a section 501{h} election in affect
during the tax year? if "Yes," complete Schadute C, Fart Il ... e A S SRR SRR & X
5 |s the organization a section 501(c)(4), 901{c)(5), or 501(c)(6) organization that raceives membarship dues, assessments, or
cimilar amounts as defined in Revenue Progedurs 88197 If "Yes,” complete Qe GBI s ssssesnss 5 X
6 Did the organization maintain any donor advisad funds or any similar funds or accounts for which donors hava the right to
provide advice on the distribution or investment of amounts in such funds or accounts? if "Yes," complete Schedule D, Part] | B X
7 Did the organization receive of hald a conservation sasament, including easements to preserve open space,
{he environmant, historic lana areas, or historic structures? If "Yas," complete Schadufe O, Part I ... R S 7 X
g Did the organization maintain calections of works of art, historical treasures, or other similar assats? If "Yes," complate
SERGRUEDPAIEN . . - coiosseemsmssmsmsessstatimsmsasesece s i R SR e T TTI—— 8 X
9 Did the organization report ap amount in Par X, ling 21: serve as a custodian for amounts not fisted in Part X; or provide
cradit counseling, debt management, cradit repalr, o debt negotiation gervices? If "Yes,” completa Schedule D, Part IV 2} X
10  Did tha organization, dirgctly or through a ralated organization, hotd assels in temporarily restricted endowments, permanant
endowments, or quasi-endowmeants? If "Yes,” complete Schedie D, PAM Vs s e X._
11 If the organization’'s answer to any of the following questions is "Yes,” than complete Schedule D, Parts VI, ViL, VIl [X, or X i
as applicable,
@ Did the organization report an amount for land, bulldings, and equipment in Part X, line 107 If “Yes," complete Schedule D,
T Sl ey Sl SN —— 11a X
b Did the organization report an amount for investments - other secunties In Part X, line 12 that is 5% or more of its total
acesta reportad in Part X, line 167 If "Yas, ™ camplete SCHOAUIE D, PRI VI .........cocoooivoriociwissssristosssis oo 11h X
o Did the organization report an amount for invastments - program related in Part X, lina 13 th at is 5% or mora of its total
assels raported in Part X, line 167 If "Yes," compiete Schedule D P VI N s i1c X
d Did the organization report an amount for other assets in Part X, line 16 that is 5% or more of it3 totel assats reported in
Part X, line 167 If *Yes," complete SChedule D, PAIIX .............ooworoeioooicvisiions LT L Trm—— 1d| X
& Did the organization report an amount for ather liabilities in Part X, lina 252 If "Yes," complete Schedule D, Part b S 11e X
f Did the grganization's separate or consolidated financial statements for the tax year includa a footnote that addrasses
the erganization’s liability for uncertain tax poaitions under FIN 48 (ASCG 740)? if "Yes," complete Schedule D, Part X ... 11f X
12a Did the organization oblain separats, indapendent auditad financial statements for the tax year? If "Yes,' complata
Scheduie D, Parts Xi, Xll, and Xt ... s eesei e eress e ap s s e A SR R S AR 12al X
b Was tha arganization included in consolidated, independent audited financial statamants for the tax year?
If "Yes," and if the organization answared *No” to Iine 12a, then completing Schedule D, Parts Xi, XH, end Xill is optionsl ... 12b O
13 I the organization a scheol described in section 170(0)M)(ANi)? if "Yes,” complete Schedule 13 X
14a Did tha organization maintain an office, employees, of agents outside of the United States? . | 14a X

b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundralsing, business,
investment, and program ssrvice activities outaide the United States. or aggregate fareign investments valued at $100,000

or mora? If "Yes, " complete SCNAAUIA F, PATES | 81U IV ...co.oieeiiraisssp s st oot b S 14b A
15  Did the organization report on Part IX, column (A), line 3, mare than $5,000 of grants or assistance to any arganization

or enlity located outside the United States? If "Yes," complete Schedule F, Parts lland IV e 15 X
18 Did the organization report on Part [X, celumn (A}, line 3. mora than $5,000 of aggregate grants or assistance to individuals

located outside the United States? if *Yes," compiete Schadule F, Parts M and IV ...c..cooiii s 16 X
17 Did the organization report atotal of more than $15,000 of expanses for professional fundraising services on Part X,

column (A), nes 6 and 117 If *Yes,* compfete Schedule G, Part ! et e S S S srenrmepmma A A 17 X
18  Did the arganization report more than $15,000 total of fundraising event gross incoma and contributions on Part VI, lines

1c and Ba? If "Yas," complete Schedule G, PArtll ..o O 181 X
1§  Did the organization report more than $15,000 of gross incorme from gaming activities on Part V|, line 8a7 i "Yes,"

COMMIEtE SCROTUIE G, PRIEMI ...\ .....o..veoeieoeeremmmseeeeeeoeoeossosaSes a0 et en s 19 X
2pa Did the organization cperate ona or more hospital facilities? # "Yes," complete Schedule H e e E X

b_If "Yes" to lina 204, did the organization attach a copy of its audited financial statements 1o this U s, 206
Farm 990 (2011)
132003
g1-z23-12
3
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Eqrrn 990 (2011) DRAVET SYNDROME FOUNDATION INC 27-0924627 Page4
[PartIV | Checklist of Required Schedules continued) .

Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to any govemnment or organization in the
United States on Part IX, column (A), line 12 If "Yes," complete Schedula |, Parts 1and Il e 21 | X
72 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part IX,
column (A), line 27 if "Yes," complete Schedule J, Parts Tand Il v X

23 Did the organization answer "Yes" to Part Vil, Saction A, line 3, 4, or 5 about compensation of the organization's currant
and former officera, directors, trustees, key employees, and highast compansaled employees? /" Yes, " complata
Schedula J .. ... AR P sty 23 X

24a Did tha organization have a tax-exermpt bond issu@ with an autstanding principal amount of more than $100,000 ag of the
Jast day of the year, that was issued after Dacember 31, 20027 If "Yes," answer lines 24b through 24d and complete

Schodule K. If "NO", GO IO @ 2B | eiesesse s o e s e e 24a X
b Did the organization invast any proceeds of tax-exempt bonds beyond a tempeorary periad exception? e | 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during ths year 1o defaase
any tax-exempt bonds? | ... T I, ol Y e L AT ST 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding al any time during the year? . ... 24d
263 Section 501(c)(3) and 501(c){4) organizalions, Did the organization engage in an axcess banefit transaction with a
disqualified person during the year? If *Yes,* complete Schedul L, Part | ... R ———— 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in & priar year, and
that the transaction has not been reported on any of the organization’s prior Forns $90 or 990-E27 If *Yes, " complete

Schedule L, Part! ... .. Bl e oo seessstme PSR R SR Sy e e AR 25b X
26 Wwas a loan to or by a current or former officer, diractor, trustae, key employee, highly compensated amployas, or disgualitied
person outstanding ss of the'end of the organization's tax year? If "Yes,” complete Schedule L, Part il ... ... 25 X

27  Did the organization provide a grant or othar assistance to an officer, director, trustee, key employes, substantial
contributor or employas thareof, a grant selection committes membar, of to a 35% controlled entity or family membar

of any of these persons? If "Yes,” completa Schaduls L, Partill ... ... T —— z1 X
58  Was the organization a party to a business transaction with one of tha following parties (see Schedule L Parl IV S
instructions for applicable filing thrasholds, conditions, and exceptions): otk
a A curent or former officer, director, trustee, or key emplayee? If "Yas," complete Schedule L, Part IV ... ... 208

A family membar of a current or former officer, director, trustee, or kay employse? If “Yes," complete Schedule L, Part IV ., | 280

37 Dld the organizatlon conduct more than 5% of its activities through an entily thal is nol a related organization
and that is treated as a partnership for federal income tax purposes? if "Yes, " completa Schedule B, Fart VI .....cecieicinn 3T
38 Did the organization completa Schedule O and provide axplanations in Schedule O for Part VI, lines 11 and 197

X
h X
¢ An entity of which a current or former officer, diractor, trustae, or key employee (or a family member tharaof) was an officar,
director, trustee, or direct or indirect owner? If *Yos,” compiete SChedule L, PAILIV . ........ccumrissmsssmsiesssnenieie . |28 X
20  Did the organization receive mors than $26,000 in non-cash contributions? If "Yes, " complete Schedule M ... J_Qﬂ X
a0  Did the orpanization receive contributions of art, historical treasures, or other similar assets, or qualified conaervation
contributions? If 'Yes." complata Schadulo M ... R e - ey e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? ' r
If "Yes, " complete Schedule N, Parti .. ... o s T e S et e e 31 £
32  Did the organization sell, exchange, disposa of, ar transter more than 25% of its net assesif "Yes," complete {
SOOI L BN s omos o 0550 S R e {32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701.2 and 301.7701-3? if "Yas," complete Scheduie R, Part! . ... et R B 33 X
34 Was the organization ralated to any tax-exempt or taxabls entity? .
If “Yas," complate Schadule R, Parts il i, IV, and V dine T ... o RS SRR IR, X
35a Did the organization have a controlled antity within the meaning of section B12BK13)7 .. | 35a X
b Did e organization receive any payment wom or engage In any transactlon with a controlled entity within the mseaning of
section S12(b)13)7 If *Yes,* complete SChedule A, Part V, e 2 . ... ..o iimimsmassissseess s esbess b i -5 B > S
36 Section 501(c){3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
1F "Ves,* COmplete STHETUIE R, PR V, B8 2 |, ... .oovssewssioreeseeseieseeeesees e oos oo bbb e 38 X
X

Note. All Farm 990 filsrs are required to complets Schedule O T 38 | X
Form 990 (2011)
132004
0‘1-3_3-12
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DRAVET S ROME FO

