990 Return of Organization Exempt From Income Tax |__om8 No. 1545-0047
Form

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations) @ @24
Department of the Treasury Do not enter social security numbers on this form as it may be made public. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
A For the 2024 calendar year, or tax year beginning 01/01/2024 and ending 12/31/2024
B Check if applicable: | C Name of organization DRAVET SYNDROME FOUNDATION INC D Employer identification number
[] Address change Doing business as 27-0924627
|:| Name change Number and street (or P.O. box if mail is not delivered to street address) Room/suite E Telephone number
[ initial return PO Box 3026 203-392-1955
|:| Final return/terminated City or town, state or province, country, and ZIP or foreign postal code
] Amended return Cherry Hill, NJ 08034 G Gross receipts $ 4,523,327
[] Application pending | F Name and address of principal officer: Ross Nicholas H(a) Is this a group retumn for subordinates? [ vYes No

PO Box 3026, Cherry Hill, NJ 08034 H(b) Are all subordinates included? [Jyes [INo

I Tax-exempt status: 501(c)(3) |:| 501(c) ( ) (insert no.) |:| 4947(a)(1) or |:| 527 If “No,” attach a list. See instructions.
J  Website: www.dravetfoundation.org H(c) Group exemption number
K Form of organization: Corporation |:| Trust |:| Association |:| Other | L Year of formation: 2009 | M State of legal domicile: CT

Summary

1 Briefly describe the organization’s mission or most significant activities: The mission of the Dravet Syndrome Foundation is
° to aggressively raise funds for Dravet syndrome & related epilepsies; support & fund research; increase awareness; & provide
g support to affected individuals & families.
=
% 2  Check this box []if the organization discontinued its operations or disposed of more than 25% of its net assets.
g 3  Number of voting members of the governing body (Part VI, line1a). . . . . . . . . 3 9
@ | 4 Number of independent voting members of the governing body (Part VI, line 1b) . . . . 4 9
1‘5 5  Total number of individuals employed in calendar year 2024 (Part V, line2a) . . . . . 5 13
§ 6  Total number of volunteers (estimate if necessary) . . . . . . . . . . . . . . 6 100
7a Total unrelated business revenue from Part VIII, column (C), line12 . . . . . . . . 7a 0
b Net unrelated business taxable income from Form 990-T, Part I, line11 . . . . . . . 7b 0
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, lineth). . . . . . . . . . . . 2,530,133 3,106,931
g 9 Program service revenue (Part VI, line 2g) e 471,472 734,789
% | 10 Investment income (Part VIII, column (A), lines 3,4,and7d) . . . . . . 218,414 304,376
111 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢c, 10c, and 11¢) . . . 37,077 75,526
12 Total revenue—add lines 8 through 11 (must equal Part VI, column (A), line 12) 3,257,096 4,221,622
13  Grants and similar amounts paid (Part IX, column (A), lines 1-3) . . . . . 955,138 2,509,120
14  Benefits paid to or for members (Part IX, column (A), line4) . . . . . . 0 0
8 15  Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 695,982 841,275
2|1 16a Professional fundraising fees (Part IX, column (A), line 11e) o 0 0
§ b Total fundraising expenses (Part IX, column (D), line 25) 237,361
W47  Other expenses (Part IX, column (A), lines 11a-11d, 11f-24e) . . . . . 511,932 908,777
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) . 2,163,052 4,259,172
19 Revenue less expenses. Subtract line 18 fromline12 . . . . . . . . 1,094,044 -37,550
5 § Beginning of Current Year End of Year
85120 Totalassets (PartX, line16) . . . . . . . . . . . . . ... 7,509,902 8,536,916
%: 21  Total liabilities (Part X, line26) . . . . . . . . . . . . . . . . 595,166 1,560,863
25|22 Net assets or fund balances. Subtract line 21 from line20 . . . . . . 6,914,736 6,976,053
Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
true, correct, and complete. Declaration ofgrepargr (other than g er) is based on all information of which preparer has any knowledge.

04/23/2025

Slgn Signature of officer V \( Date
Here Ross Nicholas, President

Type or print name and title

R Preparer’s name Preparer’s signature Date i | PTIN
Paid Check [] if
self-employed

Preparer — ——
Use Only irm’s name irm’s

Firm’s address Phone no.
May the IRS discuss this return with the preparer shown above? See instructions . . . . . . . . . . . [[JYes [INo

For Paperwork Reduction Act Notice, see the separate instructions. Cat. No. 11282Y Form 990 (2024)


Ross Nicholas
04/23/2025


Form 990 (2024) Page 2
m Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line in this Parttil . . . . . . . . . . . . . []

Briefly describe the organization’s mission: The mission of the Dravet Syndrome Foundation is to aggressively raise funds for
Dravet syndrome & related epilepsies; support & fund research; increase awareness; & provide support to affected individuals &

families. We understand the ongoing need to fund innovative research, the urgency in finding better treatments, the motivation of

our donors to make an impact specifically in the fields of Dravet syndrome and related epilepsies, the importance of transparency

(Continued on Schedule O, Statement 1)

Did the organization undertake any significant program services during the year which were not listed on the
prior Form 990 or 990-EZ? e

If “Yes,” describe these new services on Schedule O.

Did the organization cease conducting, or make significant changes in how it conducts, any program
services? . . . . . . . . . . . . . . . . . . . . . . . . .. . . ... .. [Yes [ONo
If “Yes,” describe these changes on Schedule O.

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.

[JYes [OINo

4a

(Code: ) (Expenses $ 2,672,460 including grants of $ 2,485,115 ) (Revenue $ 0)

DSF funds research for better treatments and a cure for Dravet syndrome and related epilepsies by awarding research grants to

qualified scientists and clinicians. These grants fund initial research hypotheses that have not been fully explored. The results

extracted from this type of research will help bring untested research to the point that it can qualify for larger governmental funding.

Since 2009, DSF has awarded over $10.5 million to 71 research endeavors. Research areas include SUDEP, gene therapy, drug

discovery, screening, treatments, genetics, epidemiology and neuronal networks. DSF has also supported the development of a

commercial line of iPSC cells for researchers and the biotechnology industry. DSF's Scientific Director serves as the liaison

between the medical/scientific community and DSF, developing strategies to support research, manage DSF's involvement in

projects, and move projects forward with assistance in project management, manuscript preparation, and other writing

opportunities. The Scientific Director acts as a representative of DSF to other institutions including NIH, FDA, pharma and

biotechnology companies.

4b

(Code: ) (Expenses $ - 764,750 including grants of $ 24,006 ) (Revenue $ 637,288 )
Receiving a diagnosis of Dravet syndrome (DS) can be overwhelming, leaving families with many unanswered questions. To
support our patient community, DSF provides a variety of educational, advocacy, and support resources: These initiatives are part
of DSF's commitment to providing vital resources and fostering a strong, supportive community for those affected by Dravet
syndrome. DSF Family Network: Open to any parent, legal guardian, or sibling interested in our advocacy services and programs,
the Family Network keeps members informed about new advocacy tools, clinical trials, educational opportunities, and fundraising
events. It also includes moderated private Facebook support groups for parents and caregivers of individuals with Dravet
syndrome. Membership is limited to those legally responsible for making medical decisions for the patient. In 2024, 347 people
_joined the Family Network. Newly Diagnosed Kits: DSF provides newly diagnosed families with a kit that includes a guidebook for
navigating life after diagnosis, a medication bag, and other materials to ensure they have the knowledge and tools needed for their
child's care. In 2024, DSF distributed 131 Kits. Patient Assistance Grants: The DSF Patient Assistance Grant Program offers
financial support to patients with Dravet syndrome and related SCN1A epilepsies for medical equipment, therapy devices, and
(Continued on Schedule O, Statement 2)

4c

(Code: ) (Expenses $ 165,700 including grants of $ 0 ) (Revenue $ 97,500 )
DSF produces an annual research roundtable meeting to provide opportunity for researchers and clinicians to collaborate and
discuss better treatment options and a roadmap toward a cure and how to best facilitate both. This meeting started in 2010 as a
brainstorming session for the few researchers working on Dravet syndrome. DSF hosted its 15th annual Research Roundtable with

nearly 190 participants.

4d

Other program services (Describe on Schedule O.)
(Expenses $ 0 including grants of $ 0 ) (Revenue $ 0)

4e

Total program service expenses 3,602,910

Form 990 (2024)
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gl Checklist of Required Schedules

1

10

11

-h

12a

13
14a

15

16

17

18

19

20a

21

Page 3

Is the organization described in section 501 (o)(3) or 4947(a)(1) (other than a private foundation)? If “Yes,”
complete Schedule A .

Is the organization required to complete Schedule B, Schedule of Contributors? See instructions .
Did the organization engage in direct or indirect political campaign activities on behalf of or in opposmon to
candidates for public office? If “Yes,” complete Schedule C, Part | .

Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h)
election in effect during the tax year? If “Yes,” complete Schedule C, Part Il .

Is the organization a section 501(c)4), 501(c)(5), or 501(c)(6) organization that receives membershlp dues
assessments, or similar amounts as defined in Rev. Proc. 98-19? If “Yes,” complete Schedule C, Part Ill

Did the organization maintain any donor advised funds or any similar funds or accounts for which donors
have the right to provide advice on the distribution or investment of amounts in such funds or accounts? If
“Yes,” complete Schedule D, Part |

Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If “Yes,” complete Schedule D, Part Il

Did the organization maintain collections of works of art, historical treasures, or other similar assets? If “Yes,”
complete Schedule D, Part Il

Did the organization report an amount in Part X I|ne 21 for escrow or oustodlal account I|ab|I|ty, serve as a
custodian for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or
debt negotiation services? If “Yes,” complete Schedule D, Part IV

Did the organization, directly or through a related organization, hold assets in donor-restricted endowments
or in quasi-endowments? If “Yes,” complete Schedule D, Part V . .o e .

If the organization’s answer to any of the following questions is “Yes,” then oomplete Schedule D, Parts Vi,
VII, VI, IX, or X, as applicable.

Did the organization report an amount for land, buiIdings, and equipment in Part X, line 10? If “Yes,”
complete Schedule D, Part VI . . .

Did the organization report an amount for investments— other securities in Part X I|ne 12 that is 5% or more
of its total assets reported in Part X, line 167? If “Yes,” complete Schedule D, Part VIl . ...
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 .

Did the organization report an amount for other assets in Part X, line 15, that is 5% or more of its totaI assets
reported in Part X, line 16? If “Yes,” complete Schedule D, Part IX

Did the organization report an amount for other liabilities in Part X, line 25? If “Yes,” comp/ete Schedule D, Part X
Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If “Yes,” complete Schedule D, Part X
Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes,” complete
Schedule D, Parts XI and Xl

Was the organization included in consolldated |ndependent audlted flnanC|aI statements for the tax year” If
“Yes,” and if the organization answered “No” to line 12a, then completing Schedule D, Parts XI and XlI is optional

Is the organization a school described in section 170(b)(1)(A)(ii)? If “Yes,” complete Schedule E

Did the organization maintain an office, employees, or agents outside of the United States? .

Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaklng,
fundraising, business, investment, and program service activities outside the United States, or aggregate
foreign investments valued at $100,000 or more? If “Yes,” complete Schedule F, Parts | and IV .

Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign organization? If “Yes,” complete Schedule F, Parts Il and IV . e

Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If “Yes,” complete Schedule F, Parts Il and IV. oL
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on
Part IX, column (A), lines 6 and 11e? If “Yes,” complete Schedule G, Part I. See instructions .
Did the organization report more than $15,000 total of fundraising event gross income and contrlbutlons on
Part VI, lines 1c and 8a? If “Yes,” complete Schedule G, Part Il . . ... .o .
Did the organization report more than $15,000 of gross income from gaming activities on Part VIII line 9a’?

If “Yes,” complete Schedule G, Part Ill .

Did the organization operate one or more hospital facilities? If “Yes,” complete Schedule H .

If “Yes” to line 20a, did the organization attach a copy of its audited financial statements to this return'?
Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If “Yes,” complete Schedule I, Parts | and Il

Yes | No
1 |
2 | O
3 |
4 | O
5 ]
6 ]
7 |
8 |
9 ]
10 | O
11a O
11b |
11c O
11d |
11e O
11f| O
12a| O
12b |
13 ]
14a O
14b| O
15 | O
16 |
17 |
18 | O
19 |
20a ]
20b
21 | O

Form 990 (2024)



Form 990 (2024) Page 4
gl Checklist of Required Schedules (continued)

Yes | No

22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 2? If “Yes,” complete Schedule |, Parts land lll . . . . 22 | O
23 Did the organization answer “Yes” to Part VI, Section A, line 3, 4, or 5, about compensatlon of the
organization’s current and former officers, directors, trustees, key employees, and highest compensated
employees? If “Yes,” complete ScheduleJ . . . . . . . . . . . . . . . . . . . . .. 23 | O

24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 If “Yes,” answer lines 24b

through 24d and complete Schedule K. If “No,” go to line25a . . . . . . . . . . . . . . . 24a O
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? . . . .o . .o 24¢
d Did the organization act as an “on behalf of” issuer for bonds outstandmg at any time durmg the year’) .o 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|1 . . . . . 25a 0

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior
year, and that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ?