ATION INC 27-0924627 PageB

PartV] Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a respanse to any question NINISPAMY e e 1
Yes No
4a Enter the number reported in Box 3 of Form 1096, Enter O if noT @pplicable | i 1a | K
b Entor the number of Farms W-2G included in line {a. Enter -0 if notapplicable ... b
¢ Did the organization comply with backup Withholding rules for reportabla payments to vendors and reportable gaming R i
(gambling) Winnings to prize WINOErS? ... R B AR e T E———————— | te _ _
2a Entsr the number of mployses reported on Form W-3, Transmittal of Wage and Tax Stalements, L I g
filad for the calendar year ending with or within the year covered by thig returm ... [ 22 )
b If at least one is reportad on line 2a, did the organization file all requirad federal emplaymant tax rotumMs? . oirenees 20
Note. | the sum of lings 1aand 2a is graater than 250, you may be required to e-file (see inatructions) T O T
aa Did the organization hava unrelated business gross Income of $1,000 or more during the year? R T 3a X
b If "Yes," has it filed a Form §80-T for this year? if *No," provida an explanation in Schedule O 3b
4a Ar any time during the calendar year, did the organization have an interest in, or & signature or other autharity over, 8
fnancial account in a foralgn country (such as a bank ascourt, securities account, or other financial account)? ... da_ X
b If "Yes," enter the name of the foraign country: > b
Sas instructions for filing requirements for Form TO F 90-22.1, Report of Foreign Bank and Financial Ac¢aunts. g A
6a Was the organizationapartytoa prohibitad tax sheiter transaction &t any time during the tax year? ... Ga X
b Did any taxable party notify the organization that it wag oria a party 103 prohibited tax sheler fransashon? s (00 X
¢ If "Yes," ta line 5a or Sb, did the organization fila Form 7o 13 iy U MR T it T -1
§a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization salicit
any contributions that were not tax deductible? ... e teses St AR AR e AR R RS 6a X
b If "Yes," did the organization include with every solicitation an expresa statement that such contributions or gifts
wors not tax deductible? koo e s oA R AR AR R _Gb
T Organizatichs that may receive deductible contributions under section 170(c). I e
a Did the grganization receive a payment in excess of $75 made partly as a contribution and partly lor goods and services provided to the payer? | Ta p S
b i "Yas,” did the organization notify the donar of the value of the goods or services provided? . e e S
o Did the organization sell, exchanga, or otherwise disposs of tangible parsonal property for which it was required
to file FOrm 82827 ..o S O oo S R S s S P9
4 It"Yes,” indicate the number Of FOrms 8282 filed during the YEar ..o o Lza | dgon 7
o Did the organization receive any funds, diractly or indirectly, to pay premiums on a personal banefit contract? ... R [—
i Did the erganization, during tha year, pay premiums, diractly or indirectly, on a persanal penefit contract? .. R 7t
g [f tha organization received a contribution of qualified intallectual property, did the organization filo FormB8B99 asrequired? | 79 | |
h i the organization recaived a contribution of cars, boats, airplanea, ar ather vehicles, did tha organization filo a Form 1098-C7 | 7h i
@  Spoasaring organizations maintaining donor advised funds and soctian 509(2)(8) supporting organizations. Did the supporting R e
arganization, or a donor advised tund maintained by 4 spansaring organization, have excass business holdings at any time during the year? 8
@ Sponsoring organizations maintaining donor advised funds. : tl
a Did the organization make any taxable distributiona under Section 48667 e R
b Did the grganization make a distribution to a donor, donor advisor, or related person? . T e
10 Sectlon 501(c)(7) organizations. Enter:
a initiation fees and capital contributions included on Part VI BB 12 oot caivneesibiains | 10a l
b Groas recelpts, included on Form 080, Pant Vill, line 12, for public use of club facilities ... 10h
11 Section 501(c){12) organizations. Enter:
a Gross income fram Members or ShArBhOIIBNS | ..o isussssins s 11a
b Gross income from other sources (Do not net amounts duwe or pald to olher sources against
amounts due or roceived fromthem.) | ... e e AR SO b |1 Bozanin)
123 Section 4947(a}{1) non-exempt charltable trusts. Is tha organization filing Form 880 in lieu of Form 10417 12a
b M "Yas," enter the amount of tax-exempl interest received or accrued during the year ... ... 12h “r
13 Section 501(x)}{29) gualified nonprofit health insurance issuers. =
a s tha organization licensed to issue qualified health plans in more than one state? ... ~ |13a
Note. Sea the instructions for additional informatlon the organization must repart on Schedul 0. [
b Enter the amount of reserves the organization is ragquired to maintain by the states In which the
organization is licensed to is5ue qualified health plans 13b
¢ Enter the amount of resemvas ONNANG | .. e s i 13c e i
14a Did the organization racelve any payments for indoor tanning services during the fax VER? e o 14g X
_b_if"Yes" has it fled & Foum 720 t0 report these payments? if ‘N0, provide an explanation in Schedule B e 4| |
farm 990 (2011)
132003
01-23-12
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990 (2011) DRAVET SYNDROME FQUNDATION INC 27-0924627 Page 6

to fine &a, 8b, or 10b below, describie the circurmstancas, processes, or changes in Schedule Q. See instructions,

Part Vi | Governance, Management, and Disclosure For each "Yas* response fo flines 2 through 7b below. and fora

“No' response

¥

Gheck if Schedule © containg a response to any question in this Part V]
Soction A. Governing Body and Management

ta Enter the number of voting members of the governing hody at the end of thetax year ... ‘ 18 1
If there are material differences in vating rights among MemDers gf the governing body, or if the governing
body delegated broad authority to an axecutive commitiae or simiiar committeg, explain in Schagulg 0.

Yes

No.

14

b Enfer the number of voting members included in fine 13, above, who are independent ... [ 1D 4. )
5 Did any officer, director, irustee, or key employae have a family relationship or a business relationship with any other TR S I
officor, director, trugtes, ar key employee? e e L R ey s e e R 2 X
3  Did the organization delagate control over managamant duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or kay amployees to & management company of other person? ., B e e 3 &
& Did the organization make any significant changes to its goveming dosuments since the prior Form 990 was filed? ..., L] 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 StOCKNOMBMS? ... oo DT g D4
7a Did the organization have members, stockhalders, of other persons who had the powar 1o slect or appoint one ar
mere members of the govaming body? ... iR S e e SR 72 | X
b Areany govemahce degisions of the organization reserved 1o (or subject 1o approval by) members, stockholders, or -
persons other than the govaming body? ... e b v G S R R e I mwml | X
8 Didthe organization contemporaneously dacurnient the mestings held o written actions undertaken during the year by the following. T
a Thegovarning Body? ... .....ccocereocmeires I I ————————— L ga | X |
b Each committas with authority to act on bahalf of the governing boY? g | X |
B Is there any officar. director, trustas, or key employee listed in Part VI, Section A, who cannot be reached at the
organization’s malling address? /f "Ves,* provide the names and addresses in Schedule Q@ .o, R p.O
Section B. Policies (This Section B requests information aboyt policlas riot required-by the intemal Revenue Code.)
Yes | No
40a Did the organization have iocal chapters, branches, Of ARIATEST . .._.......c.iosmssassesso iy e oo 10a X
b If "Yas," did the arganization have written policies and procedures governing the activities of such chapters, affiliates,
and branches 10 ansure their operations are consistant with the organization’s exempt pUrpoEes? e 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its govarning body befora filing the form? | 11a | b4
b Describe in Schedule O the process, if any, used by the organizaticn 1o review this Form 990. e i
42a Did the organization have a written confiict of interest policy? If *No," ga to ling 13 e i | 122 X
b Were officers, directors, 0r [rystees, and key employses required to disclose annually interasts that could give riss to conflicts? ... 2| X[
& Did the organization regularly and consistantly monitor and enforce compliance with the policy? If "Yes," descnbe
in Schedufe O how this WS GOTIE |\ imeeeieeaoeso oo i s 12¢| X
13 Did the organization have a written whistleblowsr policy? 13| X
44  Did the organization have a written decument retention and dsatruction policy? X

15  Did the process for datarmining compensation of the following persons includa a review and approval by indepandent

persons, comparability data, and contemporanécus substantiation of the deliberation and decision?

a The organization's CEC, Exacutive Director, or top Mmanagemant offiCial ...

b Other officars or kay employess of the organization
If "Yes* to line 15a or 15b, describa the process n Schedule O (see instructions).
16a Did the arganization invest in, contribute assels to, or participate in 4 joint venture or similar arrangemeant with &
taxabla entity during the year?
b If "Yes," did the organization follow a written policy or pracedure requiring the organization to svaluate jis participation
in joint venture arrangements under applicable federal fax law, and take steps 1o safeguard the organization’s

exempl status with respect {o such ATANGOMONIS T o i iianesaieianiiss e T —

15a

15b|

16b

Section C. Disclosure

47 List the states with which a copy of this Form 990 is required to be filed »CT,IL

18 Section 6104 requiras an organization to make its Forms 1023 (or 1024 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.
Lx._,l' Qwn website [X] Anathar's website E:] Upon raquest

19 Describa in Schadule O whether (and if so, how), the organization made its govaring documants, confiict of interest policy, and financial

statements available to the public during the tax year.

20 State the name, physical address, and telephone number of the parson wno possesses the bocks and records of the organization. P>

THE ORGANIZATION - 8203.880.9456

11 NANCY DRIVE, MONROE, CT 06468

T30
01-23-12
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Form 990 (2011) DRAVET SYNDROME FOUNDATION INC 27-09 af
rt Vil| Compensation of Officers, Directors, Trustess, Key Employees, Highest Compensated

Employess, and Independent Contractors
Chack if Scheduls O contains a rasponse to any question in th e T o B

Sactlon A. Officers, Directors, Trustees, Key Emplovees, and Highest Compensated Employeas
1z Cornplete this tble for all persons required Lo ba listed. Report compensation for ths calendar year ending with or within the prganization's tax ysar.

# List ail of the organization's current officers, direGtors, trustees (whother individuals or orgarizations), regardiess of amount of compansation.

Enter -0+ in culumns (0), {E), and. (F) if no compenaation was paid. i
® List all of the organization’s current key employees, if any, Sea instructions for definition of "key employee.”

@ | ist the organization's five current flgnast compensated employees (vlher than an officer, director, trustee, or key amployea) who receivad reportable
compensation (Box 5 of Form W-2 and/gr Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related arganizations.