If “Yes,” complete Schedule L, Part! . . . . . . . . . . . . . . . . . . . . . ... 25b 0

26 Did the organization report any amount on Part X, line 5 or 22, for receivables from or payables to any current

or former officer, director, trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons? If “Yes,” complete Schedule L, Partll . . . 26 0

27 Did the organization provide a grant or other assistance to any current or former officer, director, trustee, key
employee, creator or founder, substantial contributor or employee thereof, a grant selection committee
member, or to a 35% controlled entity (including an employee thereof) or family member of any of these
persons? If “Yes,” complete Schedule L, Partlll . . . . . . . . . . . . . . . . . . . . 27 0

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

a A current or former officer, director, trustee, key employee, creator or founder, or substantial contributor? If

“Yes,” complete Schedule L, Part IV . . . . . .o .. . e 28al| O
b A family member of any individual described in line 28a? If “Yes,” comp/ete Scheaule L, PartlV . . . . 28b g
c A 35% controlled entity of one or more individuals and/or organizations described in line 28a or 28b? If
“Yes,” complete Schedule L, PartIV . . . . . . . .o . . e e 28¢c 0
29 Did the organization receive more than $25,000 in noncash contributions? If “Yes,” complete Schedule M 29 g
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If “Yes,” complete Schedule M . . . . e o 30 0
31 Did the organization liquidate, terminate, or dissolve and cease operatlons’7 If “Yes,” comp/ete Schedule N, Partl | 31 g
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If “Yes,”
complete Schedule N, Part Il . . . . 32 O
33 Did the organization own 100% of an entity dlsregarded as separate from the organlzatlon under Regulatlons
sections 301.7701-2 and 301.7701-3? If “Yes,” complete Schedule R, Part! . . . . . . 33 0
34 Was the organization related to any tax-exempt or taxable entlty’? If “Yes,” complete Schedule R Part I, 1,
orlV,and Part V, line1 . . . . . . T, 34 O
35a Did the organization have a controlled entlty within the meaning of section 512(b)(1 3) e 35a O
b If “Yes” to line 35a, did the organization receive any payment from or engage in any transactlon W|th a
controlled entity within the meaning of section 512(b)(13)? If “Yes,” complete Schedule R, Part V, line 2 . . 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable
related organization? If “Yes,” complete Schedule R, Part V, line2 . . . . . 36 0
37 Did the organization conduct more than 5% of its activities through an entity that is not a reIated organlzatlon
and that is treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R, Part VI 37 O
38 Did the organization complete Schedule O and provide explanations on Schedule O for Part VI, lines 11b and
19? Note: All Form 990 filers are required to complete Schedule O . . . . . . . . . . . . . . 38 | O
Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any line in thisPartV. . . . . . . . . . . . . . [
Yes | No
1a Enter the number reported in box 3 of Form 1096. Enter -0- if not applicable . . . . 1a 13
b Enter the number of Forms W-2G included on line 1a. Enter -0- if not applicable . . . 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and
reportable gaming (gambling) winnings to prize winners? . . . . . . . . . . . . . . . . . 1c | O

Form 990 (2024)
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Statements Regarding Other IRS Filings and Tax Compliance (continued) Yes | No
Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return | 2a 13
If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2b | O
Did the organization have unrelated business gross income of $1,000 or more during the year? . 3a O
If “Yes,” has it filed a Form 990-T for this year? If “No” to line 3b, provide an explanation on Schedule O 3b
At any time during the calendar year, did the organization have an interest in, or a signature or other authority over,
a financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a 0
If “Yes,” enter the name of the foreign country
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . 5a O
Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b g
If “Yes” to line 5a or 5b, did the organization file Form 8886-T? . 5¢
Does the organization have annual gross receipts that are normally greater than $1 OO OOO and d|d the
organization solicit any contributions that were not tax deductible as charitable contributions? . . 6a 0
If “Yes,” did the organization include with every solicitation an express statement that such contrlbutlons or
gifts were not tax deductible? Ce e 6b
Organizations that may receive deductible contributions under section 170(c).
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? . e e e e e 7a | O
If “Yes,” did the organization notify the donor of the value of the goods or services provided? . . 7b | O
Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was
required to file Form 82827 . e e e e e e e e e 7c O
If “Yes,” indicate the number of Forms 8282 filed during theyear . . . . . . . . | 7d |
Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7e O
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f O
If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? | 7g
If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
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
Sponsoring organizations maintaining donor advised funds.
Did the sponsoring organization make any taxable distributions under section 49667 . . 9a
Did the sponsoring organization make a distribution to a donor, donor advisor, or related person'7 9b
Section 501(c)(7) organizations. Enter:
Initiation fees and capital contributions included on Part VIII, line 12 . . . . 10a
Gross receipts, included on Form 990, Part VIII, line 12, for public use of club faC|I|t|es . 10b
Section 501(c)(12) organizations. Enter:
Gross income from members or shareholders . . . 11a
Gross income from other sources. (Do not net amounts due or pald to other sources
against amounts due or received from them.) . . . . . . 11b
Section 4947(a)(1) non-exempt charitable trusts. Is the orgamzatnon f|||ng Form 990 in lieu of Form 1041? 12a
If “Yes,” enter the amount of tax-exempt interest received or accrued during the year . . | 12b |
Section 501(c)(29) qualified nonprofit health insurance issuers.
Is the organization licensed to issue qualified health plans in more than one state? . 13a
Note: See the instructions for additional information the organization must report on Schedule O
Enter the amount of reserves the organization is required to maintain by the states in which
the organization is licensed to issue qualified health plans e e e 13b
Enter the amount of reservesonhand . . . . 13c
Did the organization receive any payments for |ndoor tannlng services durlng the tax year’7 . . 14a O
If “Yes,” has it filed a Form 720 to report these payments? If “No,” provide an explanation on Schedule O . 14b
Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or
excess parachute payment(s) during the year? .o 15 0
If “Yes,” see the instructions and file Form 4720, Schedule N.
Is the organization an educational institution subject to the section 4968 excise tax on net investment income? | 16 O
If “Yes,” complete Form 4720, Schedule O.
Section 501(c)(21) organizations. Did the trust, or any disqualified or other person, engage in any activities
that would result in the imposition of an excise tax under section 4951, 4952, or 49537? 17
If “Yes,” complete Form 6069.

Form 990 (2024)



Form 990 (2024) Page 6
idll  Governance, Management, and Disclosure. For each “Yes” response to lines 2 through 7b below, and for a “No”
response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes on Schedule O. See instructions.
Check if Schedule O contains a response or note to any line in thisPartVI . . . . . . . . . . . . . [0
Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year. . 1a 9
If there are material differences in voting rights among members of the governing body, or
if the governing body delegated broad authority to an executive committee or similar
committee, explain on Schedule O.
b Enter the number of voting members included on line 1a, above, who are independent . 1b 9
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, director, trustee, or key employee? 2 0
3 Did the organization delegate control over management duties customarlly performed by or under the d|rect
supervision of officers, directors, trustees, or key employees to a management company or other person? . 3 0
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? | 4 O
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? . 5 g
6 Did the organization have members or stockholders? 6 o
7a Did the organization have members, stockholders, or other persons Who had the power to elect or appomt
one or more members of the governing body? . . . . . e 7a 0
b Are any governance decisions of the organization reserved to (or sub]ect to approval by) members,
stockholders, or persons other than the governing body? . . . . 7b 0
8 Did the organization contemporaneously document the meetings heId or written actions undertaken durlng
the year by the following:
a Thegoverning body? . . . . e e e 8a | O
b Each committee with authority to act on behalf of the governing body’7 e 8b | O
9 Is 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 addresses on Schedule O . . . . 9 O
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? . . . 10a g
b If “Yes,” did the organization have written policies and procedures governlng the actlvmes of such chapters
affiliates, and branches to ensure their operations are consistent with the organization’s exempt purposes? 10b

11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? |11a| O
b Describe on 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 . . . . 12a| O
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to confhcts? 12b| O
c Did the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes,”

describe on Schedule O how thiswasdone. . . . . . . . . . . . . . . . . . . . .. 12¢| O
13 Did the organization have a written whistleblower policy? . . . . C e e 13 | O
14  Did the organization have a written document retention and destructlon pollcy’7 e 14 | O

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 . . . . . . . . . . . . 15a g
b Other officers or key employees of the organization . . . e e 15b |

If “Yes” to line 15a or 15b, describe the process on Schedule O See mstructlons
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? . . . . C e 16a 0
b If “Yes,” did the organization follow a written pollcy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization’s exempt status with respect to such arrangements? . . . . . . . . . . . . . . 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed see Schedule O, Statement 3

18 Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A, if applicable), 990, and 990-T (section 501(c)
(3)s only) available for public inspection. Indicate how you made these available. Check all that apply.
[0] Own website [0] Another’s website [0] Uponrequest [] Other (explain on Schedule O)

19 Describe on Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy,
and financial statements available to the public during the tax year.

20 State the name, address, and telephone number of the person who possesses the organization’s books and records.
Jamie Cohen, (203)392-1955
522 Mackin Drive, Cherry Hill, NJ 08002 Form 990 (2024)




Form 990 (2024) Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check if Schedule O contains a response or note to any line in this Part VIl . . . . e
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the
organization’s tax year.

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

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

e List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee)
who received reportable compensation (box 5 of Form W-2, box 6 of Form 1099-MISC, and/or box 1 of Form 1099-NEC) of more than
$100,000 from the organization and any related organizations.

e List all of the organization’s former officers, key employees, and highest compensated employees who 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.

See the instructions for the order in which to list the persons above.
[] Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

©)
Position
A B (») E F|
@ . ®) (do not check more than one ©) ® . ®
Name and title Average box, unless person is both an Reportablg Reportablg Estimated amount
hours officer and a director/trustee) compensation compensation of other
per week o =] = ~le ] = from the from related compensation
(list any a 5_ i g 2 |3&|8 organization (W-2/ | organizations (W-2/ from the
housfor |5 (2|8 | @ s § 3 1099-MISC/ 1099-MISC/ organization and
related |95 |5 13 |5a| 1099-NEC) 1099-NEC) | related organizations
organizations| = = | & o ]
below gz 3| 3
dotted line) g|a 2
[0} [
° g
Mary Anne Meskis 40.00
Executive Director 0.00 5] 172,586 0 0
Veronica Hood 40.00
Scientific Director 0.00 o 165,459 0 0
Jamie Cohen 40.00
Finance & Program Director 0.00 U 108,866 0 0
Ted Odlaug PhD 1.00
President 0.00 o o 0 0 0
Ross Nicholas 1.00
Vice President 0.00 o o 0 0 0
Claire Carey 1.00
Secretary 0.00 U U 0 0 0
Josh Goldman 1.00
Treasurer 0.00 o o 0 0 0
Nathan Batt 1.00
Trustee 0.00 o 0 0 0
Ashley Kerns 1.00
Trustee 0.00 o 0 0 0
Joseph Sullivan MD 1.00
Trustee 0.00 o 0 0 0
Bill Kirshner 1.00
Trustee 0.00 o 0 0 0
Gail Farfel 1.00
Trustee 0.00 o 0 0 0
Amanda Prather 1.00
Trustee 0.00 o 0 0 0

Form 990 (2024)



Form 990 (2024)

Page 8

E1a Y |M Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

©)
Position
A B D E F
@ (®) (do not check more than one () ® ®
Name and title Average | pox, unless person is both an Reportable Reportable Estimated amount
hours officer and a director/trustee) compensation compensation of other
per week o =] = ~]o | n from the from related compensation
(list any a 3_ i g 2 |3&|8 organization (W-2/|organizations (W-2/ from the
housfor |5 (2|8 | o E § 3 1099-MISC/ 1099-MISC/ organization and
related (255 | |3 |85 1099-NEC) 1099-NEC) related organizations
organizations g p 3 g g
below ﬁ g . 3
dotted line) 2| e @
[0} [
® T
Q
1b Subtotal 446,911 0 0
c Total from contlnuatlon sheets to Part VII Sectlon A
d Total (add lines 1b and 1c) . e 446,911 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 3
Yes | No
3 Did the organization list any former officer, director, trustee, key employee, or highest compensated
employee on line 1a? If “Yes,” complete Schedule J for such individual e e 3 0
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 $150,000? If “Yes,” complete Schedule J for such
individual . 4 | O
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If “Yes,” complete Schedule J for such person 5 O

Section B. Independent Contractors

1

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

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

(A)
Name and business address

(B)

Description of services

(©)

Compensation

Geben Communication, 143 E Main St 200, Columbus, OH 43215

Media Relations

150,000

2

received more than $100,000 of compensation from the organization

Total number of independent contractors (including but not limited to those listed above) who

1

Form 990 (2024)



Form 990 (2024) Page 9

3TgAY[l] Statement of Revenue
Check if Schedule O contains a response or note to any lineinthisPartvit . . . . . . . . . . . . . []

(A) (B) (©) (D)
Total revenue Related or exempt Unrelated Revenue excluded
function revenue | business revenue from tax under
sections 512-514

4 @| 1a Federated campaigns . . . . 1a 0

§§ b Membershipdues . . . . . |1b 0

<-'5_ E ¢ Fundraisingevents . . . . . 1c 1,412,646

£ <| d Related organizations . . . 1d 0

55_ g e Government grants (contrlbutlons) 1e 0

25 f All other contributions, gifts, grants,

-% E’ and similar amou.nts r.10t |n<.>luded abo.ve 1f 1,694,285

25 g Noncash contributions included in

o linesta-1f. . . . . . . . 19 [$ 0

88| h TotalAddlinestatf. . . . . . . . . . .