® List all of the organization's former officers, key employees, and highast compensated employees who received mora than $100,000 of
repertable cornpensation from the organization and any related organizations.

# List all of the organization’s former directors of trusteos that received, in the capacity as a former director or trustee of the organization,
meore than $10,000 of reportable compensatlon from the organization and any related organizations.
List persons in the following ordar. individual trustees or directors; instituticnal trustees; officars; key employees; hignest compansated employees;
and former such persons.

[E Check this box If naither the organization nor any related organization compensated any current officar, director, or trustes.

@) © | (€) (©) © (F)
Name and Title Average | mlﬁﬁ.ﬁi‘ — Raportable Reporlabl_e Estimated
hours per | box, unless pereon is both an compensallon compensation amount of
week o:ﬂ::r anda dlreclulrhmx.iuﬂ} from from related other
{describe g the grganizations sompaensation
hours for | 2 = organization (wW-2/1089-MISC} from the
related | £ |3 : (W 2/1099-MISC) organization
organizations| £ | 3 EIEL : and related
in Scheduls g £l |E|5E 2 organizations
0 E|B|E (285
(1) MARY ANNE MESKIS
EXECUTIVE DIRECTOR 40.00 X 0. 0. 0.
{2) LORI O'DRIECOLL
PRESIDENT 40.00 X f. 0. 0
(3) ABIOAIL HEMANI
VICE PRESIDENT 40.00 X 0. 0. 0.
{4) AMANDA RENZ
SECRETARY 40.00 X 0. 0. 0.
|
132007 01-23-12 Form 890 2011)
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Farm 990 (2011) DRAVET SYNDROME FOUNDATION INC 27-0924627  Page 8
[Part VII] saction A. _Ofticers, Directors, Trustses, Key Employees, and Highost Compensated Employees (continued)

@ ) © (©) ® [ ®
Name and title Average | df‘;f':gglm e Reportable Reportable Estimated
hours PET | nox, uniess parson Is both an compensation compensation amount of
ok ofiicer and 8 alractor/irustas) fiom from related other
(describe E the organizations ¢ompansation
hoursfor | ={ g organization (W-2/1096-MISC) from the
related g E g (W-2/1099-MISC) organization
organizations| 5 % EIE and related
in Schedule 'g - s 138 - organizations
o |3|%|8|s5 ¢
J
. B R s et e s IAR— S 0. . 0. 0.
¢ Total from continuation sheets to Part VIl Section A ... = . 0 0.
d Total (add lines band 16} ..o e e e 0.] 0. 0.
2 Total number of Ingividuals (including but not imited to those listed above) who received more than $100,000 of reportable
compensation from the organization B 0
. —[YesTio
4 Did the organization list any former officer, director, of trugtee, key employee, of highest campensated employze on oAtk
ine 1a? I "Yes,* complete Schedufs J for such indlvidual __........... A . R N B 1 X
4  Forany individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization '_ i LR i
and related organizations greatar than $150,0007 Jf "Yes,” complete Schedule J for such Indivioual ... ... ey 2 M X
5 Did any persan listed on line 1@ raceive or accnie compensation from any unrelated organization of ndividual for services SOIE ST o
rendered to the organization? i "Yes," complete Sechedule J for such person e s e S 5 X
_Sgctian B. Independent Contractors E
5 Complete this table for your five highest compensated indepandent contractors that receivad mora than $100.000 of compensation from
the organization. Report compansation for the calendar yaar ending with or within the organization’s tax year. o
(A ®) (=}
Name and business address NONE Descriﬂm_n of gorvices Compensation

2 Total number of Independant contractors (including but not imited to those listad above) who received more than

$100,000 of compensation from the organization | 0 Sy 5 M e e
Form 880 (z011)
422008 012312
8
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Fqrm 930 (2011 ROME FOUNDATION INC : 27-0924627 Page 9
‘Part: V[H Statement of Revanue

(a) @ © bk
Total revenus Felated or Unrelated excluded from
axempt function husiness tax undar
Y | revenue ravenue 33?3“2?55_?3'
22 1 a Federated campaigns ... 12 - -
gg b Membershipdues .. ... ... b . ;
Sut ¢ Fundraisingovamts ... | —— .
gi d Related organizations ... \id | : s
ugi‘% a Government grants {contributions) 1@ y ' -_
oy { NmmmmmmwmaNM¢mMamd A
€% il : : .4 i
28 similar amounts nat included above QLJJ_S,ZL _
Eg § Wonoash centributions Indluded in (Ingg 15-11: & [ormm i S
S5 h TotalAddlines 1@l oo .
lBusiness Codefi:: .0
i|ma
ES o
- I
= = = -
B f Al other program Service revenue ., . - - — R
g Total Add lines 2a-2f e ——— R T LRI e T
3 Investment incoma (including dw!dems lnterest and
other SIMIAr AMOUMEE) ... comresesimmaassieess I -
4  Income from investment of tax-éxempt bond proceeds B
5 RAoyalties ... R oo i B S R s
6a Groggrents .. P & .
b Less:rental expensas | 1
¢ Rentalincome or (loss}) ... : 2
d Net rental Income or (1088) ..o ienirne cinennzsines | &
7 a Grosa amount from sales of fij Securities {i) Other
assets other than inventory
b Less: cost or other basis
ard sales expenses
c Gainor(oss) ... ’7 ; o
d Net gain or {088) ..  fir
@ BaGmﬁmwmﬂmmMMHmMeWMMml
2 including $ of
é contributions reported on line 1c). See
5 PatlV,fne 18 . R
g b Less: dirsct oXpenses . ... T T ety : R - A T
¢ NetIncome or (loas) from fundraasmg evemts ... i ol 396,614.
9 a Grossincoms fram gaming activides. See o il : T T
Part IV, Ie 19 o oiciammmsrss a r .
b Less: direct expenses . b
e Net incame or (loss) from gammg actwmes ............... .
10 a Gross sales of inventory, less returns
and allowancas | .. a
b Less: cogt of goods soid .. b
¢ Net income or (loss) from sales oflnvenrorv ............... | 4
Miscailaneous Revenue TBusiness Codel: -, .- .ix: | EeE T -
11a OTHER 900099 1,321, 1,321«
h 3 R —
c
d All Other revenUe ... .o ciinirins
e Total, Add ines 118118 . e | 1321 phogpiamb™™ A SEIL o i S s
__#___lggggugﬁgjﬁmmms,m . - 469 ,459. 1.32%. 0.l 396.614.
o Form 990 (2011)
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Form 990 [(2011)

DRAVET SYNDROME FOQUNDATION INC 27-0924627 Page 10
[PartiX | Statement of Functional Expenses -

Section 507(c)(3) and 501(ci(4) organizations must complete all columns, Aﬂ other organizations must camplete column (A} but are not required to
complate columns (B), (C), and (D).

Check if Schedule O contains a résponsa to any ?:JSBtiDn in this Part IX I?;j ............................... ( C} ................... ’ Dl [:I
Do not include amounts reported on lines b, ; =
7b, 8b, 9b, and 10b ot Part Vil T saperens s N ?&Tﬁ%aexm;énﬂg Fg;?éemﬁ]sségg

1 Grants and other assistance to governments and ¥ o e
arganizations in the United States. See Part IV, ling 21 387,768. 387,768.1 &

o Grants and other assistanca to individuals in e 5, .
the United States. See Part IV, line 22 36,310, 36,310.0 -

3 Grarts and other assistance to govemments, ‘ iy Tk
organizations, and individuals outside ths = LI
United States. Sse Part IV, lines 15 and 16 LB Wl

4 DBenefits paid to or for members ... =k i na

5 Compensaten of current officers, directors
trustess, and kay amployees ... =

@ Compensation not included above, 10 disqualified
persons (as defined under section 4958(1)(1)) and
persons gescribed in section 4958(¢)3HB) ... P

7 Other salaries and Wages ..

a Pensipn plan accruals and contributions gnciude
section 401K and sectipn ms(u}arﬂnlwermﬂrihmims)

g Ctheremployse benefits ... i o

10 Payroll1axes ... e R
11 Fees for sarvices (non-employees):
8 Management
B Le0al e e s
e Accounting ...
A LODDYING .o enen g
e Professional fundraising services. See Part LV, line 17 r B e Ludlst
f Investment managamsnt FORE - -oiiimanmssssmns .
gUOer s O 720, 720.
12 Advertising and promotion .. ... 7,417. 5,069. 631. 1,717,
13 OHICS @XPONSES . . iewcemmucesrrsimmssiis 2,268. 144. _ 209. 1,815,
14 Information technology .. ... . L
15 FRoyaltes ... —_—
16 Occupancy ...
17 TYAVEL .o seesmom skt i o s s
18 Payments of travel or entertainment 6Xpanses
for any federal, state, or local public officials |
18 Conferences, conventions, and maatings 4,298, 2,938. 995. 365.
PO INTETEST | ciei e oo
29 Paymants to affiliates
22 Depreciation, depletion, and amorization
G RS s AT 1,664. 1,567.
24 Dther expensés. ltemize expensss not covered . e T S B
above. (List miscellaneous gxpenses in ling 24e. 1fline) B 2
24p amount axcseds 10% of line 25, column (A) | F - e o e S
amount list line 246 expanses on Schedule 0.) ... £ PR 0 R TN T T P IR
a DUES & SUBSCRIPTIONS 17,285. 1,011. 1,470. 14,804.
v BANK CHARGES 9,620. 563. 818, 8,239.
¢ POSTAGE & PRINTING 4,170. 304. 354. 3,512,
d OTHER 4,162. A 4,160.
& Al other expensas 1,154. 67. 98. 9B89.
25  Total functional expenses. Add lines 1 through 249 476 ,B36.] _ 434,271. 6.864. 35,701.
26  Joint costs. Complets this line anly it the organizaion
reported in colurnn (B} foint costs from 2 combined
educational campaign and fundraising salicitation.
Chack nars B [ ] jffonowing SOP 68-2 {ASC 958.720)

132010 01-23.712

12020816 806990 DRAVET

Form 980 (2011)
10
2011.04010 DRAVET SYNDROME FOUNDATION DRAVET1



011) DRAVET SYNDROME FOUNDATION INC

27-0924627 Page 11

Balance Sheet

(A) (B)
Baginning of year End of year
1 CASN - NONANIETEBDEAANG ... ooooovee oo aissoieeerisneieisiins 121,679.] 1 187,626.
2 Savings and temporary cash investments 2
3 Pledges and grants receivable, net L 3
4 Accounis raceivable, net s 4 4 1,6 457_
§ HAsceivables from current and formsr ofﬁcers dlraciors, trustees key """ ] L <, SEEE
smployees. and highest compansated employaas. Complste Part il : o '
o Bchadule L e T REE R :
6 Receivablas from other disqualified persons (as defined under section s
4950(f)(1)), persons described in esction 4958(c)(3)(B), and contributing T
employera and sponsoring organizations of saction 501(c)(8} voluntary - e mg
aemployees’ beneficiary organizations (see instrotions), | s 8
ﬁ 7 Notes and loans recaivable, net 7
G | 8 Inventories for al OFUSS .. 8 T
9 Prepaid expenses and deferred chargea g 6, 7 0 i
10a Land, buildings, and equipmant: cost ar other : P
bagis. Complete Part Vi of Schedule D s
b Less: accumulated depreciation 10¢
11 Investments - publicly traded securities 11
12 Investments - othar securities. See Part IV, line 11 - 12
18  Invastmems - program-related. See Part IV, line 11 13
18 INEANGIIS B8SETS e ke e e s 14
15  Other assets. See Part IV, line 11 0.] 15 10,918.
___ |16 Total ggsets. Add lines 1 thro h 15 (must equal line 34) 121,678.) 16 206,892.
17 Agcounts payable and eccrued expengas ... ; 81,006.
18 Granis payable
19 Deferred revorwe L e el e A T R
20 Tawexempt bond fabllities
H 21 Escrow or custadial account habihty Ccmpleta Pa.rt 1V of Schedute D ____________ (S -
£ |22 Payables to currentand former officers, directors, trustaes, key employaes, [ .
] highest compensated employees, and disqualified persons. Complete Part i B
= eEBRRenEels A R P 22
23 Secured mortgages and notas payable to unrelated third parties 23
24  Unsecured notes and loans payable to unrelated third parties ... 24
25  Other liabilities (including federal inceme tax, payables to ralated third
parties, and other [labliities not included on lines 17-24), Gomplete Part X of
StheduleD e s
o Total itabilities. Add lines 17 through 25 ;
Organizations that follow SFAS 117, check here P ﬁi and comp}e'la
» lines 27 through 29, and lines 33 and 34, G %
E 27 Unrestricted notassets ..o SR— 114,968.
g 28 Temporarily restricted net assets ‘‘‘‘‘‘ o 28
© |20 Permanently restricted NERASSAIS  .._....coiriciisnisni ) 29 | 10,918,
a Organizations thet do not follow SFAS 117, check here B> [ Jand * e B et st
L] complete lines 20 through 34, s i
£ |30 Capital stock or trust principal, or CUrentunds s 30
E 41  Pald-in or capital surplus, of land, building, or equipment fund . ............. 81
% |22 Retained sarnings, endowment, ascumulated incoms, or othar funds ... 32 . R ——
Z |33 Totanetasseta or fund balanGes ..., 121:679v R 1251 886.
34 Total liabilities and nat assets/fund balances ... r— 121,679, 34 206,892,
Form 980 (201 1)
102011 01-23-12
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Form 990 {2011 DRAVET SYND
‘Part XI| Reconciliation of Net Assets

OME FOUNDATIQN INC 27-0924627 Pagel2

Check if Schodule O gontains a response to any guestion in i Pa Xl Lo s

1 Total revenue (must saual Part VIIl, column (A}, ling T R e l 1 | 469 ,459.
»  Total expanses (must equal Part IX, GORIMN (A} N8 Z8) ......oocowresesssismsmssss st [ 2 476,836,

s Fevenue logs oxpenses. SubIractline 2 HOMINE 1 o | 3 | <7,377.>
4 Netassets or fund halances at baginning of year (must equal Part X, line 33, column (A) 4 121,679.

§ Other changes in nel assats of fund balances (XpHain in SENOOUIE O) . ...ocoocusuimesssoosssssssisssasmroerssstinns 202 5 11,584.

g  Net assets or fund balances at end of yoar. Combine linas 3, 4, and 5 {must equal Part X, ine 33, column @) | © 125,886.
P

art XIl Financial Statements and Reporting
Check if Schedule O contains a responsa 1o any questlon In this Pa Xl ....... sremssoppzncisc

1 Accounting method used to prapare the Form 980: ‘:] Cash lf] Accrual E] Qthar
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
Pa Wera the organization's financial statements campliad or reviewed by an independant QoCOMOMBEM? et
b Wers the organization's financial statemants audited by an independent accoUNtaNt?
¢ I "Yes" toline 2a or 2h, doss the organization have a committea that assumas respensibility for oversight of the audit,
raview, or compilation of its financial statements and selaction of an independent ACCOUNANET o inn e
If the organization changed either its oversight process or selsction progass during the tax ysar, explain in Schedule O.
d If "Yes" 10 line 2a or 2b, chack a box balow to indicata whather the financial statements for tha year wera issued on a
separate basis, consolidated basis, or both:
@ Separate basis !:] Consolidated basis D Both conselidated and separate basls
3a As aresuh of a faderal award, was the organization required to undarge an audit or audits as sat farth in the Single Audit

At arid OMB GHOUBE AIEY oo cuimsspnnins s st oo A AT e 3a| | X
b If *Yes," did the organization undargo the required audit or audits? i the organization did nat undergo the raquired audit
ar gudits, explain why in Scheduls O and describe any steps taken to undergo such audits. .. o SV 3b
Form 990 (2011)
132012
01-23-12
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{Form 980 or Q00-EZ)

SOHEDIN= 2 Public Charity Status and Public Support OEB_iT -

Compiete Jf tha organization is a section 501(c)(3) organization or a zaction
Oepartment of the Treasury 4847 (a)(1) nonexempt charitable trust.
Intemel Reverwin Sorvice P Attach to Form 990 or Form 990-EZ. P> See separate Instructions.

Namae of the organization
DRAVET SYNDROME FOUNDATION INC 27-0924627
[Part || Reason for Public Chanty Status (all organizalions Must complete this part) See instructions.

The organization is not & private fou ndation bacausge it is: (For lines 1 through 11, check only ong box.)
1 :] A church, convention of churches, or association of churches dascribed in gection 170{b){ AN}

- GpsiitoPublic

- Inspection”
Employer identification number

» [} Aschool described in section 170(B)1)(A)(). (Attach Schedulé £)
4 [] Anospital or & cooperative hospital service organization described in section 170(L)[ AN,
s [_] A madical reeearch organization operated in conjunction with a hospital described in section 170()(1)(A)ii). Enter the hospital's name,
city, and state:
5 D An organization aperated for the benefit of a college or university owned or operated by a governmental unit described in
sactlon 170(h)(1){AI(V). (Compiete Partll)
e [ Afederal, state, or local government or governmental unit descrbed in section 170(bY 1)(A}V)-
7 [X] An organization that normally raceives a substantial part of its support from a governmental unit or from the general public describad in
section 170{b)(1}{A){vi). (Complete Part 1)
g [ ] A community trust described In saction 170(B)(1HANwi). (Complete Part 1)
] |:| An organization that normally receivas; (1) more than 33 1/3% of its support from contribuwlions, mambership fees, and gross receipts fram
activities related 1o it exampt functions - subject to certain sxceptions, and {2) no more than 33 1/3% of its support from gross imvestment
income and unrelated business taxable income (lass section 511 tax) from businesses acquired by the crganization after June 30, 1975,
See section 309(a)(2). (Complete Part I1.) ,
10 m An organization organized and oparated exclusively to tast for public safety. See section 609¢{a)(4).
i1 D An organization organized and operated axclugively for the benefit of, to parform the functions of, or to carry out the purposes of one or

more publicly suppertad organizations described in section 509(a)(1) or section 509(a)(2). See sectlon 509(a)(3). Check the box that
describes the type of supporting organization and complate iines 11e through 111,
a l:' Type | b[:j Typa |l c [:l Type lil - Functionally integrated d i:‘ Typa lll - Other

a L___] By chacking this box, | cartify that the organization is not controllad directly or indireclly by one or more disqualified persons other than
foundation managars and other than one or more publicly supported organizations deacribed in saction 509(a)(1) or section 509(a)(2).

? If the organization received a written determination from the RS that it is a Type | Type Il or Type Il
supporting organization, EREEKTRIS DOX L o1 seoissesss s eessessecesesead a8 b oo e 8 S D
g Since August 17, 2006, has the arganization accepted any gift or contribution from any of the following parsons?
() A parson who directly or indirsctly controls, eithsr alana or together with parsons described in (i) and (i} below, Yes | No
the governing body of the supported OFGANIZANONT | oo oemiereemteosmisamesais st e s oot 11a(i)
{i) A family member of a person described in () 300OVET || e 11gfii)
{iii) A 35% controlied entity of a person described in () OF (1) BDOVET | ..o e s 11 (i L s
h Provide the following information about the supported organization(s).
(i} Name of supported (ii) EIN g‘r‘%gﬁ;g; Liv) ils ‘r_‘ﬁlfl!nart_imtinr:‘ (v) Did you notity the Olgagg"gm coL| Wi Amountof
organization (described on lines 1-8 n col. (i) listed in your| organization In 6. i (jyorganized n the support
above or INC section governing document?| (i) of your support? U.8.?
(see instrustions)) Yes No Yes No Yes No
| {
Total & s s mpgis K s W et 0
LHA For Paperwork Reduction Act Notice, see the Instructions for Scheduls A (Form 990 or 980-E2Z) 2011
Form D90 or 990-EZ.
132021
01-24-12
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n 2011 DRAVET SYNDROM !
Support Schedule for Organizations Described in Sections 170()(1){A)(v) and 170(b)(1)(A)(vi)
{Complate only if you checked tha box on line 5, 7, or 8 of Part [ ar if the organization failed 1o gualify under Pan [11. If the organization
fails to qualify under the 1851s listed Delow, please complete Part )

Section A. Public Support

Calendar year (ot fiseal yaar beginning In) | {a) 2007 ' (k) 2008 {e) 2009 _I {d) 2010 {a) 2011 {f) Total
1 Gifts, grants, contributions, and

membarship fees received. (Do not

include any "unusual grants.") 15,912. 346,223. 459,959. 822:094-

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

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

4 Total Add lines 1 thwough 3

822,094.