Business Code

g 2a Professional Education & Meetings 813319 97,500 97,500 0 0
E g b Patient & Family Services 813319 637,289 637,289 0 0
wn c c
g2 d
g 8
g’ e
a f All other program service revenue . . 0
g Total. Add lines2a-2f . . . . 734,789
3 Investment income (including d|V|dends |nterest and
other similaramounts) . . . . . . . . . . . 304,376 0 0 304,376
4  Income from investment of tax-exempt bond proceeds 0 0 0 0
5 Royalties . . . . . . . . . . . . . . . 0 0 0 0
(i) Real (ii) Personal
6a Grossrents . . | 6a
b Less: rental expenses | 6b
¢ Rental income or (loss) | 6¢ 0 0
d Net rental income or (loss) e
7a Gross amount from (i) Securities (i) Other

sales of assets
other than inventory | 7a
b Less: cost or other basis
and sales expenses . | 7b
¢ Gainor(loss) . . | 7c 0 0
Net gain or (loss)
8a Gross income from fundraising
events (notincluding $ 1,412,646 |
of contributions reported on line
1c). See Part IV, line18 . . . 8a 377,231
b Less: direct expenses . . . 8b 301,705
¢ Netincome or (loss) from fundralsmg events
9a Gross income from gaming
activities. See Part IV, line 19 . 9a
b Less: direct expenses . . . 9b
¢ Netincome or (loss) from gaming actlvmes .
10a Gross sales of inventory, less
returns and allowances . . . [1{0a
b Less:costofgoodssold . . . |[10b
¢ Net income or (loss) from sales of inventory .

Other Revenue
o

Business Code

g
S o
55
o« d All other revenue e
= e Total. Addlines1ta—11d . . . . . . . . . . 0
12 Total revenue. See instructions . . . . . . . 4,221,622 734,789 0 379,902

Form 990 (2024)



Form 990 (2024)

(1 dV @ Statement of Functional Expenses
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).

Page 10

Check if Schedule O contains a response or note to any line in this Part IX .. o]
Do not include amounts reported on lines 6b, 7b, Total (-,SQ;)Jenses Prograsr?)service Managé(r;)ent and Funcslrba)ising
8b, 9b, and 10b of Part VIII. expenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 1,087,617 1,087,617
2 Grants and other assistance to domestic
individuals. See Part IV, line 22 . 22,540 22,540
3 Grants and other assistance to foreign
organizations, foreign governments, and
foreign individuals. See Part IV, lines 15 and 16 498,963 498,963
4  Benefits paid to or for members .
5 Compensation of current officers, dlrectors
trustees, and key employees .o 281,793 42,846 231,432 7,515
6  Compensation not included above to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) .
7  Other salaries and wages 471,622 283,914 38,016 149,692
8 Pension plan accruals and contrlbutlons (|nclude
section 401(k) and 403(b) employer contributions) 26,890 11,920 10,688 4,282
9  Other employee benefits .
10 Payroll taxes . . 60,970 26,239 21,782 12,949
11 Fees for services (nonemployees)
a Management
b Legal
¢ Accounting 10,000 10,000
d Lobbying . .
e Professional fundra|smg services. See Part IV I|ne 17
f Investment management fees
g Other. (If line 11g amount exceeds 10% of line 25, column
(A), amount, list line 11g expenses on Schedule O.) 158,070 122,450 35,620 0
12  Advertising and promotion
13  Office expenses 52,271 10,895 19,603 21,773
14  Information technology 6,824 3,266 2,469 1,089
15 Royalties .
16  Occupancy 2,643 881 881 881
17 Travel 84,526 69,884 7,370 7,272
18 Payments of travel or entertalnment expenses
for any federal, state, or local public officials
19  Conferences, conventions, and meetings 526,603 512,011 10,661 3,931
20 Interest . .
21 Payments to afflllates .
22  Depreciation, depletion, and amortlzatlon
23 Insurance . e e e e 5,863 1,747 1,512 2,604
24  Other expenses. ltemize expenses not covered
above. (List miscellaneous expenses on line 24e. If
line 24e amount exceeds 10% of line 25, column
(A), amount, list line 24e expenses on Schedule O.)
a Bank & Credit Card Fees 21,737 1,366 14,522 5,849
b Charity Registration Fees 5,031 0 5,031 0
C Dues & Subscriptions 35,209 6,371 9,314 19,524
d
e All other expenses
25 Total functional expenses. Add lines 1 through 24e 4,259,172 3,602,910 418,901 237,361
26 Joint costs. Complete this line only if the

organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here [] if
following SOP 98-2 (ASC 958-720) .

Form 990 (2024)



Form 990 (2024)

Balance Sheet

Page 11

Check if Schedule O contains a response or note to any line in this Part X .. ]
(A) (B)
Beginning of year End of year
1 Cash—non-interest-bearing . 369,253| 1 383,617
2  Savings and temporary cash investments . 571,462| 2 1,696,246
3 Pledges and grants receivable, net 3
4  Accounts receivable, net . 36,608 4 36,352
5 Loans and other receivables from any current or former offlcer dlrector
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons 5
6 Loans and other receivables from other disqualified persons (as deflned
under section 4958(f)(1)), and persons described in section 4958(c)(3)(B) 6
2| 7 Notes and loans receivable, net 7
§ 8 Inventories for sale or use 5418| 8 19,025
< | 9 Prepaid expenses and deferred charges 83,285| 9 56,059
10a Land, buildings, and equipment: cost or other
basis. Complete Part VIl of ScheduleD . . . |10a
Less: accumulated depreciation . . . . . [10b 10c
11 Investments—publicly traded securities . 6,443,876 | 11 6,345,617
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, I|ne 11 . . 15
16 Total assets. Add lines 1 through 15 (must equal I|ne 33) 7,509,902 | 16 8,536,916
17  Accounts payable and accrued expenses . 68,571 | 17 50,233
18 Grants payable . 462,833| 18 1,493,749
19  Deferred revenue . 63,762| 19 16,881
20 Tax-exempt bond liabilities . 20
21  Escrow or custodial account liability. Complete Part IV of Schedule D 21
2 22 Loans and other payables to any current or former officer, director,
F= trustee, key employee, creator or founder, substantial contributor, or 35%
% controlled entity or family member of any of these persons 29
3|23 Secured mortgages and notes payable to unrelated third parties 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 . ol 25 0
26 Total liabilities. Add lines 17 through 25 595,166 | 26 1,560,863
8 Organizations that follow FASB ASC 958, check here @
e and complete lines 27, 28, 32, and 33.
‘—; 27  Net assets without donor restrictions 6,887,248 | 27 6,937,386
% 28 Net assets with donor restrictions 27,488 | 28 38,667
g Organizations that do not follow FASB ASC 958 check here |:|
l-l; and complete lines 29 through 33.
g 29 Capital stock or trust principal, or current funds . . 29
“é 30 Paid-in or capital surplus, or land, building, or equipment fund 30
2 31 Retained earnings, endowment, accumulated income, or other funds . 31
5 32 Total net assets or fund balances . .. 6,914,736 | 32 6,976,053
Z | 33 Total liabilities and net assets/fund balances . 7,509,902 | 33 8,536,916

Form 990 (2024)



Form 990 (2024)
Ta® (l Reconciliation of Net Assets

Page 12

Check if Schedule O contains a response or note to any line in this Part XI .. ]
1  Total revenue (must equal Part VIII, column (A), line 12) . 1 4,221,622
2 Total expenses (must equal Part IX, column (A), line 25) 2 4,259,172
3 Revenue less expenses. Subtract line 2 from line 1 .o .o 3 -37,550
4  Net assets or fund balances at beginning of year (must equal Part X I|ne 32 column (A)) . 4 6,914,736
5 Net unrealized gains (losses) on investments 5 98,867
6 Donated services and use of facilities 6 0
7 Investment expenses . 7 0
8  Prior period adjustments . . 8 0
9  Other changes in net assets or fund balances (explaln on Schedule O) 9 0
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X Ilne
32, column (B)) . 10 6,976,053
Financial Statements and Reportlng
Check if Schedule O contains a response or note to any line in this Part XII . ]
Yes | No
1 Accounting method used to prepare the Form 990: [ ]Cash [0]Accrual [ Other
If the organization changed its method of accounting from a prior year or checked “Other,” explain on
Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? . 2a ]
If “Yes,” check a box below to indicate whether the financial statements for the year were compiled or
reviewed on a separate basis, consolidated basis, or both.
[]Separate basis [ ] Consolidated basis [ ] Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? 2b | O
If “Yes,” check a box below to indicate whether the financial statements for the year were audlted on a
separate basis, consolidated basis, or both.
[0] Separate basis [ ] Consolidated basis [ ] Both consolidated and separate basis
¢ If “Yes” to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of
the audit, review, or compilation of its financial statements and selection of an independent accountant? 2¢ | O
If the organization changed either its oversight process or selection process during the tax year, explain on
Schedule O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the
Uniform Guidance, 2 C.F.R. Part 200, Subpart F? 3a 0
b If “Yes,” did the organization undergo the required audit or audlts'? If the organlzatlon d|d not undergo the
required audit or audits, explain why on Schedule O and describe any steps taken to undergo such audits . 3b

Form 990 (2024)



| OMB No. 1545-0047

SCHEDULE A Public Charity Status and Public Support

(Form 990) Complete if the organization is a section 501(c)(3) organization or a section 4947(a)(1) nonexempt charitable trust. 2 @ 24
Department of the Treasury Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number

DRAVET SYNDROME FOUNDATION INC 27-0924627

Reason for Public Charity Status. (All organizations must complete this part.) See instructions.
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 [] A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i).
2 [ A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990).)
3 [ A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
4 [] 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:
5 [] 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 Il.)

6 [ ] A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).

7 [o] 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 Il.)

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

9 [an agricultural research organization described in section 170(b)(1)(A)(ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:

10 [] An organization that normally receives (1) more than 3373% of its support from contributions, membership fees, and gross
receipts from activities related to its exempt functions, subject to certain exceptions; and (2) no more than 33'3% 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 Ill.)

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

12 [ An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of
one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check
the box on lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a [ Typel. 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 [ 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.

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

e [ Check this box if the organization received a written determination from the IRS that it is a Type |, Type Il, Type llI
functionally integrated, or Type Ill non-functionally integrated supporting organization.

f Enter the number of supported organizations . . . e e |:|
g Provide the following information about the supported organlzatlon( ).

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

Yes No
(A)
(B)
(C)
(D)
(E)
Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat. No. 11285F Schedule A (Form 990) 2024
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Page 2

Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under

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

Section A. Public Support

Calendar year (or fiscal year beginning in) (a) 2020 (b) 2021 (c) 2022 (d) 2023 (e) 2024 (f) Total

1

6

Gifts, grants, contributions, and
membership fees received. (Do not

include any “unusual grants.”) . . . 1,228,571 1,437,446 1,713,227 2,530,132 3,106,930| 10,016,306

Tax revenues levied for the
organization’s benefit and either paid
to or expended on its behalf

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

Total. Add lines 1 through3 . . . 1,228,571 1,437,446 1,713,227 2,530,132 3,106,930 10,016,306

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

Public support. Subtract line 5 from line 4 10,016,306

Section B. Total Support

Calendar year (or fiscal year beginning in) (a) 2020 (b) 2021 (c) 2022 (d) 2023 (e) 2024 (f) Total
Amounts fromline4 . . . . . . 1,228,571 1,437,446 1,713,227 2,530,132 3,106,930 10,016,306

7
8

Gross income from interest, dividends,
payments received on securities loans,
rents, royalties, and income from

similar sources . . . . . . . . 16,250 5,151 88,364 218,415 304,376 632,556

9 Netincome from unrelated business
activities, whether or not the business
is regularly carried on . .
10  Other income. Do not include gain or
loss from the sale of capital assets
(Explain in Part VI.) .
11 Total support. Add lines 7 through 10 10,648,862
12  Gross receipts from related activities, etc. (see instructions) . . . 12 |
13  First 5 years. If the Form 990 is for the organization’s first, second, th|rd fourth or flfth tax year as a section 501(c)(3)
organization, check this box and stop here O
Section C. Computation of Public Support Percentage
14  Public support percentage for 2024 (line 6, column (f), divided by line 11, column (f)) . . . . 14 94.06 %
15  Public support percentage from 2023 Schedule A, Part I, line14 . . . . 15 95.83 %
16a 33'/3% support test—2024. If the organization did not check the box on line 13 and Ilne 14 is 3313% or more, check this
box and stop here. The organization qualifies as a publicly supported organization . o]
b 3313% support test—2023. If the organization did not check a box on line 13 or 16a, and Ilne 15 is 331/3% or more, check
this box and stop here. The organization qualifies as a publicly supported organization . O
17a 10%-facts-and-circumstances test—2024. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is
10% or more, and if the organization meets the facts-and-circumstances test, check this box and stop here. Explain in
Part VI how the organization meets the facts-and-circumstances test. The organization qualifies as a publicly supported
organization . O
b 10%-facts-and-circumstances test—2023. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
15 is 10% or more, and if the organization meets the facts-and-circumstances test, check this box and stop here. Explain
in Part VI how the organization meets the facts-and-circumstances test. The organization qualifies as a publicly supported
organization . . O
18 Private foundation. If the organlzatlon d|d not check a box on I|ne 13 16a 16b 17a or 17b check thls box and see

instructions

0
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m]] Support Schedule for Organizations Described in Section 509(a)(2)

Page 3

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

If the organization fails to qualify under the tests listed below, please complete Part I1.)

Section A. Public Support

Calendar year (or fiscal year beginning in)

1

2

7a

c
8

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

Gross receipts from admissions, merchandise
sold or services performed, or facilities
furnished in any activity that is related to the
organization’s tax-exempt purpose .

Gross receipts from activities that are not an
unrelated trade or business under section 513

Tax revenues levied for the
organization’s benefit and either paid
to or expended on its behalf

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

Total. Add lines 1 through 5 .
Amounts included on lines 1, 2, and 3
received from disqualified persons

Amounts included on lines 2 and 3
received from other than disqualified
persons that exceed the greater of $5,000
or 1% of the amount on line 13 for the year

Add lines 7a and 7b
Public support. (Subtract line 7c from
line 6.) .

(a) 2020

(b) 2021

(c) 2022

(d) 2023

(e) 2024

(f) Total

Section B. Total Support

Calendar year (or fiscal year beginning in)

(a) 2020

(b) 2021

(c) 2022

(d) 2023

(e) 2024

(f) Total

9  Amounts from line 6 o
10a Gross income from interest, dividends,
payments received on securities loans, rents,
royalties, and income from similar sources
b Unrelated business taxable income (less
section 511 taxes) from businesses
acquired after June 30, 1975 .
¢ Add lines 10a and 10b
11 Netincome from unrelated business
activities not included on line 10b, whether
or not the business is regularly carried on
12 Other income. Do not include gain or
loss from the sale of capital assets
(Explain in Part VL.) . .o
13 Total support. (Add lines 9, 10c, 11,
and 12.)
14  First 5 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 O
Section C. Computation of Public Support Percentage
15  Public support percentage for 2024 (line 8, column (f), divided by line 13, column (f)) 15 %
16  Public support percentage from 2023 Schedule A, Part lll, line 15 16 %
Section D. Computation of Investment Income Percentage
17  Investment income percentage for 2024 (line 10c, column (f), divided by line 13, column (f)) . 17 %
18 Investment income percentage from 2023 Schedule A, Part Ill, line 17 . 18 %
19a 33'3% support tests—2024. If the organization did not check the box on line 14, and I|ne 15 is more than 33'3%, and line
17 is not more than 33'3%, check this box and stop here. The organization qualifies as a publicly supported organization O
b 33'3% support tests—2023. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33'3%, and
line 18 is not more than 3313%, check this box and stop here. The organization qualifies as a publicly supported organization O
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions [l
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Supporting Organizations
(Complete only if you checked a box on line 12 of Part I. If you checked box 12a, Part I, complete Sections A
and B. If you checked box 12b, Part |, complete Sections A and C. If you checked box 12c, Part |, complete
Sections A, D, and E. If you checked box 12d, Part |, complete Sections A and D, and complete Part V.)

Page 4

Section A. All Supporting Organizations

3a

4a

ba

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 relationship, explain.

Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)? If “Yes,” explain in Part VI how the organization determined that the 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 (6)? If “Yes,” answer
lines 3b and 3c below.

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”)? If
“Yes,” and if you checked box 12a or 12b in Part I, answer lines 4b and 4c 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 control 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 remove any supported organizations during the tax year? If “Yes,”
answer lines 5b and 5c below (if applicable). Also, provide detail in Part VI, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i) 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 organization’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, (ii) individuals that are part of the charitable class benefited
by one or more of its supported organizations, or (jii) other supporting organizations that also support or
benefit one or more of the filing organization’s supported organizations? If “Yes,” provide detail in Part VI.

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

Did the organization make a loan to a disqualified person (as defined in section 4958) not described on line
7? If “Yes,” complete Part | of Schedule L (Form 990).

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

Did one or more disqualified persons (as defined on line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? If “Yes,” provide detail in Part VI.

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

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

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

Yes

No

3a

3b

3c

4a

4b

4c

ba

5b

5c

9a

9b

9c

10a

10b

Schedule A (Form 990) 2024
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11
a

b
c

Page 5

Has the organization accepted a gift or contribution from any of the following persons?
A person who directly or indirectly controls, either alone or together with persons described on lines 11b and
11c below, the governing body of a supported organization?

A family member of a person described on line 11a above?
A 35% controlled entity of a person described on line 11a or 11b above? If “Yes” to line 11a, 11b, or 11c,
provide detail in Part VI.

Yes

No

11a

11b

Section B. Type | Supporting Organizations

Did the governing body, members of the governing body, officers acting in their official capacity, or membership of one or
more supported organizations have the power to regularly appoint or elect at least a majority of the organization’s officers,
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 remove officers, directors, or trustees were allocated among the
supported organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

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

Yes

No

Section C. Type Il Supporting Organizations

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

Yes

No

Section D. All Type lll Supporting Organizations

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

Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s), or (ii) serving on the governing body of a supported organization? If “No,” explain in Part VI

how the organization maintained a close and continuous working relationship with the supported organization(s).

By reason of the relationship described on line 2, above, 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.

Yes

No

3

Section E. Type lll Functionally Integrated Supporting Organizations

1
a
b
c

2

a

Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).

[] The organization satisfied the Activities Test. Complete line 2 below.
[] The organization is the parent of each of its supported organizations. Complete line 3 below.

[] The organization supported a governmental entity. Describe in Part VI how you supported a governmental entity (see instructions).

Activities Test. Answer lines 2a and 2b below.

Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? 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.

Did the activities described on line 2a, above, constitute activities that, but for the organization’s
involvement, one or more of the organization’s supported organization(s) would have been engaged in? If
“Yes,” explain in Part VI the reasons for the organization’s position that its supported organization(s) would
have engaged in these activities but for the organization’s involvement.

Parent of Supported Organizations. Answer lines 3a and 3b below.

Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? If “Yes” or “No,” provide details in Part VI.

Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? If “Yes,” describe in Part VI the role played by the organization in this regard.

Yes

No

2a

2b

3a

3b

Schedule A (Form 990) 2024
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Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations

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

Section A—Adjusted Net Income

(A) Prior Year

(B) Current Year
(optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3.

Depreciation and depletion

QD (WO(N|=

oG, (WIN|=

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

7

Other expenses (see instructions)

~

8

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

Section B—Minimum Asset Amount

(A) Prior Year

(B) Current Year
(optional)

1

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

Average monthly value of securities

1a

Average monthly cash balances

1b

Fair market value of other non-exempt-use assets

ic

Total (add lines 1a, 1b, and 1¢)

1d

o Q|0 |T|D

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

N

Acquisition indebtedness applicable to non-exempt-use assets

N

(]

Subtract line 2 from line 1d.

W

H

Cash deemed held for exempt use. Enter 0.015 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 0.035.

N[O |o

Recoveries of prior-year distributions

Minimum Asset Amount (add line 7 to line 6)

®(N(®|0| >

Section C—Distributable Amount

Current Year

Adjusted net income for prior year (from Section A, line 8, column A)

Enter 0.85 of line 1.

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

Enter greater of line 2 or line 3.

Income tax imposed in prior year

QDO (N|=

OO |A~|WIN|=

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

6

~

[] Check here if the current year is the organization’s first as a non-functionally integrated Type Il supporting organization

(see instructions).

Schedule A (Form 990) 2024
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Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D—Distributions

Current Year

Amounts paid to supported organizations to accomplish exempt purposes

-

1
2

Amounts paid to perform activity that directly furthers exempt purposes of supported

organizations, in excess of income from activity

Administrative expenses paid to accomplish exempt purposes of supported organizations

Amounts paid to acquire exempt-use assets

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

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

Total annual distributions. Add lines 1 through 6.

NOo|Oo|s~WIN

N O~ |W

Distributions to attentive supported organizations to which the organization is responsive

(provide details in Part VI). See instructions.

©

©

Distributable amount for 2024 from Section C, line 6

Line 8 amount divided by line 9 amount

Section E—Distribution Allocations (see instructions)

(i)

Excess Distributions

(ii)
Underdistributions
Pre-2024

(i)
Distributable
Amount for 2024

Distributable amount for 2024 from Section C, line 6

Underdistributions, if any, for years prior to 2024
(reasonable cause required—explain in Part VI). See
instructions.

Excess distributions carryover, if any, to 2024

From 2019

From 2020

From 2021

From 2022

From 2023

Total of lines 3a through 3e

Applied to underdistributions of prior years

Applied to 2024 distributable amount

Carryover from 2019 not applied (see instructions)

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

Distributions for 2024 from
Section D, line 7: $

Applied to underdistributions of prior years

Applied to 2024 distributable amount

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

Remaining underdistributions for years prior to 2024, if

any. Subtract lines 3g and 4a from line 2. For result
greater than zero, explain in Part VI. See instructions.

Remaining underdistributions for 2024. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in

Part VI. See instructions.

Excess distributions carryover to 2025. Add lines 3j
and 4c.

Breakdown of line 7:

Excess from 2020 .

Excess from 2021

Excess from 2022

Excess from 2023 .

O |Q0|T|®

Excess from 2024 .

Schedule A (Form 990) 2024
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Supplemental Information. Provide the explanations required by Part Il, line 10; Part Il, line 17a or 17b; Part
Ill, line 12; Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11c; Part IV, Section
B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b,
3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,
lines 2, 5, and 6. Also complete this part for any additional information. (See instructions.)

Schedule A (Form 990) 2024



SCHEDULE C Political Campaign and Lobbying Activities | 0w No. 15450047

(Form 990)
For Organizations Exempt From Income Tax Under Section 501(c) and Section 527 2@)24

Department of the Treasury Complete if the organization is described below. Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

If the organization answered “Yes” on Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then:
e Section 501(c)(3) organizations: Complete Parts I-A and I-B. Do not complete Part I-C.
e Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts I-A and I-C below. Do not complete Part I-B.
e Section 527 organizations: Complete Part I-A only.
If the organization answered “Yes” on Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then:
e Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part lI-A. Do not complete Part 1I-B.
e Section 501(c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B. Do not complete Part lI-A.

If the organization answered “Yes” on Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions), or Form 990-EZ, Part V, line 35c (Proxy
Tax) (see separate instructions), then:

e Section 501(c)(4), (5), or (6) organizations: Complete Part Ill.
Name of organization Employer identification number (EIN)
DRAVET SYNDROME FOUNDATION INC 27-0924627
Complete if the organization is exempt under section 501(c) or is a section 527 organization.
1 Provide a description of the organization’s direct and indirect political campaign activities in Part IV. See instructions for
definition of “political campaign activities.”