5 The portion of total contributions
by each person (other than a
governmental unit ar publicly
supported organization) Included
on lina 1 that exceeds 2% of the
amaunt shown on line 11,
couma () ...

822 094.

6 Public Sugport. Subractling 5 T ing 4, r e
Section B. Total Support
Galendar year (or fiscal year beginning inyp=| (=) 2007 (k) 2008 {c) 2009 {d] 2010 (e)2011 If) Total

7 Amounts from ling 4 15,912.| 346 ,223.] 459, 959, B22,094.

8 Qross ingome from Interest,
divigends, payments received on
securities lpans, rents, royalties
and income from similar sources

g Net incomg from unrelatad business
activities, whether or not the
businass ia regularly caried on

10 Other income. Do not include gain
or loss from the aale of capital
assets (ExplaninPart V)

11 Total support. Add lines 7 through 10 e TR L Toon [T .vinh 1 822,094,

12 Gross receipts from related activities, Sto. (588 NSHUCHIONS) L., .o iiiiiicintimnsaest oo 12 | 3.131-

13 First five years. If the Form 890 is for the organization's first, sacond, hird, fourth, o fifth tax year as a saction 501(C){3)
organization, Gheck this boX and 10D NETE ... cusisrossisscssse st s e it L

Section C. Computation of Public Support Percentage

14 Public support percermage for 2011 (ine &, column {f) divided by fine 11, column () 14 100.00 %

18 Public support percentaga from 2010 Schedule A, Partll, line 14 ., A e o 15 %
16a 33 1/4% support test - 2011, it 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 OFQANIZANON oo o oeoreeaueriaas e eessmemss s s e e

b 33 1/3% aupport fast - 2010, If the organization did not chesk a box on line 13 or 16a, and lina 15 is 33 1/3% or mora, chack this box

and stop here. The organization qualifies as a publicly supported GIGANIZANION i eesemsni s e | 2
173 10% -facts-and-circumstances test - 2011. [f the organization did not check a box on lina 13, 16a, or 16b, and line 14 is 10% or more,
and if the organization meets the “tacts-and-clrcumstances” test, check this box and stop here. Explain in Part IV how the arganization
moets the "facts-and-circumetances” test. The organization qualifies a8 a pu blicly supportad organizalion ... i > D

b 10% -facts-and-circumstances tast - 2010 If the organization did not check a box on ling 13, 16a, 16b, or 17a, and lina 1518 10% or
morae, and if the organization maets the "facts-and-circumstances” test, chack this box and stop here, Explain in Part IV how the
grganization meets the “tacts-and-circumsatances” test. The organization qualifies aa a publicly supported organization ...

18 Private foundation. If the organization did ot chack a box on ling 13, 18a, 16b. 17a, or 17b, chack this box and see instructions o _ D
Schedula A (Form 990 or 890-EZ) 2011

132022
01-24-12
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S

cheduls A (Form 990 or 990-E7) 2011 — = : : ; Paged
art Il | Support Schedule for Organizations Described In Section 509(a)(2)

{Complete only if you checked the box on line 9 of Part1or if the organization failed to qualify under Part Il it the organization fails 1o
ualify undler the tests listed below, please complete Part 1)
Section A. Public Support
Calendar yaar (or fiscal year beginning in) - {a) 2007 r (b} 2008 {¢) 2009 {d) 2010 {e) 2011 (f) Total
1 Gifts, grants, contributions, and
membership fees raceived. (Do not
include any "unusual granta.”)

5 Gross receipte from admissions,
merchandise sold or services per-
formed, or facliities furnished in
any activity that is related to the
organization’s lex-6xempt purpese

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

4 Tax rovenues levied for tha organ-
ization's benefit and either paid to
or expondod onits benatf

B The value of servicas or tacllities
furnished by a governmental unit o
tha organization without charge

8 Total. Add linag 1 through 5 ...

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

b Amounts Includad on linas 2 and 3 receivad
from olher han disgualified porpons that
exceed the greater of £5,000 or 134 of tha
wnounst on line 13 for the yoor

AU TREB TRAR TO .oconicsnionire o e e te———

8 Public support (Sinvactime 7o from 13¢5}
Section B. Total Support

Calendar year (or fiscal yaar baginning in) P (=) 2007 () 2008 {c) 2005 [d) 2010 (e} 2011 __ (®Total

9 Amounts fromiing8 _ ...
10a Gross income from interast,
dividends, payments received on
sacuritias loans, rents, royalties
and income from slmilar sources
b Unrelated business taxable income

{iess section 511 taxes) from businesses
acquired after June 30, 1975

¢ Add linaz 10aand 10b ...
11 Net income from unrelatad business
activities not mclugded in line 10b,
whaethar or not the business is
regularly carmisd on ...
12 Other income. Do not include gain
or losa from the sale of capital
assets (Explain in Part V) oo

13 Total support (Add fmes 8, 10c, 11, anc 12.) L {
14 Firat five years, If the Form 980 is for the organization's firat, secand, third, fourth, or fifth tax year as a section 501 (c)(3) erganization,
ChECk Ahic DOX AT StOP RBER oo ettt e s s s S|
Section C. Computation of Public Support Percentage
15 Public cupport percentage for 2011 {line 8, column {f) divided by line 13, column () .. 115 %
16 Public support percentags from 2010 Schedule A, Part Il Wne 15 i o 116 %
Section D. Computation of Investment Income Percentage
17 Investment incoma percantage for 2011 (line 10¢, column (f) divided by tine 13, coumn () ... 17 ¥
18 Investment income parcentage from 2010 Schedule A, Part Il N6 17 . i 18 %
162 23 1/3% support tests - 2011. If the organization did net check the box on ling 14, and fine 15 it mora than 33 1/3%, and line 17 i nat
more than 33 1/3%, chack this box and stop here. The crganization qualifies a3 a publicly supported organization ... | 2
b 33 1/3% support tests - 2010. ifthe organization did not chack a box on line 14 or lina 18a, and line 18 Is more than 33 1/3%, and
line 18 ie not more than 33 1/3%, check this box and ztop here. The organization qualifies as a publicly supported organization | g D
20 Private foundation. if tha organization did not check g box an lina 14, 19a, or 19b, cheek this box and see instructions ..o
132029 01-24-12 Schedule A (Form 990 or 990-EZ) 2011
15
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Schedule B Schedule of Contributors oME N 1545-0087
(Form 990, 990-EZ,
or 990-PF) P Attach to Form 90, Form 990-EZ, or Form 990-PF. 20 1 1

Cepuartmont of the Treasury
Intermel Fevenue Servios

Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC | 27-0524627
Organization type(chack ons);
Filers of: Segction:
Form 990 or 290-EZ [X] s01@c)( 3 )(enter number) organization
[ 4g47(a)(1) nonexempt charitable trust not treated as & privats foundatian
1 527 politizal organization
Form 990-PF 1 501(c)(3) exempt private foundation

D 4947{a)(1) nonexsmpt charitable trust treated as a private foundation

[ ] 501(c)@) taxable private foundation

Chack if your organization is covered by. the General Rule or 2 Special Rule.
Note. Only a section 501 {¢)(?), (8), or (10) organization can chack boxes for both the General Rule and a Special Rule. Sea instructions.

Ganeral Rule

[:l For an organization filing Form 990, 990-EZ, or 990-PE that received, during tha year, $5,000 or more {in money or propanty) from any oné
contributor. Gomplete Parts land Il.

Special Rules
£

'L—z:] For a section 501(c){3) organization filing Form 990 or 990-EZ that met the 33 1/3% support tast of the regulations under sections

509(a)(1) and 170(0)(1)(A)(vi) and received fram any one contributar, during the year, a contribution of the greatar of (1) $5,000 or (2) 2%
of the amount on (i) Form 990, Part VIII, line 1h, or (i) Form 890-EZ, ling 1_Complete Parts 1 and 1.

[:l For a sectian 501(e)(7), (8), or (10) organization filing Form 930 or 990-EZ that received fram any one contributor, during the year,
total contributions of more than $1,000 for use axclusively for refigious, charitable, scientific, literary, ar educational purposas, of
the prevention of cruelty to children or animals. Complete Parts |, 11, and lIl.

D For a section 501{c)7), (8), or (10) orgenization filing Form B80 or 890-E7 that received from any ong contributor, during the year,
contributions for use exclusively for religious, charitabls, etc., purposes, but thase contributions did not total to more than $1,000.
If this box is chackad, enter here tha total contnbutions that were received during the year for an exclusivaly religious, charitabls, etc,
purpose. Do not complate any of the parts Unless the General Rule appllas 10 this organization because it received nonexclusively
raligious, charitablg, ete., contributions of $5,000 or more during the year. | ]

Caution. An organization that is not coverad by the General Rule and/or the Special Rulas does not file Sohedula B (Form 990, 990-E2, or 980-PF),
but it must answer “Na" on Part |V, line 2, of its Form 990; ar check the box on line H of its Form 990-EZ or on Part |, lina 2 of its Form 990-PF, to
¢artify that it dose not mest the filing requirements of Schedule B (Form 990, 98G-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 690, 990-EZ, or BB0-PF. Schedule B [Farm 890, 990-EZ, or 890-PF) (2011)

4123431 01-23-712



Schadule B (Form 930, 880-EZ, or 990-PF) (2011)

Page 2

Name of organization

DRAVET SYNDROME FOUNDATION INC

Emplayer identification number

27-0924627

Partl. Contributors (see instructions). Use duplicate copies of Part If additionat space is neaded.