2 Political campaign activity expenditures. See instructions . . . . . . . . . . . . . . $
Volunteer hours for political campaign activities. See instructions
Part I-B Complete if the organization is exempt under section 501 (c)(3)

1 Enter the amount of any excise tax incurred by the organization under section 4955 $
2  Enter the amount of any excise tax incurred by organization managers under section 4955 . $
3 If the organization incurred a section 4955 tax, did it file Form 4720 for thisyear? . . . . . . . . . [ ]Yes [ ]No
4a Was acorrectonmade? . . . . . . . . . . . . . . . . . . . . .. ... .. .[]Yes []No

If “Yes,” describe in Part IV.
Part I-C Complete if the organization is exempt under section 501(c), except section 501(c)(3).
Enter the amount directly expended by the filing organization for section 527 exempt function

activities . . . . ... %
2  Enter the amount of the f|||ng organlzatlon s funds contrlbuted to other organlzatlons for section
527 exempt function activities . . . L. . . e e $
3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120 POL
line17b . . . . e e e s
4  Did the filing organlzatlon file Form 1120-POL for this year’7 .o e [ ]JYes [ ]No

5 Enter the names, addresses, and EINs of all section 527 political organlzatlons to WhICh the filing organlzatlon made payments.
For each organization listed, enter the amount paid from the filing organization’s funds. Also enter the amount of political
contributions received that were promptly and directly delivered to a separate political organization, such as a separate
segregated fund or a political action committee (PAC). If additional space is needed, provide information in Part IV.

(a) Name (b) Address (c) EIN (d) Amount paid from (e) Amount of political
filing organization’s contributions received and

funds. If none, enter -0-. promptly and directly

delivered to a separate

political organization.

If none, enter -0-.

(1)
(2
)
4
)
(6)

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat. No. 50084S Schedule C (Form 990) 2024
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section 501(h)).

Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under

A Check [] if the filing organization belongs to an affiliated group (and list in Part IV each affiliated group member’s name, address,

EIN, expenses, and share of excess lobbying expenditures).

B Check [] if the filing organization checked box A and “limited control” provisions apply.

Limits on Lobbying Expenditures
(The term “expenditures” means amounts paid or incurred.)

(a) Filing
organization’s totals

(b) Affiliated
group totals

1a Total lobbying expenditures to influence public opinion (grassroots lobbying) 2,984

b Total lobbying expenditures to influence a legislative body (direct lobbying) 6,298
¢ Total lobbying expenditures (add lines 1a and 1b) 9,282
d Other exempt purpose expenditures . . 4,249,889
e Total exempt purpose expenditures (add lines 1c and 1d) . . . 4,259,171
f Lobbying nontaxable amount. Enter the amount from the foIIowmg table in both

columns. 362,959

IF the amount on line 1e, column (a) or (b), is: | THEN the lobbying nontaxable amount is:

not over $500,000 20% of the amount on line 1e.

over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.

over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000.

over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000.

over $17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line 1f) 90,740
h Subtract line 1g from line 1a. If zero or less, enter -0- 0
i  Subtract line 1f from line 1c. If zero or less, enter -0- .o 0
j If there is an amount other than zero on either line 1h or I|ne 1| d|d the organlzatlon file Form 4720

reporting section 4911 tax for this year? . Yes |:| No

4-Year Averaging Period Under Section 501(h)
(Some organizations that made a section 501(h) election do not have to complete all of the five columns below.
See the separate instructions for lines 2a through 2f.)
Lobbying Expenditures During 4-Year Averaging Period
Calendar year (or fiscal year (a) 2021 (b) 2022 (c) 2023 (d) 2024 (e) Total
beginning in)
2a Lobbying nontaxable amount 0 0 0 362,959 362,959

b Lobbying ceiling amount

(150% of line 2a, column (e)) 544,439
¢ Total lobbying expenditures 0 0 0 9,282 9,282
d Grassroots nontaxable amount 0 0 0 90,740 90,740
e Grassroots ceiling amount

(150% of line 2d, column (e)) 136,110
f Grassroots lobbying expenditures 0 0 0 2,984 2,984

Schedule C (Form 990) 2024
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Part lI-B Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).

For each “Yes” response on lines 1a through 1i below, provide in Part IV a detailed (@) (b)
description of the lobbying activity. Yes | No Amount

1 During the year, did the filing organization attempt to influence foreign, national, state, or local

legislation, including any attempt to influence public opinion on a legislative matter or

referendum, through the use of:

Volunteers? .

Paid staff or management (|nclude oompensatron in expenses reported on Imes 1c through 1|)

Media advertisements?

Mailings to members, legislators, or the publlc?

Publications, or published or broadcast statements?

Grants to other organizations for lobbying purposes? .

Direct contact with legislators, their staffs, government officials, or a Ieglslatlve body"

Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? .

Other activities?

Total. Add lines 1c through 1| .

Did the activities in line 1 cause the orgamzatron to not be descrlbed in sectlon 501( )(3)?

If “Yes,” enter the amount of any tax incurred under section 4912 .

If “Yes,” enter the amount of any tax incurred by organization managers under sectlon 4912

If the filing organization incurred a section 4912 tax, did it file Form 4720 for this year?

Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).

N
ToO-TTQ "0 Q0 0TQ

(1]

Yes | No

1 Were substantially all (90% or more) dues received nondeductible by members? . . . . . . . . . 1
2  Did the organization make only in-house lobbying expenditures of $2,000 or less? . . . 2
3 D|d the organization agree to carry over lobbying and political campaign activity expenditures from the prior year'? 3
Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section 501(c)(6)
and if either (a) BOTH Part llI-A, lines 1 and 2, are answered “No;” OR (b) Part llI-A, line 3, is
answered “Yes.”
Dues, assessments, and similar amounts from members . . . 1
Section 162(e) nondeductible lobbying and political expendltures (do not |nclude amounts of
political expenses for which the section 527(f) tax was paid):
a Currentyear . . . . . . . . . . . . . . . . . . . . . .. . ... ... |2
b Carryoverfromlastyear . . . . . . . . . . . . . . L L .o oo 2b
c Total . . . . N L
3  Aggregate amount reported in sectlon 6033( )(1)(A) notices of nondeductible section 162(e) dues . . 3
4  If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the
excess does the organization agree to carryover to the reasonable estimate of nondeductible lobbying
and political expenditures next year? . e e e
5 Taxable amount of lobbying and political expenditures. See instructions . . . . . . . . . . 5
Supplemental Information
Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part I-C, line 5; Part II-A (affiliated group list); Part 1I-A, lines 1 and
2 (see instructions); and Part II-B, line 1. Also, complete this part for any additional information.

N =

H
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SCHEDULE D Supplemental Financial Statements
(Form 990)

(Rev. December 2024)

OMB No. 1545-0047

Complete if the organization answered “Yes” on Form 990,
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11¢c, 11d, 11e, 11f, 12a, or 12b.

Department of the Treasury Attach to Form 990. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC 27-0924627

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts

Complete if the organization answered “Yes” on Form 990, Part IV, line 6.

AL ON =

(]

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

Total number at end of year .

Aggregate value of contributions to (durmg year)
Aggregate value of grants from (during year)
Aggregate value at end of year .

Did the organization inform all donors and donor advisors in writing that the assets held in donor advised

funds are the organization’s property, subject to the organization’s exclusive legal control? . . . . . . [] Yes [] No
Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used

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

conferring impermissible private benefit? . . . . . . . . . . . . . . . . . . . . . . []Yes []No

Part i Conservation Easements

Complete if the organization answered “Yes” on Form 990, Part IV, line 7.

1

0 T o

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

[] Preservation of open space
Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation

easement on the last day of the tax year. Held at the End of the Tax Year
Total number of conservation easements . . . . . . . . . . . . . . . . . 2a

Total acreage restricted by conservation easements . . . . .o 2b

Number of conservation easements on a certified historic structure mcluded on I|ne 2a .o 2c

Number of conservation easements included on line 2c acquired after July 25, 2006, and not

on a historic structure listed in the National Register . . . . . . . . . . . . . |24

Number of conservation easements modified, transferred, released, extinguished, or terminated by
the organization during the tax year e e . .

Number of states where property subject to conservation easement is located .

Does the organization have a written policy regarding the periodic monitoring, |nspect|on handllng of

violations, and enforcement of the conservation easementsitholds? . . . . . . . . . . . . . []Yes []No

Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing
conservation easements during the year

Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcmg

conservation easements during the year . . . $
Does each conservation easement reported on line 2d above satlsfy the requwements of section 170(h)(4)(B)
() and section 170(h)@)B)([)? . . . . . . . . [Yes [1No

In Part Xlll, describe how the organization reports conservatlon easements in |ts 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 IV, line 8.

1a

a
b

If the organization elected, as permitted under FASB 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 Xlll the text of the footnote to its financial statements that describes these items.

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

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

(i) Assets included in Form 990, Part X . .o $

If the organization received or held works of art, hlstoncal treasures or other S|m|Iar assets for flnan0|al gain, provide the
following amounts required to be reported under FASB ASC 958 relating to these items.

Revenue included on Form 990, Part VIIl, linet1 . . . . . . . . . . . . . . . . . . §

Assets included in Form 990, Part X . . . . . . . . . . . . . . . . . . . . ... %

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 52283D Schedule D (Form 990) (Rev. 12-2024)



Schedule D (Form 990) (Rev. 12-2024) Page 2
m Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

a

b

c
4

5

Using the organization’s acquisition, accession, and other records, check any of the following that make significant use of its
collection items (check all that apply).

[] Public exhibition d [] Loan or exchange program

[] Scholarly research e [ Other

[] Preservation for future generations

Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part
Xill.

During the year, did the organization solicit or receive donations of art, historical treasures, or other similar

assets to be sold to raise funds rather than to be maintained as part of the organization’s collection? . . [] Yes [ ] No

V'l  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 Is the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not
included on Form 990, Part X? . . . . A . . -« . . . . . . . . . . . [Yes []No
b If “Yes,” explain the arrangement in Part XIll and complete the foIIowmg table.
Amount
¢ Beginningbalance . . . . . . . . . . . L o oL oL L0 L 1c
d Additions during theyear . . . . . . . . . . . . . . . . L. 1d
e Distributions during theyear . . . . . . . . . . . . . . . . .. 1e
f Ending balance . . . 1f
2a Did the organization |nclude an amount on Form 990 Part X I|ne 21 for escrow or custodlal account liability? [] Yes [] No
b If “Yes,” explain the arrangement in Part Xlll. Check here if the explanation has been provided in Part XIlll . . . . ]
Endowment Funds
Complete if the organization answered “Yes” on Form 990, Part IV, line 10.
(a) Current year (b) Prior year (c) Two years back | (d) Three years back | (e) Four years back
1a Beginning of year balance . . . 549,579 228,680 275,171 101,887 0
b Contributions . . . P 271,071 250,000 0 150,000 100,000
¢ Net investment earnings, galns
andlosses . . . . . . . . 117,023 70,899 -46,491 23,285 1,887
d Grants or scholarships . . . 0 0 0 0 0
e Other expenditures for facilities and
programs . . . . . . . . . 0 0 0 0 0
f Administrative expenses . . . . 0 0 0 0 0
g Endofyearbalance . . . 937,673 549,579 228,680 275,172 101,887
2  Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment 99.89 %
b Permanentendowment 011 %
¢ Termendowment 0%
The percentages on lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by: Yes| No
(i) Unrelated organizations? . . . . . . . . . . . . o . . ..o 3al(i) ]
(i) Related organizations? . . . e e e 3al(ii) ]
b If “Yes” on line 3a(ii), are the related organlzatlons Ilsted as requwed on Schedule R’? e e e 3b

Describe in Part Xlll the intended uses of the organization’s endowment funds.

Land, Buildings, and Equipment

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

Description of property (a) Cost or other basis | (b) Cost or other basis (c) Accumulated (d) Book value
(investment) (other) depreciation

1a Land
b Buildings . . .
¢ Leasehold |mprovements
d Equipment
e Other

Total. Add lines 1a through 1e (Co/umn (d) must equal Form 990, Part X, line 10c, column (B)) .

Schedule D (Form 990) (Rev. 12-2024)



Schedule D (Form 990) (Rev. 12-2024) Page 3
QY| Investments—Other Securities
Complete if the organization answered “Yes” on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

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

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

A)

B)

@)

>

E

-

(
(
(
(
(
(

3

@)
H)
Total. (Column (b) must equal Form 990, Part X, line 12, col. (B))
Investments—Program Related
Complete if the organization answered “Yes” on Form 990, Part IV, 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

(1)
(2)
3)
4
(5)
(6)
(7)
8
(9)
Total. (Column (b) must equal Form 990, Part X, line 13, col. (B))
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)
(9)
Total. (Column (b) must equal Form 990, Part X, line 15, col. (B)) .
Other Liabilities
Complete if the organization answered “Yes” on Form 990, Part IV, line 11e or 11f. See Form 990, Part X,
line 25.
1. (a) Description of liability (b) Book value

(1) Federal income taxes 0
(2
(3)
4
(5)
(6)
(7)
(8)
(9)
Total. (Column (b) must equal Form 990, Part X, line 25, col. B)) . . . . . 0
2. Liability for uncertain tax positions. In Part Xlll, provide the text of the footnote to the organlzatlon s flnanC|aI statements that reports the
organization’s liability for uncertain tax positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part XIll . [0]

Schedule D (Form 990) (Rev. 12-2024)
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Part XI Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
Complete if the organization answered “Yes” on Form 990, Part IV, line 12a.

1  Total revenue, gains, and other support per audited financial statements . . . . . . . . . 1 4,309,310
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Net unrealized gains (losses) on investments . . . . . . . . . | 2a 98,867

b Donated services and use of facilites . . . . . . . . . . . | 2b 0

¢ Recoveriesof prioryeargrants . . . . . . . . . . . . . . |2 0

d Other (Describe inPartXxiy) . . . . . . . . . . . . . . . |2 0

e Addlines2athrough2d . . . . . . . . . . . . . . . . . . . . . . . .. |2 98,867
3 Subtract line 2e fromline1 . . . . e 3 4,210,443
4  Amounts included on Form 990, Part VIII I|ne 12 but not on Ilne 1

a Investment expenses not included on Form 990, Part VIIl, line 7b . . 4a 0

b Other (DescribeinPartXxit.)y. . . . . . . . . . . . . . . |4b 11,179

¢ Addlines4aand4b . . . .. . . . . . 4c 11,179
5 Total revenue. Add lines 3 and 4c (T hIS must equal Form 990 Pan‘l Ime 12 ) o 5 4,221,622

s P Ul  Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
Complete if the organization answered “Yes” on Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements . . . . . . . . . . . . . 1 4,214,080
2  Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilites . . . . . . . . . . . | 2a 0

b Prior year adjustments . . . . . . . . . . . . . . . . |2b 0

¢ Otherlosses . . . N Lo 0

d Other (Describe in Part XIII ) N e 0

e Addlines2athrough2d . . . . . . . . . . . . . . . . . . . . . . ... |2 0
3 Subtract line 2e fromline1 . . . . e e e e e e 3 4,214,080
4  Amounts included on Form 990, Part IX, I|ne 25 but not on I|ne 1

a Investment expenses not included on Form 990, Part VIIl, line 7b . . 4a 0

b Other (DescribeinPartXxity. . . . . . . . . . . . . . . |4b 45,092

¢ Addlines4aand4b . . . .. . . . .| 4c 45,092
5 Total expenses. Add lines 3 and 4c (T h/s must equal Form 990 Partl I/ne 18 ) e e 5 4,259,172

ETe Il  Supplemental Information

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

Schedule D, Part V, Line 4 - The purpose of the Endowment is to support the mission of the Foundation by providing an alternative source of

funds for current and future use. The endowment has two primary goals. First, the principal of the endowment's assets which are not

self-funded, must be preserved in perpetuity; second, the endowment should strive to achieve investment returns sufficient to supplement

ongoing Foundation operations. To the extent these first two goals are achieved, the Foundation endeavors to grow the endowment so that

it represents an even larger source of funding for future generations.

Schedule D, Part X, Line 2 - DSF recognizes the effect of tax positions only when they are more than likely than not of being sustained.

Management has determined that DSF had no uncertain tax positions that qualify for either recognition or disclosure in the financial

statements. In the normal course of business DSF's tax filings are subjected to examination by federal and state authorities. The tax returns

for the years ended December 31, 2021 and forward are subject to examination by taxing authorities.

Schedule D, Part XI, Line 4b - Change in net assets with donor restrictions

Schedule D, Part XII, Line 4b - Present value discount on grant payable not recognized on Form 990.

Schedule D (Form 990) (Rev. 12-2024)



SCHEDULE F
(Form 990)
(Rev. December 2024)

Department of the Treasury
Internal Revenue Service

Statement of Activities Outside the United States

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

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

Name of the organization

DRAVET SYNDROME FOUNDATION INC

OMB No. 1545-0047

Open to Public

Inspection

Employer identification number

27-0924627

Form 990, Part IV, line 14b.

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

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

[E] Yes [ No

2  For grantmakers. Describe in Part V the organization’s procedures for monitoring the use of its grants and other assistance
outside the United States.

3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space is needed.)

(a) Region

(b) Number
of offices in
the region

(c) Number of
employees,
agents, and
independent
contractors
in the region

(d) Activities conducted in the
region (by type) (such as,
fundraising, program services,
investments, grants to recipients
located in the region)

(e) If activity listed in (d) is
a program service,
describe specific type of
service(s) in the region

(f) Total
expenditures for
and investments

in the region

(1) schF, stmt1

2

3

4)

(6)

(6)

(7

@

©)

(19

(1)

(12)

(13

(14

(15)

(16)

a7

3a Subtotal

b Total from continuation
sheets to Part | .

¢ Totals (add lines 3a and 3b) 0

0

498,963

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

Cat. No. 50082W

Schedule F (Form 990) (Rev. 12-2024)
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Page 2

Part Il Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered “Yes” on Form 990,

Part IV, line 15, for any recipient who received more than $5,000. Part Il can be duplicated if additional space is needed.

1 (a) Name of (b) IRS code
organization section and EIN
(if applicable)

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

3  Enter total number of other organizations or entities .

(c) Region (d) Purpose of (e) Amount of (f) Manner of (g) Amount of (i) Method of
grant cash grant cash noncash of noncash assistance valuation
disbursement assistance (book, FMV,
appraisal, other)
Sch F, Stmt 2

2

0

Schedule F (Form 990) (Rev. 12-2024)



Schedule F (Form 990) (Rev. 12-2024)
m:[l Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered “Yes” on Form 990, Part IV, line 16.

Page 3

Part lll can be duplicated if additional space is needed.

(a) Type of grant or assistance

(b) Region

(c) Number of
recipients

(d) Amount of
cash grant

(e) Manner of
cash
disbursement

() Amount of
noncash
assistance

(g) Description (h) Method of
of noncash assistance valuation
(book, FMV,

appraisal, other)

Q)

2

3

4)

(6)

(6)

(7

@

©)

(19

(1)

(12)

(13

(14

(15)

(16)

a7

(18)

Schedule F (Form 990) (Rev. 12-2024)



Schedule F (Form 990) (Rev. 12-2024)
21\ Foreign Forms

1

Page 4

Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If “Yes,”
the organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see the Instructions for Form 926)

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

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

Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? If “Yes,” the organization may be required to file Form 8621,
Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund
(see the Instructions for Form 8621)

Did the organization have an ownership interest in a foreign partnership during the tax year? If “Yes,” the
organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain Foreign
Partnerships (see the Instructions for Form 8865) .

Did the organization have any operations in or related to any boycotting countries during the tax year? If
“Yes,” the organization may be required to separately file Form 5713, International Boycott Report (see the
Instructions for Form 5713; don'’t file with Form 990) .

] Yes

] Yes

] Yes

] Yes

] Yes

] Yes

[E] No

[E] No

[E] No

[E] No

[E] No

[E] No

Schedule F (Form 990) (Rev. 12-2024)
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Supplemental Information

Provide the information required by Part |, line 2 (monitoring of funds); Part I, line 3, column (f) (accounting method;
amounts of investments vs. expenditures per region); Part Il, line 1 (accounting method); Part Il (accounting method);

and Part lll, column (c) (estimated number of recipients), as applicable. Also complete this part to provide any additional
information. See instructions.

Page 5

Schedule F, Part |, Line 2 - DSF provides funds for research. The organizations receiving this assistance are required to provide written
progress reports on their research into finding a cure for Dravet syndrome and related epilepsies. The Scientific Director of DSF reviews the
written progress reports and discusses the research projects and progress with the awarded organization. DSF also provides funding to
patients with Dravet syndrome and related epilepsies for necessary medical equipment, therapy devices and education aids associated with
these conditions that are not covered through private insurance or other assistance programs. Applicants are required to submit an
application that includes a recent letter from the child's healthcare provider explaining the medical necessity of the request and when
possible, a letter of denial from the insurance provider.

Schedule F (Form 990) (Rev. 12-2024)



Schedule F, Part V, Statement 1 DRAVET SYNDROME FOUNDATION INC

Form: Schedule F (2024) EIN: 27-0924627
Page: 1 Part I, Line 3
Accounts and Activities Outside the United States

Offices Employees Total
Region Europe (including Iceland and Greenland) 0 0 250,000
Activities Grantmaking
Services Research grants.
Region North America (including Canada and Mexico, but not the United States) 0 0 248,963
Activities Grantmaking
Services Research grants.
Total: 0 0 498,963

Page: 1



Schedule F, Part V, Statement 2

Form: Schedule F (2024)

DRAVET SYNDROME FOUNDATION INC

EIN: 27-0924627

Page: 2 Part Il, Line 1
Grants To Organization Outside US
Cash Grant Non-Cash Assistance

Region Europe (including Iceland and Greenland) 250,000 0
Grant RCSI University of Medicine and Health Sciences. Most caregivers report

concerns about sleep problems and highlight the urgent need for a better

diagnosis and management of severe sleep disorders in Dravet syndrome (DS).

The circadian system determines the 24-hour cycles in body changes, which

include the regulation of sleep patterns, hormones, body temperature, and brain

waves. The precise molecular mechanisms of sleep disturbances in DS children

are poorly understood and there are no tools to predict the risk of developing

severe sleep problems. This project will focus on characterizing sleep and

circadian patterns in DS children and their families, using multiple clinical and

molecular assessments involving questionnaires, a long-term actigraph device,

and saliva collections.
Cash Disbursement Wire Transfer
Desc. of Non-Cash Asst.
Valuation FMV
Region North America (including Canada and Mexico, but not the United States) 247,498
Grant The University of British Columbia - Individuals with Dravet syndrome (DS) have

Cash Disbursement

Desc. of Non-Cash Asst.

Valuation

a higher chance of dying compared to those with other forms of seizures, and
one common cause of this is sudden unexpected death in epilepsy (SUDEP). It
is not understood how SUDEP occurs in DS, but seizures can cause rapid or
very slow heart rates. In a mouse model of DS, seizures affected the part of the
brain that controls the heart and breathing and this suggests that abnormal
heart rhythms triggered by seizures could be a major factor in SUDEP. This
study will use a heart monitor placed under the skin in 20 individuals with DS to
measure their heart rhythms during seizures over a period of two years or
longer. Information obtained from these monitors and seizure diaries will be
analyzed to identify any serious abnormal heart rhythms that occur during
seizures. This study aims to help us better understand how seizures affect the
heart and if they can lead to life threatening heart rhythms.

Wire Transfer

FMV

Page: 2



SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities OMB No. 1545.0047

(Form 990) Complete if the organization answered “Yes” on Form 990, Part IV, line 17, 18, or 19; or if the
(Rev. December 2024) organization entered more than $15,000 on Form 990-EZ, line 6a.
: Attach to Form 990 or Form 990-EZ. Open to Public

Department of the Treasury . ' h . . )
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC 27-0924627

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

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.

a [ Mail solicitations e [ Solicitation of nongovernment grants
b [ Internet and email solicitations f [ Solicitation of government grants

¢ [ Phone solicitations g [ Special fundraising events

d [ In-person solicitations

2a 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 [ ] 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.

(v) Amount paid to
(iv) Gross receipts (or retained by)

from activity fundraiser listed in
col. (i)

(iii) Did fundraiser have
(i) Activity custody or control of
contributions?

(vi) Amount paid to
(or retained by)
organization

(i) Name and address of individual
or entity (fundraiser)

Yes No

10

Total Ce e
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from
registration or licensing.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat. No. 50083H Schedule G (Form 990) (Rev. 12-2024)



Schedule G (Form 990) (Rev. 12-2024)

Page 2

Fundraising Events. Complete if the organization answered “Yes” on Form 990, Part IV, line 18, or reported more
than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with
gross receipts greater than $5,000.