(a) (b (c) (d)
No. Name, address, and ZIP + 4 Total contributiona Type of contribution
1 | TRANSGENOMIC person [ X
Payroll
12325 EMMET ST 3 5.,000. Noncagh
(Complete Part Il if there
OMAHA, NE 66164 is a nancash ¢ontribution.)

{a) ) © (d)
No. Nama, address, and ZIP + 4 Total contributions Type of contribution
2 | JOSEPH & CATHERINE JOHNSON FDN person L XJ
Payroll
501 STLVERSIDE RD | 10,000. Noncash [_]

{Compiete Part Il if there
is & noncagh contribution.)

WILMINGTON, DE 19809

@ | (b)
No. | Name, addrass, and ZIF + 4

(© {d)
Total contributions Type of contribution

Person D

Payroll
$ Noncash [ ]

{Camplete Part Il if thare
ig & noncash contribution.)

@) ()
No. Name, address, and ZIP + 4

() (<)
Total contributions Type of contribution

Pearson l___]

Payroll |:]

$ Noncash [ |

(Complata Part Il if thers
ig a noncash contribution.)

(=) (k)
No. Name, sddress, and ZIP + 4

(c) (d)
Teotal contributions Type of contribution

Parson 1:'

Payroll D

$ Noncash

{Complete Part Il if there
is a noncash contribution,)

(a) (o)

No. Name, address, snd ZIP + 4

(© «

Total contributiens Type of guntribution

Person [:!
]

Payraoll
% Nancash

|

(Complete Part Il if there
is a nancash contribution.)

128452 01-23-12

Schedute B (Form 990, 990-EZ, or 880-PF) (2011)
17

12020816 806990 DRAVET 2011.04010 DRAVET SYNDROME FOUNDATION DRAVET1



12020816 806990 DRAVET

Scheduls B (Form 880, 990-EZ, or 980-PF) (2011)

Page 3

Nama of arganjzation

Employer idenjification numbes

DRAVET SYNDROME FOUNDATION INC 27-0924627
Palt Jl. Noncash Property (sas instructions). Use duplicata copies of Part Il if additional space is needed.
) |
No. ) fo! < (d)
from Description of noncash property given ARV g e ) Date received
G (see instructions)
e
{=)

fNo. ®) FMV {or(:]sﬁmata) (d)

s o — i

i ascription of noncash property glven (see instructions) Date received
(3)

B b) EMV ( {c)sﬁ te) (d)

fr o or estima ;

D::I Description of noncash property given (see instructions) Date rocueived
(@) ©
No. (®) % ()

i ] FMV (or estimate}

from D i

o escription of nonecash property given (see instructions) Data received
{a) ©
nNo. b) c (@

e Deseripti . EMV {or estimate)

s cription of noneash praperty given (see instructions) Date racaived
() '
N ®) FMV (nr{:)s‘tlmate} @

::;n‘ Deacriplion of noncash property given (sse Instructions) Date received

123453 01-23-12

18
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Schedule B {Form 990, 990-EZ, or 990-FF) (2011)

Page 4

Name of organization

SYNDROME FOUNDATION

Exclusively religious, chariable, etc., Individual contribu

the total of exclusively religious, chartable, etc., contributions of $1,000 or legs for the year. (Ents: this informaten once

mributions o section 501(c)(7}, (8),
year. Complete columns (a) through (e) and the following line entry. For organizations compiating Part 11, enter

Employer identification number - -

; 27-0924627
or {10) argamizations that fotal more than $1,000 for the

Use duplicata capies of Part 1ll if additional space is needad.

(s} No. .
I!-’r:nml {b) Purpose of gift {c) Use of gift (d) Dascription of how gitt is held
{e) Transfer of gift
Transfores’s name, addrass, and ZIP + 4 Relatianship of transferor to transferee
{a) No.
Pare] (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
H
(8) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
.'I:é“. {b) Purpose of gift (c) Use of gift (d) Description of how gift is held
(e} Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferes
{a) No.
e (b) Purpase of gift (¢} Use of gift (d) Description of how gift is held
(e) Transfer of gift
Transteree’s name, address, and ZIP + 4 Relationship of rangferor to fransferae
123454 01-23-12 Schedule B (Form 990, 990-EZ, or 990-PF) (2011)
1.9

12020816 806990 DRAVET

2011.04010 DRAVET SYNDROME FOUNDATION DRAVET1



SCHEDULE D Supplemental Financial Statements e
{Form 890) B Complete if the organization answered "Yes," to Form 280, 201 1
Part IV, line 6, 7, 8, 8, 10, 11a, 11b, 11c, 11d, 11e, 111, 123, or 12b. :'- Opei tpPablic
Internal gSE."JJZ“sL”:?::”’ P Attach to Form 880. P See separate instructions. "+ Inspection- .
Name of the organization Employer identification number
DRAVET SYNDROME FQUNDATION INC 27-0924627

Partl | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
arganization answered "Yes” to Form 990, Part IV, line 6.

(@) Donor advised funds {b) Funds and other accounts
1 Totalnumber at and of YEAT ... .......ccumimeinn et
2 Aggregate contributions to (during year) ...
3 Aggragate grants from (during yean e
4 Aggregate valueatendofyear e N
5 Did the organization inferm all donors and danor advisors in writing that the assets held in dongr advised funds
are the organization's property, subject to the arganization’s xClusive 18gal comtrol? Cdves [Ine

8 Did the arganization inform all granteas, donors, and donar advisors in writing that grant funds can be used anly
far charltabla purposes and not for the benefit of the donor or donor advisor, or for any other purpose confarring
TIDETiSIE PrVALE DONINT o i s 13 o [dves [ Imo
[‘_I_’_a'n'ft' It | Conservation Easements. Complete if the arganization answered “Yes” to Form 990, Part |V, line 7,
1 Purposa(s) of conservation easements hald by the organization (check all that apply).
Breaervation of land for public use (e.g., recreation or education} [ 1 preservation of an historically important land area
D Protection of natural habitat D Preservation of a certified historic structure

E] Presarvation of open space
2 Gomplets lings 2a through 2d if the organization held a qualifisd conservation contribution in the form of a conservation easement on the last

day of tha tax year,
iv. . | Held at the End af the Tax Year

a Total number of conservation BasBMeNtS | s e o s 2a
b Total acreage raatrictad by conservation easemaents : y 2h
e Number of conservation easements on a certifigd historic structure included in(a) .. R 2¢
d Number of conservation essements included in () acquirad after 8/17/08, and not on a historic structure

listed in the National Register s R A S 2d

3 Numbar of conesrvation sasements modified, transtarred, released, extinguished, or terminated by the organization during the tax
year p-

4 Number of states where property subject to conservation easement ia located B

5 Does the organization have a written policy regarding the periodic monitoring, inspection, hendling of
violations, and enforcement of the canservation easemente IThoIdS? | s [:l Yes El No

6 Staff and volunteer hours devotad to monitoring, Inspaecting, and enforging conservation easements during the year

7 Amount of expanses incurred in monitoring, inspecting, and enforcing conservation easamants during the year = $

§ Doaes each conservation easament reported on line 2(d) above satisfy tha requiraments of section 170)E)XB)[H
AN SEGHION 1TOMMANBIINT o oo s e Cves [Cne

o In Part XV, describe how the orpanization reports consarvation easements in its revenue and expense statement, and balange sheel, and
include, if applicable, 1he tex1 of the footnote 1o the organization’s financial slataments that describes the organization’s accounting for
conservalion eazementa.

[Part Il | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
; Complete if the organization angwered "Yes" to Form 950, Part 1V, lina 8.

1a f the organization elected, as panmitted under SFAS 116 (ASC 858), not to report in its revenue statement and balance sheet works of an,
hiatorical traasures, or other similar azseta hald for public exhibition, education, or rasearch in furtherance of public service, provide, in Part XV,
the text of the footnota 1o its financial statements that describas these items.

b I the organization elected, gs pormitted under SFAS 116 (ASC 858), to report in its revenue staternent and balance sheet works of art, historical
treasures, or other similar assets hald for public exhibltion, education, or research in furtherance of public servics, provide the following amounta
relating to these tema:

{) PRevanues includad in Form 980, Part VIli, line 1 .
(i) Assets Included in Form 990, Part X .5

2  Ifths organization received or held worka of art, historical treasures, or other eimilar assets for financial gain, provide
the following amaunts requirad to be reported under SFAS 116 (ASC 858) relating to these ltams:

a Revenues included in Form 880, Part VI, N8 1 oo ea bt | i

b Assets includad in FOrm 990, Part K e |
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 9980, Schedula D (Form 980) 2011
182081
01-23-17
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VET SYNDROME FOUNDATION INC

Schadule D (Form 990) 2011 DRA 0

Part il | Organizations Maintaining Collections of Art, Historical Treasures, or Other

27-0924627 pPage2

Similar Assets (continusd)

3 Using the organization's acquisition, accession, and other racords, check any

(chack all that apply):
a I:l Fublic exhibition
b D Scholarly research

D Loan or exchanga programs

d
2 D Other

of the following that are a significant use of its collection items

¢ ] Preservation for future generations
4 Provide a description of tha organization’s collections and explain how they further the organization’s exempt purpose in Part XIV.
& During the year, did the organization salicit or recelva donations of art. historical treasures, or other similar assets

to bo sold 1o raise funds rather than to be maintained ag part of the organization’s ColleCUON? . pusiice L dves [ _Jwo
Part: V| Escrow and Custodial Arrangements. Complete if the organization answered "Yes' o Form 990 Part IV, fine 9, or
reported an amount on Form 990, Part X, ling 21,
1a s the organization an agent, trustee, custadian or other intermadiary for comributions or other assets not included
T e ———— N——— NN Clves [ INo

b I "Yes," explain the arrangement in Part XIV and complete the following table;

Amount
o Beginningbalance ... . e
d Additions duringtheyear ... 1d
a Digtributions during the year 10
f OENUING DAIANCE || ettt et e 1t
2a Did the organization in¢luda an amourt on Form GO HARMLINEZID oo e R R e D [ Ives I e

b If "Yaes," explain the arrangament in Part XIV.
[Part V. | Endowment Funds. Compiete if tne organization answered “Yes to Form 990, Part IV, line 10.

| (a) Current year {b) Prior year | (c) Two years back | (d) Three years back _[__1_Fpur years back
" 10,000, LA

1a Beginning of year balance
Contributions e |
Net investmant earnings, gains, and lossas |
Grants or scholarships | .
Othar expanditures for facilities

and programs e
f Administrative expenses ...

® a o o

10_000. L

g Endofyearbalance ...
2 Provide the estimated percentage of the current year end balance (fine 1g, column (a)) held as!
a Board designated or quasi-endowment B %
b Permanent endowment® 100.00 %
c Temporarily restrictad endowment B> %

The percentages in linés 2a, 2b, and 2¢ should equal 100%.

3a Ara thara endowment funds not in the possession of the organization that are hald and administered for the organization
by: Yes | No

() unrelated organizations ... 3a0) | X

{th related organizations . (Safii) X

b If "Yes" to 3ali), are the related organizations fisted as required on Schedule R?

3b
4 Describe in Part X1V the intended uses of the organization's endowment funds.
@rx VI [Land, Buildings, and Equipment. See Form 990, Part X, line 10.
Description of property {a) Cost or other (b) Costorother |  (c) Accumulated (d) Book value
basis {invesiment) basis (other) depremat:an
L R — ol e P
b Buildings | ..
¢ Leasehold improvements . . ...
d Equipment
Cthar
Total. Add lines 1athmugh 19 {Cofumn {d) must equal Form 990, Part X, column (B), line 10(Ch) ........c..ocoe.. | - 0.
Schedule D (Form 890) 2011
132082
01-243-12
21
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" Schedule D {Form 950) 2011 DRAVET SYNDROME FOUNDATION INC 27-0924627 Paged -

Part Vil| Investments - Other Securities.

Seo Form 990, Pant X, line 12

{a) Description of security or catagory
{including name of security)

(e} Mathod of valuation:

(b) Book value Cost or end-of-year market value

(1) Financial derivatives e

(2) Closely-held squily interests
(3) Other

o)

()

{C)

(%)

(E)

)

(G}

(H)

U

Total. [Col {b) must equal Form 930, Part

Part Vill| Investments - Program Related. See Form 990, Part X, line 13,

(a) Description of investment type

(c) Method of valuation:

(b) Baok value (Cost or and-of-year market value

()

@

&)

(4

(5)

(6)

(7)

@)

(9).

(9)

Total (Col {b} must equal Form 999, Part X, col (B] line 13.) B> St e e

[PartIX] Other Assets. Sae Fomn 990, Part X, fina 15.

() Description {b) Book value

(1) ENDOWMENT FUNDS

10,918.

{2}

{3)

@)

(5)

()

(0]

{8)

{9)

olumn (b) Mmust equal Forrm 990, Part X, ol B)ine 15.) .o s e | 4 10,918,
rt X

| Other Liabilities. See Form 990, Part X, lina 25.

{a) Description of liability

{b) Book value

(1) Fedaral income taxes

(2)

)]

(4)

(5}

6)

7)

)

)

(G

(i)

Total COJ’umr’l b) must equal Form 990 Parfx col (B) i
SEE I Foomola, In Part AV provid T the TootnoTe 10 tha organizaiion & financial Satemants e

2. FiNad cnsc No}

ranon ﬁ. BT of Un e pesihions un E

122063
01-23-12
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Schedule D (Form 980) 2011 DRAVET SYNDROME FOUNDATION I
‘Part X1 ] Reconciliation of Change in Not Assets from Form 990 to Audited Financial Statements

Ty Total revenye (Form 990, Part VIIL, column (), I 12) ......coeicimsuccssmmssmrssssssiesrs oo 1 469,459.
2  Total expenses (Form 990, Part X, column (A), INe 25) (oo 2 476 ,836.
4 Excess or (deficit) for the year, Subtract line 2 from [T ISR RR YPYVT PSS PPR T 3 <7,37 7.>
4 Netunrealizad gains (I055es) on INVESIMENtS | L 4
5 Donated servicas and use of facilities L8 |
G INVESIMENE BXDONERE | ..l st o T s (3
7  Prior pertod adjustments 7 666 .
8  Other (Descbsin Part XIVL) i s s 10,918,
9 Total adjustments (net). Add lines 4 thruugh B ............................... s R 9 11 :_5.8 4.

10 Excess or (deficit) for the year per audited financial statements. Combine Iines 3 and @ . 10 4,2 07.

E_Eﬂ)t;ll  Reconciliation of Revenue per Audited Financial Statements With Rovenue per Return
Total revenue, gains, and other support por audited financial SLEMENES __.......coiniinn T L 469,459,
2 Amounts included on line 1 but not en Farm 890, Part Vill, line 12 N

a Net unrealized gains oninvastments ... 2a l.

b Donated servicea and use of facilities

¢ Recoverios of prior year Grants e e

d Other (Describe in Part XIV)

8 AJAINES Zathrough 20 ... o 0.
3 Subtract iine 2e fromlne 1 469,459.
4 Amounts included an Form 990, F'ant VHI llne 12 but not on lme ‘l.

a Investment expensas not included on Form 990, Part VI, line7b ... | 43

b Othar (Describe in PERXIV) | s 4h T

B e O 4c 0.

Total revenue. Add lines 3 and 4¢. (Thi ] s T o | 5 469,459,
art Xlll| Reconciliation of Expenses per Return
1 Total expenses and losses por audited FiNANGCIRAl BUEOITIBIRE e eites i iaes e ee e meae i 2t e s aee e e L] 476 i 836.
2 Amounts included on line 1 but not on Farm 990, Part IX, line 25: T

a Donated services and uga of facilities

b Proryear adjustments ...

c Otherlosses . .. S ,

d Other (Describe in F'art )(N) 2

8 Addlines 2athrough 28 ..o 2e 0.
3 Subtractine 2etromiine 1 ... e T S e 476,836.
4 Amounts included on Form 990, Part tx line 25 bu‘t not on 2 fine 4: b2

a Investment axpenses not included on Form 830, Part VIll, ina 7b ..., # :

b Other {Deseribein PartXIV) . O o 4b I

C AGNES BB AN BB oo et eee et eeseeeeeee e LSbeRRS SR ks hms iR SRR s 4c 0.
5 Total expanses. Add lines & an is must equal Forn 990, Partf.lin@ 18.) ooz 1 8 476,836.

Part XIV| Supplemental Information
Complete this part to provide the descriptions required for Part I, lines 3, 5, and 9; Part Ill, linss 12 and 4: Pant IV, lines 1b and 2b; PantV, line 4; Pan

X, line 2; Part X, line 8; Part X1, lines 2d and 40; and Part X1il, lines 2d and 4b. Aleo complete this part to provide any additional information.
PART V, LINE 4: THE INTEREST TNCOME WILI. BE USED TC PROVIDE SERVICES

TO INDIVUDUAL SUFFERING FROM DRAVET SYNDROME IN THE STATE OF ICWA

PART XI, LINE 8 - OTHER ADJUSTMENTS:

ERESTRICTED FUNDS 10,918,
Schedula D (Form 890) 2011
132054
I;H-ZB-‘TZ
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SCHEDULE G Supplemental Information Regarding oo, SO
(Form 000 or 990-E2) Fundraising or Gaming Activities 2011
Complete if the organization answered "Yes" {0 Form 990, Part IV, lines 17, 18, or 18, " Dean f""PijEtic.f s
Cieparvnent of the Treasuny or if the organization entered more than $15,000 on Form 890-EZ, line 6a.  ° e P
sk Hieiat Sorhes B Attach tq Form 990 or Form 990-EZ. separate i i *,:Inspecnan - - ;
Name of the organization Employer identification number
' DRAVET SYNDROME FOQUNDATION INC 27-0924627

Fundraising Activities. Complete if the organization angwerad “Yes" to Form 880, Part IV, line 17. Form §80-E2 filara ara not

requited to complete this part. .
1 Indicate whather the organization raised funds through any of the following activities. Check all that apply.

s [ Mail solictations a [__| Solicitation of non-government grants
b | intemet and emall solicitations f D Soligitation of government grants
e D Fhone solicitations [+] [j Special fundraising events

d |:| In-persan solicitations
2 a Did the organization have a written or oral agreement with any individual (inefuding officers, diractors, trustess or
key amployees listed In Form 990, Part VII) or entity in connaction with profesaional fundraising sarvices? [:] Yes CIne
b Jf "Yes," list the Ten highest paid individuals or entitles (fundraisers) pursuant to agreemants under which the fundraiser is o be

compensated at least $5,000 by the organization.

. ; B v) Amount paid ; .
(i) Name and address of \ndividual o : -\tjl.:[m?;gf (iv) Grose receipts tg Eor mtainaﬂ by) tm} ‘?";g'-‘.“‘ Eﬁaﬂ
or anthty (fundraiser) (i) Activhy e from activity fundraiser o (0 s v)
contributionsT listed in col. (1) org e
Y No
2 List 2l states in which the organization is registared or licensed to solicit contributions or has besn notified it is exempt from registration
or licensing.
LHA Paperwork Reduction Act Notice, see the Instructions for Form 990 or 880-EZ. 8chedule G (Form 990 or 990-EZ) 2011
132081 01-23-12
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Scheduie G (Form 990 or 9907 2011 DRAVET SYNDROME FOUNDATION INC 27-0924627 Page2
T Fundraising Events. Complete if the organization answered "Yes" to Form 890, Part IV, line 18, or reported more than $15,000
of fundraiging event cantributions and gross income on Form 990-EZ lines 1 and Bb. List events with gross receipts greater than $5,000.