(a) Event #1
Dance for Dravet

(b) Event #2
A Night Under the Stars

22

(c) Other events

(d) Total events

(add col. (a) through
col. (c))

(event type) (event type) (total number)
()
2
“>’ 1 Gross receipts . 563,601 341,118 885,158 1,789,877
[0)
o
2 Less: Contributions 430,926 256,785 724,935 1,412,646
3  Gross income (line 1
minus line 2) 132,675 84,333 160,223 377,231
4  Cash prizes . 0 0 0 0
5 Noncash prizes 0 0 0 0
w e
3| 6 Rent/facility costs . 5,381 0 11,533 16,914
g
A1 7 Foodand beverages . 62,339 41,207 45,553 149,099
8
5 8 Entertainment 6,716 4,350 10,925 21,991
9  Other direct expenses 21,366 22,600 69,735 113,701
10 Direct expense summary. Add lines 4 through 9 in column (d) 301,705
11 Net income summary. Subtract line 10 from line 3, column (d) 75,526

Gaming. Complete if the organization answered “Yes” on Form 990 Part IV I|ne 19
$15,000 on Form 990-EZ, line 6a.

or reported more than

(b) Pull tabs/instant

(d) Total gaming (add

(0] . .
g (a) Bingo bingo/progressive bingo (c) Other gaming col. (a) through col. (c))
2
i
1 Grossrevenue .
81| 2 Cashprizes .
3
2| 3 Noncash prizes
[
8| 4 Rent/facility costs .
=
5  Other direct expenses
(] Yes %] Yes %] Yes %
6  Volunteer labor . [] No [] No [] No
7  Direct expense summary. Add lines 2 through 5 in column (d)
8 Net gaming income summary. Subtract line 7 from line 1, column (d)

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

a s the organization licensed to conduct gaming activities in each of these states? [JYes [INo
b If “No,” explain:
Were any of the organization’s gaming licenses revoked, suspended, or terminated during the tax year? [1Yes [1No

10a

b If “Yes,” explain:

Schedule G (Form 990) (Rev. 12-2024)



Schedule G (Form 990) (Rev. 12-2024) Page 3
11 Does the organization conduct gaming activities with nonmembers? . . . . .. [JYes [INo
12 |s the organization a grantor, beneficiary, or trustee of a trust; or a member of a partnershlp or other entity

formed to administer charitable gaming? . . . C e e e e [JYes [1No

13 Indicate the percentage of gaming activity conducted in:
a Theorganization’s facility . . . . . . . . . . . . . . . . . . . . . . . . . |13a %
b An outside facility . . . 13b %

14  Enter the name and address of the person who prepares the organlzatlon S gamlng/spe0|al events books and
records:

Name

Address

15a Does the organization have a contract with a third party from whom the organization receives gaming
revenue? . . . . . .« . . . . . . . . . . . . .. [Yes [INo
b If “Yes,” enter the amount of gaming revenue received by the organizaton $ and the
amount of gaming revenue retained by the thirdparty $
c If “Yes,” enter the name and address of the third party:

Name

Address

16  Gaming manager information:

Name

Gaming manager compensation $

Description of services provided

[1Director/officer []Employee []Independent contractor

17  Mandatory distributions:
a Is the organization required under state law to make charitable distributions from the gaming proceeds to

retain the state gaming license? . . . e [JYes [1No
b Enter the amount of distributions required under state Iaw to be dlstrlbuted to other exempt organizations or
spent in the organization’s own exempt activities during the taxyear . . . . . $

Supplemental Information. Provide the explanations required by Part |, line 2b, columns (jii) and (v); and
Part Ill, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional information.
See instructions.

Schedule G (Form 990) (Rev. 12-2024)



SCHEDULE | Grants and Other Assistance to Organizations,

.. . . OMB No. 1545-0047
(Form 990) Governments, and Individuals in the United States
(Rev. December 2024) Complete if the organization answered “Yes” on Form 990, Part IV, line 21 or 22. Open to Public
Department of the Treasury Attach to Form 990. Inspection
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information.
Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC 27-0924627

General Information on Grants and Assistance
1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance,
and the selection criteria used to award the grants or assistance? . . . . . . . . . . . . . . . . . [odYes [INo
2 Describe in Part IV the organization’s procedures for monitoring the use of grant funds in the Unlted States
IEZHIl Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered “Yes” on Form 990,
Part IV, line 21, for any recipient that received more than $5,000. Part |l can be duplicated if additional space is needed.

1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of cash (e) Amount of (gol\c/l)lfﬂllzcl)\ﬁvdavah:aaitsigr (g) Description of (h) Purpose of grant
or government (if applicable) grant noncash assistance ’ oth,er)pp ] noncash assistance or assistance

(1) schi, stmt1

2

3

4

(5)

(6)

()

@)

©)

(10)

11)

(12)

2  Enter total number of section 501(c)(3) and government organizations listed intheline1table . . . . . . . . . . . . . . . . . . 5
3 Enter total number of other organizations listed intheline1table . . . . . . . . . . . . . . . L. L. .00 0
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 50055P Schedule | (Form 990) (Rev. 12-2024)
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Grants and Other Assistance to Domestic Individuals. Complete if the organization answered “Yes” on Form 990, Part IV, line 22.

Part lll can be duplicated if additional space is needed.

(a) Type of grant or assistance (b) Number of
recipients

(c) Amount of
cash grant

(d) Amount of
noncash assistance

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

(f) Description of noncash assistance

1 See Schedule |, Part IV, Statement 2

2

3

7
2T\ Supplemental Information. Provide the information required in Part |, line 2; Part lll, column (b); and any other additional information.

Schedule |, Part |, Line 2 - DSF provides funds for research. The organizations receiving this assistance are required to provide written progress reports on their research into finding a

cure for Dravet syndrome and related epilepsies. The Scientific Director of DSF reviews the written progress reports and discusses the research projects and progress with the awarded

organization. DSF also provides funding to patients with Dravet syndrome and related epilepsies for necessary medical equipment, therapy devices and education aids associated with

these conditions that are not covered through private insurance or other assistance programs. Applicants are required to submit an application that includes a recent letter from the child's

healthcare provider explaining the medical necessity of the request and when possible, a letter of denial from the insurance provider.

Schedule | (Form 990) (Rev. 12-2024)



Schedule |, Part IV, Statement 1

Form: Schedule | (2024)
Page: 1

DRAVET SYNDROME FOUNDATION INC

EIN: 27-0924627
Part I, Line 1

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

Recipient EIN Amt. of cash Amt. of non-

grant cash asst.

Name and address

IRC code section
Method of valuation

Desc. of Non-Cash Asst.

Purpose of grant

Children's Hospital of Philadelphia

2716 South Street

Philadelphia, PA 19146-2305

501(c)(3)
FMV

Individuals with Dravet syndrome (DS) can have different disease courses,
and there are important differences in how seizure and development affect
them over time. ldentifying the causes of variation within the patient
population may be helpful in providing accurate prognosis and developing
new treatments. This project will generate broad genetic data with whole
genome sequencing on 500 individuals with DS. These genetic analyses will
be paired with clinical data using pioneered novel methods to transform
clinical information to a format that can be used for computational analysis.
Finally, this project is built for data sharing - all biosample data, genomic
data, and clinical data will be shared within the DS Community.

23-1352166

1,000,000

Name and address

IRC code section
Method of valuation

Desc. of Non-Cash Asst.

Purpose of grant

Regents Of The University Of Michigan

3003 South State Street
Ann Arbor, MI 48109
501(c)(3)

FMV

Despite recent advances in small molecule drug discovery, the majority of
Dravet syndrome (DS) patients remain intractable and non-seizure
symptoms are not addressed. This project aims to exploit an alternative
therapeutic strategy that has been successful in mouse models: Medial
Ganglionic Eminence (MGE) progenitor cell transplantation to restore
healthy fast-spiking interneurons in DS patient brains. While transgenic mice
have provided invaluable insights into seizures and some comorbidities
associated with DS, mice have critical differences in physiology and
neuroanatomy compared to humans and thus are not the most appropriate
model to test a cell transplantation-based therapy. In contrast, this study will
use rabbits, which are larger vertebrates, more similar to humans. The
results of this large animal work will strengthen the preclinical foundation for
future cell transplantation therapeutic strategies in DS patients.

38-6006309

500,000

Name and address

IRC code section
Method of valuation

Desc. of Non-Cash Asst.

Purpose of grant

Page: 1

Brown University
Box 1929

Providence, RI 02912-9002

501(c)(3)
FMV

The scientific understanding of how the SCN1A gene changes brain activity
is rapidly evolving. This work will explore whether a brain cell that is
integrally important in Dravet syndrome symptomatology has disruptions
that lead to specific malfunctions. This work aims to determine how
mutations in the SCN1A gene impact these cells' normally powerful ability to
"put the brakes on" the brain when it is too active. We believe that the loss
of this "brake" may lead to seizures, and our experiments may yield

05-0258809

250,000



Schedule |, Part IV, Statement 1

important clues about how to get it working again.

DRAVET SYNDROME FOUNDATION INC

Name and address

IRC code section
Method of valuation

Desc. of Non-Cash Asst.

Purpose of grant

Children's Hospital of Philadelphia 23-1352166
2716 South Street

Philadelphia, PA 19145-2305

501(c)(3)

FMV

Mutations in the SCN1A gene most commonly cause reduced functioning of
the Nav1l.1 protein and lead to Dravet syndrome, a debilitating epilepsy
disorder. However, a new class of SCN1A mutations causes excessive
activity of Nav1.1. Individuals with these mutations exhibit an even more
severe form of epilepsy as well as developmental delay and intellectual
disability. This research group has generated the first mouse expressing a
patient-derived mutation associated with this severe early-onset condition.
In this fellowship, they will evaluate the novel mouse for neurological
abnormalities, including seizures and movement disorders. Additionally,
they will investigate the electrical properties of neurons. The overall goal is
to understand the mechanism by which both reduced and excessive activity
of Nav1.1 can cause epilepsy and to identify treatments for both disorders.

75,000

Name and address

IRC code section
Method of valuation

Desc. of Non-Cash Asst.

Purpose of grant

University of Colorado Denver 84-6000555
13001 E 17th Place

Aurora, CO 80045

501(c)(3)

FMV

Current precision therapeutic clinical trials for Dravet syndrome (DS) utilize
seizure frequency as the primary outcome measure, but using this alone to
assess outcome does not capture the full array of challenges associated
with DS. This project will focus on refining a set of clinician and caregiver-
reported outcome measures previously created for CDKL5-deficiency
disorder and piloting them in patients with DS. The overarching objective is
to design valid and feasible outcome measures specifically for DS that
represent the full range of the phenotype. The creation of the DS clinical
severity assessment-clinician and caregiver (DS-CSA) will be a crucial step
towards disease modifying clinical trial readiness in DS.

75,000

Name and address

IRC code section
Method of valuation

Desc. of Non-Cash Asst.

Purpose of grant

Regents Of The University Of Michigan 38-6006309
3003 South State Street

Ann Arbor, MI 48109

FMV

Individuals with Dravet syndrome (DS) suffer from severe seizures that
cannot be completely controlled by medications. While most epilepsy
research has focused on the more superficial brain regions that we know
are prone to seizures, an improved understanding of the role of deeper
brain regions in epilepsy may open the door to new therapies. The focus of
this proposal is a deep brain region called the locus coeruleus, which sends
noradrenergic projections throughout seizure-prone brain regions. The locus
coeruleus is known as a "master regulator” that coordinates brain-wide
states, such as reward and attention; this project will test the hypothesis that
it also plays a critical role in seizures in DS using a mouse model of DS, to
(1) determine the activity of noradrenergic neurons during seizures and (2)
test whether their activation curtails seizures.

75,000

Name and address

Page: 2

Coriell Institute for Medical Research 21-0672684

12,617



Schedule |, Part IV, Statement 1 DRAVET SYNDROME FOUNDATION INC

IRC code section
Method of valuation
Desc. of Non-Cash Asst.
Purpose of grant

403 Haddon Ave
Camden, NJ 08103
501(c)(3)

FMV

This project aims to establish a biobank of five unique lines of commercially-
available induced pluripotent stem cells (iPSCs) from patient blood samples.
The cellular reprogramming will be conducted by the Coriell Institute for
Medical Research and samples will be housed and distributed through an
additional partnership with the Orphan Disease Center at The University of
Pennsylvania. Cell lines will be available to researchers in academic and
for-profit research settings at a low cost, set to cover the long-term
maintenance of the biobank effort.

Page: 3



Schedule |, Part IV, Statement 2 DRAVET SYNDROME FOUNDATION INC

Form: Schedule | (2024)

EIN: 27-0924627

Page: 2 Part Il
Description of Grants and Other Assistance to Individuals in the United States

Number of Amt. of cash Amt. of non-

recipients grant cash asst.

Type of grant Patient Assistance Grants. The DSF Patient Assistant Grant program offers 29 7,274 11,316

Method of valuation

Desc. of Non-Cash Asst.

grants to patients with Dravet syndrome and related epilepsies for
necessary medical equipment therapy devices, and educational aids
associated with these conditions that are not covered through private
insurance or other assistance programs. This program is open to all patients
worldwide who are members of the DSF Family Network. The DSF Disaster
Relief and Recovery Fund was established for patients with Dravet
syndrome that have been impacted by natural and other significant natural
disaster events in the U.S., such as tornados, hurricanes, earthquakes.
Flooding that results from a significant natural disaster event would also
qualify. Families that are members of the DSF Family network may apply for
a $500 Visa card or Amazon E-card to be used for lodging, food supplies or
however needed.

FMV

Iltems that are currently covered under this program include: durable
medical goods (such as wheelchairs, orthotics, cooling vests, etc.), therapy
equipment, communication devices such as iPads, and costs associated
with implementation of the ketogenic diet. By awarding these grants, DSF is
making no recommendation to the appropriateness or safety of a particular
piece of equipment or therapy in treating Dravet syndrome and associated
epilepsies and conditions. DSF and its Board of Directors are not
responsible for the safety and use of awarded equipment or therapies.
Applicants are strongly urged to consult with their medical professionals and
therapists regarding equipment and therapies that would be most beneficial
for the situation.

Type of grant

Method of valuation

Desc. of Non-Cash Asst.

Caregiver Connect Grants. Caregiver Connect Grants are available from 5 3,950
$100-$400 and can partially or fully fund a local Dravet family gathering or
an ongoing Dravet support group in your area. The goal of the grants is to
allow our community members to connect and receive support from one
another. At this time, Caregiver Connect grants are only available for events
within the United States that are members of the DSF Family Network.
Funds are not available for parties for an individual child or family,
awareness events, or for the benefit of individuals outside of the Dravet
community. Epilepsy Awareness Day at Disneyland Family Scholarship.
This grant is designed to cover most of the expenses for a family of four to
attend EADDL, and is provided through an unrestricted educational grant
from an industry partner.

FMV

Page: 4



SCHEDULE J Compensation Information
(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest OMB No. 1545-0047
Compensated Employees
(Rev. December 2024) Complete if the organization answered “Yes” on Form 990, Part IV, line 23. 0 to Publi
Attach to Form 990. pen to Fublic
Department of the Treasury . . A . . .
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspectlon
Name of the organization Employer identification number
DRAVET SYNDROME FOUNDATION INC 27-0924627
Questions Regarding Compensation
Yes | No
1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form
990, Part VII, Section A, line 1a. Complete Part lll to provide any relevant information regarding these items.
[] First-class or charter travel [] Housing allowance or residence for personal use
[] Travel for companions [] Payments for business use of personal residence
[] Tax indemnification and gross-up payments [] Health or social club dues or initiation fees
[] Discretionary spending account [] Personal services (such as maid, chauffeur, chef)
b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment
or reimbursement or provision of all of the expenses described above? If “No,” complete Part Il to
explain. . . . . . . . . . . . . . L L L L. ... ... 1
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all
directors, trustees, and officers, including the CEO/Executive Director, regarding the items checked on line
127 . . L Lo e e e e e e e 2
3 Indicate which, if any, of the following the organization used to establish the compensation of the
organization’s CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a
related organization to establish compensation of the CEO/Executive Director, but explain in Part IIl.
[] Compensation committee ] Written employment contract
[] Independent compensation consultant [0] Compensation survey or study
[0] Form 990 of other organizations [0] Approval by the board or compensation committee
4  During the year, did any person listed on Form 990, Part VII, Section A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment? . . . e 4a O
b Participate in or receive payment from a supplemental nonqualified retlrement pIan'? e 4b O
¢ Participate in or receive payment from an equity-based compensation arrangement? . . . . . 4c O
If “Yes” to any of lines 4a—c, list the persons and provide the applicable amounts for each item in Part III.
Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the revenues of:
a Theorganizaton? . . . . . . . . . . . . . . . . . . . . . . . . . . . . . . |ba O
b Any related organization? . . . e e 5b O
If “Yes” on line 5a or 5b, describe in Part III
6 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the net earnings of:
a Theorganization? . . . . . . . . . . . . . . . . . . . . . . . . . . . . .. |6a O
b Any related organization? . . . e e 6b O
If “Yes” on line 6a or 6b, describe in Part III
7  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed
payments not described on lines 5 and 6? If “Yes,” describe in Part il . . . . . . . e 7 O
8  Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject
to the initial contract exception described in Regulations section 53.4958-4(a)3)? If “Yes,” describe
inPartlll . . . . . L Lo e e e e e 8 O
9 If “Yes” on line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.4958-6(C)? . . . . . . . . . . . ..o 9

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat. No. 50053T Schedule J (Form 990) (Rev. 12-2024)



Schedule J (Form 990) (Rev. 12-2024)
m Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported on Schedule J, report compensation from the organization on row (i) and from related organizations, described in the
instructions, on row (ji). Do not list any individuals that aren’t listed on Form 990, Part VII.

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

Page 2

(A) Name and Title

(B) Breakdown of W-2 and/or 1099-MISC and/or 1099-NEC compensation

(i) Base
compensation

(ii) Bonus & incentive
compensation

(iii) Other
reportable

(C) Retirement and
other deferred
compensation

(D) Nontaxable
benefits

(E) Total of columns

B)i)-D)

(F) Compensation
in column (B) reported
as deferred on prior

compensation Form 990

Mary Anne Meskis, Executive (i) 169,586 3,000 0 6,903 0 179,489 0

1 Director (ii) 0 0 0 0 0 0 0

Veronica Hood, Scientific (0] 164,959 500 0 6,619 0 172,078 0

2 Director (ii) 0 0 0 0 0 0 0
@
3 (ii)
@
4 (ii)
@
5 (ii)
@
6 (ii)
@
7 (ii)
@
8 (ii)
@
9 (ii)
@
10 (ii)
@
11 (ii)
@
12 (ii)
@
13 (ii)
@
14 (ii)
@
15 (ii)
@
16 (ii)

Schedule J (Form 990) (Rev. 12-2024)
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Xl Supplemental Information
Provide the information, explanation, or descriptions required for Part |, lines 1a, 1b, 3, 4a, 4b, 4c, 5a, 5b, 6a, 6b, 7, and 8, and for Part Il. Also complete this part

for any additional information.

Schedule J (Form 990) (Rev. 12-2024)



SFCHE%g(I)-E L Transactions With Interested Persons

(Form ) Complete if the organization answered “Yes” on Form 990, Part IV, line 25a, 25b, 26, 27, OMB No. 1545-0047
(Rev. December 2024) 28a, 28b, or 28c; or Form 990-EZ, Part V, line 38a or 40b.

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

DRAVET SYNDROME FOUNDATION INC 27-0924627

Excess Benefit Transactions (section 501(c)(3), section 501(c)(4), and section 501(c)(29) organizations only)
Complete if the organization answered “Yes” on Form 990, Part IV, line 25a or 25b; or Form 990-EZ, Part V, line 40b.

1 (a) Name of disqualified person (b) Relationship between disqualified person and (c) Description of transaction (d) Corrected?
organization Yes | No

()
(2
)
4
()
(6)
2 Enter the amount of tax incurred by the organization managers or disqualified persons during the year
under section 4958
3  Enter the amount of tax, if any, on line 2, above, reimbursed by the organizaton . . . . . . . . §

m Loans to and/or From Interested Persons
Complete if the organization answered “Yes” on Form 990-EZ, Part V, line 38a, or Form 990, Part IV, line 26; or if the
organization reported an amount on Form 990, Part X, line 5, 6, or 22.

(a) Name of interested person | (b) Relationship | (c) Purpose of (d) Loan to or (e) Original (f) Balance due |(g) In default?| (h) Approved | (i) Written
with organization loan from the principal amount by board or | agreement?
organization? committee?

To From Yes | No | Yes | No | Yes | No

1
2
3)
4
(5)
(6)
@
(8)
©)
(19)
Total . . . . . . . . . . . . . . ... 8

m Grants or Assistance Benefiting Interested Persons
Complete if the organization answered “Yes” on Form 990, Part IV, line 27.

(a) Name of interested person (b) Relationship between interested (c) Amount of (d) Type of assistance (e) Purpose of assistance
person and the organization assistance

(1)
2)
3)
4)
(5)
(6)
(7)
(8)
9)
(10)
For Paperwork Reduction Act Notice, see the instructions for Form 990 or 990-EZ. Cat. No. 50056A Schedule L (Form 990) (Rev. 12-2024)




Schedule L (Form 990) (Rev. 12-2024)

Page 2

3:1g8\"4 Business Transactions Involving Interested Persons
Complete if the organization answered “Yes” on Form 990, Part 1V, line 28a, 28b, or 28c.

(a) Name of interested person

(b) Relationship between

(c) Amount of

(d) Description of transaction

(e) Sharing of

interested person and the transaction organization’s

organization revenues?

Yes | No

(1) Substantial Contributor Board Trustee of Organizi 384,131 | Contribution O

(2) substanial Contributor Board Trustee of Organizi 250,000 | Contribution d
)
4
()
(6)
7
(8
(9)
(10)

Supplemental Information

Provide additional information for responses to questions on Schedule L. See instructions.

Schedule L, Part IV - Two current board members also serve on two other 501(c)(3) organizations dedicated to advancing research for

Dravet syndrome. Rather than reviewing grant applications through their organizations, they prefer to support grants that our Scientific and

Medical Advisory Boards have vetted and approved each year, ensuring that these projects receive the necessary resources to make a

meaningful impact in the field.

Schedule L (Form 990) (Rev. 12-2024)



SCHEDULE O Supplemental Information to Form 990 or 990-EZ

(Form 990) Complete to provide information for responses to specific questions on OMB No. 1545-0047
(Rev. December 2024) Form 990 or 990-EZ or to provide any additional information.

Department of the Treasury Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization

DRAVET SYNDROME FOUNDATION INC

Employer identification number

27-0924627
Form 990, Part VI, Section B, Line 11b - A copy of Form 990 and all related schedules is provided to the executive committee of the board of
directors for review prior to filing with the Internal Revenue Service.

Form 990, Part VI, Section B, Line 12c - A conflict of interest disclosures statement is distributed and signed by each board member
annually. Conflicts are dealt with on a case-by-case basis.

Form 990, Part VI, Section C, Line 19 - DSF makes its governing documents and conflict of interest policy available to the public upon
written request from the president. Financial statements are available for public view on the organization's website.

Form 990, Part IX, Line 119 - Other fees for services include Media Relations ($150,000), Payroll & Human Resources ($5,620), and Video
Production ($2,450).

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat. No. 51056K Schedule O (Form 990) (Rev. 12-2024)



Schedule O, Statement 1 DRAVET SYNDROME FOUNDATION INC
Form: Form 990 (2024) EIN: 27-0924627

Page: 2 Part Ill, Line 1
Mission Description

Description

and accountability of not only our organization, but the researchers that we fund, and the need for global collaboration in order to find a cure.

Page: 1



Schedule O, Statement 2 DRAVET SYNDROME FOUNDATION INC
Form: Form 990 (2024) EIN: 27-0924627

Page: 2 Part I, Line 4b
Second Program Service Accomplishments Description

Description

educational aids not covered by private insurance or other programs. This program is available to all patients worldwide who are members of the DSF
Family Network. Since 2009, DSF has awarded $279,000 to 249 families. Birthday Buddies: Families can register their loved one with Dravet syndrome
to receive a birthday card and small gift from DSF's mascot, Aurora, around their birthday. In 2024, DSF sent 640 gifts. Super Siblings Club: DSF
provides a day camp at our biennial conference and annual Day of Dravet workshops for siblings of individuals with Dravet syndrome. These events
offer a fun and supportive environment for siblings to connect, express their feelings, and bond with others facing similar challenges. Bereavement
Support: Losing a loved one, especially a child, is profoundly painful. DSF offers resources for coping with grief, including a Bereavement Support Group
and Remembrance Wall. Legislative Advocacy Program: We are committed to keeping our patient community informed about legislative actions
affecting Medicaid and rare disease research, which are essential for maintaining access to care and driving advancements in treatment for Dravet
syndrome. By ensuring our constituents have accurate and nonpartisan information, they can advocate for their loved one and family effectively. Biennial
Conference: This 3-day event brings together families, caregivers, clinicians, researchers, and pharmaceutical professionals to collaborate on improving
the lives of those with Dravet syndrome. The conference features presentations on the latest research and patient care, fostering new relationships and
collaborations. Over 500 people attended the 2024 conference. Day of Dravet Workshops: Held in alternating years from the biennial conference, these
workshops offer families the opportunity to learn about research, treatment options, and connect with others. Sessions are led by community experts,
including fellow parents. The workshops also include our VIP Sib Camp and activities for patients. In 2023, over 500 attendees participated at workshops
in Colorado (Denver), Florida (Sanford), Connecticut (Stamford), California (Anaheim), and Kentucky (Newport).

Page: 2



Schedule O, Statement 3 DRAVET SYNDROME FOUNDATION INC
Form: Form 990 (2024) EIN: 27-0924627

Page: 6 Part VI, Section C, Line 17
States Where Copy Of Return Is Filed

States

AL

AR

FL

IL

KS

KY

MA

MD

Ml

MN

MO

MS

NH

NJ

NM

NY

RI

Page: 3



	2024 DSF Form 990 Page 1 Signature
	Form990Package