T (a) E\:ant " (b) Event #2 @Othorevents | Toral events
IARA'S (add col. {a) through
UTTERFLY BAPIPERS SONG L) ot
= (avent type) {event typa) {total number)
=
2 -
@
§| 1 Grossreceipts i 119,438,  175,211.]  245,623.|  540,272.
2 Lese: Charitable contributions ... ..
3 Groes income (ling 1 minusline2) ........ lli‘i& 175,211- 245, 623. 540,2?2.
4 Cashprized .. ... ..o
2 & NOACASHPAZES: onnsiummosmanivsim s
]
g
g| 8 Rentffacility costs
w
s
g 7 Food and beveragaes ...
8 Entanainment | ..oociiiiieinsieies
8§ Ctherdirect eXpenses | ... 44,990. 62,764- 35,905. 143.659-
10 Direct expense summary. Add lines 4 through 8in COlmI () o » (143,659
11 Natincome summary. Combine line 3, column (d e A0 s s ! 396,613.
T Gaming. Gompiete If the organization answered "Yas" to Form 990, Part IV, line 19, or repor!od more than
$15,000 on Form 880-EZ, line Ga. )

N . (b) Pull labs/instant . (d) Total gaming (add
2 (=) Bingo bingo/prugsessive bingo (c) Othergaming e, (a) through col. (c)
- ¥
B
vd

1 QroRSrevenuB ..o
o [ CABNIPIIES oot
b
&
o3 Noncash prizes ...
(¥l
T
iis';‘ 4 Hentfacilitycosts ..
5§ Othet direCt EXpeEnses ... ...
.1 ves % Yes % {[__] Yes Wil .
6 Vounteertabor ... [[Ino No [ Iwne B
7 Direct expense summary. Add lings 2 through 5 in COlUMIM () s s e b )
8 Net gaming income summary. Combine line 1, column d, and T ——————_
9 Enter the state(s) in which the arganization operates gaming activitios:
a Is the organization licensed 1o operate gaming activitias in each of these SlEtel? e i |:| Yos L___] No
b It *No," explain:
10a Ware any of tha organization's gaming licensas revoked, suspendad or tenninated during the tax year? ... D Yes [ Ino
b If "Yes," explain:
132082 01-23-12 Scheduls G (Form 980 or 990-EZ) 2011
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ScheduleG{Form 990 or 880-€2) 2011 DRAVET SYNDROME FOUNDATION INC 27-0924627 o
11 Does the organization operate gaming activities with nonmambers? Lj Yes j Ne
42 Is the organization & grantor. beneficiary or trustee of @ trust ar a member of a pannersnlp or other entﬂy formad

to administer charitable gaming? T R R R T AR I:} Yes [__INo
13 Indicate the pstcentage of gaming actmty operatad in:
s The organization's facility 13a
b Anoutside faGIIY s e i s s eGSR ¥
14 Erter the name and addrass of the person who prepares the organizatmn 5 gamlngfspecial evants books and recards:
Mame P )
Address P
16a Does the organization hava a contract with a third party from whom the organization eceives gaming revenue? [ 1ves D Ne

b If "Yes," enterthe amount of gaming ravenue received by the organization b _ 00 00000 and the amount
of gaming revenue retained by the third party |
¢ If "Yes," enter name and address of tha third party:

Namea B

Address P

1@ Qaming manager information:

Name B

Garning managar compensation B %

Description of services provided P

[ 7] Directoriotficar 1 employee [ 1 independent contractor

17 Mandatory distributions:
a lgthe orgamza'mn required under state law to make charitable distributions from the gaming proceeds to
retain the stale gaming license? .. T S S e T AT T e Cves [ne

b Enter the amount of distributions required under atals law to be dxstrlbutad 1o othar axempt organizations or spant intha

Supplemental Information. Complete this partto provide the explanations required by Part I, line 2b, columns (i) and (v), and Part ill,
linee 9, Sh, 10b, 16b, 15¢, 16, and 17h, &S appiicable. Also complete this part 1o provide any additional information {see instructions).

132082 01-23-12 Schedule G {Form 990 or 930-EZ) 2011
26
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OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 090-EZ 2[—ﬁ1

{Form 990 or 990-E2) Complete to provide information for respanses to speaific questions on

T [y Form 990 or wboféagn tt?) ;;ﬁ:lqd;&ngragtjg;al information. ) s agg:.g;:ﬂyhi_ic::: :

imiarnal Aevenus Servion i " A v iy

Name of tha organization Employer identification number
__DRAVET SYNDROME FOUNDATION INC 27-0924627

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

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 OPTIiONS 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 TE ITEMS THAT MIGHT IMPROVE THE

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

MEDTCAL INSURANCE. THROUGH OUT INTERNATIONAL PATIENT ASSISTANCE PROGRAM

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

FORM 990, PART VI, SECTION B, LINE 11: THE EXECUTIVE COMMITTEE OF THE

BOARD OF DIRECTORS MEETS WITH THE CERTIFIED PUBLIC ACCOUNTANT TQ REVIEW AND

APPROVE THE AUDITED FINANCIAL STATEMENTS AND FORM 990

FORM 990, PART VI, SECTION B, LINE 12C: MONITORING AND ENFORCTING THE

ORGANTIZATIONS CONFLTICT OF INTEREST POLICY

FORM 990, PART VI, SECTION C, LINE 18: THE DRAVET SYNDROME FOUNDATION FORM

990 IS AVAILABLE FOR PUBLIC INSPECTION ON THE ORGANIZATONS WEBSITE. THE

ORGANIZATIONS ORGANIZING DOCUMENTS ARE AVAILABLE FOR INSPECTION UPON

WRITTEN REQUEST TO THE PRESIDENT

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 980 ar 990-EZ. Schedule O (Form 990 or 990-EZ) (2011)

132211
01-23-12
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Schedulg © (Form 990 or 990-E7) (2011) _Pege 2
‘Name of the organization Employer identification number

DRAVET SYNDROME FOUNDATION INC 27-0924627

FORM 990, PART Vi, SECTION C, LINE 19: THE DRAVET SYNDROME FOUNDATION

MAKES ITS GOVERNING DOCUMENTS, CONFLICT OF INTERST POLICY AND FINANCIAL

STATEMENTS AVAIABLE TO THE PUBLIC UPON PRIOR WRITTEN REQUEST TO THE

PESIDENT.

FORM 990, PART XI, LINE 5, CHANGES IN NET ASSETS:

PRIOR PERIOD ADJUSTMENTS : 666 .
ERESTRICTED FUNDS 10,918.
TOTAT, TO FORM 990, PART XI, LINE 5 - 11,584.

—_—

PART XIT LINE 2C

A COMMITTEE RESPONSIBLE FQR OVERSIGHT OF THE AUDIT AND FORM 330

THE EXECUTIVE COMMITTEE OF THE BAORD OF DIRECTORS MEETS WITH THE

CERTIFIED PUBLIC ACCOUNTANT TQ REVIEW THE AUDITED FINANCIAL STATMENTS

AND FORM 990.

A Schedule O (Farm 280 or 980-EZ) (2011)
30
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orm BB868 (Rev. 1-2012) Pags 2
- you ars filing for an Additional (Not Automatic) 3-Month Extenslon, compléte only Part Il and checkthisbox ... ... > E
Note. Only complete Part 1l if you have already been granted an automatic 3.month extension on & previously filad Form 8868.

® |f you are filing for an Automatic 3-Month Extension, complaie only Part | {on page 1).

[Partll]  Additional (Not Automatic) 3-Month Extension of Time. Only file the original (no copies needed).

Enter filer's Identifying number, see instructions

Typs or | Name of exempt organization or other filer, 569 instructions Empleyer identification number (EIN) ar
print ;

Fiooyws [DRAVET SYNDROME FQUNDATION INC [(Z] 27-0924627
;“:g"‘;::”’ Number, street, and raom or suite no. If a P.O. bax, see instructions. Social security numizer (38N)

mrov |~/0 STUDELY WHITE & ASSOCIATES - ONE IVES STREET S

nswuctions. [ iy town or post office, state, and ZIP cods. For a foreign addiass, see Instructions.

ANBURY, CT 06810

Enter the Retura code for the retum that this application is for (file a saparate application for sach retum) ... e T IEI
Application . Return § Apphication Femm
Is For Code JlsFor . I -
Form 990 or Rt nioi e T e i s Pt e Vs
Form 990-8L o2 Form 1041-A Q8
Form 990 -EZ 01 Form 4720 folz]
Form 930-PF 04 Form 5227 10
Form 990-T (sac. 401(a) or 408(a) trust) 0s Form 6069 11
Form 990-T {trust other than abovs) 06 Form 8870 : 12
STOP! Do ngl complets if vou were not already granted an automatic 3-mont tension on g previously filed Form 8888,

THE ORGANIZATION
& The books are intha care of = 11 NANCY DRIVE - MONROE, CT 06468

Talsphone No. b 8203-330.9456 FAX No. b )
& |f the organization does not hava an offica of place of business in the United States, Check this BOX | oo [ =1
® Ifthis is for @ Group Return, enter the arganization’s four digit Group Exemption Number (GEN) . If this is for the whole group, check this

box B || . Ifitis for part of the group, check this bax P [ ] and attach a list with the names and EINs of all members the extension is for.
4 | request an additional 3-month extension of time until NOVEMBER 15, 2012 °
5 Forecalendaryear 2011 | or other tax year beginning , and ending
G If the tax year entered in fine 5 is for less than 1 2 montha, check reason. L initial retum D Final returm
Change in accounting period
7  State in dotail why you nead the axtension :
THE ANNUAIL AUDIT FOR THE DRAVET SYNDROME FOUNDATION HAS NCT BEEN
COMPLETED. THE FORM 930 15 PREPARED FROM THE AUDITED FINANCIAL
STATEMENT
8a If this application is for Form 990-BL, 990-PF, gg90-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits. See instructions. - Ba | $ 0.
b Ifthis application i for Form 990-PF, 990-T, 4720, or 6069, enter any refundable credits and estimated o
tax payments made. Include any prior yaar overpayment allowed as a credit and any amount paid

previeusly with Form 8868. 8b | $ 0.
¢ Balance due. Subtract line 8b fram line 8a. Include your payment with this form, if required, by using
EFTPS (Electronic Fadaral Tax Payment Syster). See instructions. gc | 8 0.

Signature and Verification must be completed for Part Il only.

Under penalties of perjury, | declare that | have examined this form, including accompanying schedules and statements, and 1o the best of my knowledge and belief,
it is frue, correct, and complete, and that | am authorized 1o prepare this form.

Slgnature = Tite p- PRESIDENT Data
Form 8868 (Rev. 1-2012)
133847
a1-08-12
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