JUDY L. ARFA, CPA
4265 SAN FELIPE #1100
HOUSTON, TX 77027
(713) 240-3315
judy@arfacpa.com

January 9, 2018

International Foundation For CDKLS5 Research
P O Box 926
Wadsworth, OH 44282

Dear Ms. Utley,

Enclosed is the 2016 U.S. Form 990, Return of Organization Exempt from Income Tax, for
International Foundation For CDKLS5 Research for the tax year ending December 31, 2016.

Your 2016 U.S. Form 990, Return of Organization Exempt from Income Tax, return will be
electronically filed.
We very much appreciate the opportunity to serve you. If you have any questions regarding this

return, please do not hesitate to call.

incerely, J/ % CWA/

dy L Arfa, CPA



| OMB No. 1545-0047

Form 99 0

Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)

> Do not enter social security numbers on this form as it may be made public.
* Information about Form 990 and its instructions is at www.irs.gov/form990.

, 2016, and ending '

Department of the Treasury
Intemal Revenue Service

A For the 2016 calendar year, or tax year beginning

B Checkif applicable: C Nameoforganization International Foundation For CDKL5 Research|D Employeridentification number
Address change Doing business as 27-0950477
| Name change Number and street (or P.O. box if mail is not delivered to street address) Room/suite E Telephone number
Initial return P O Box 926 (979) 265-3411
N Final returnlerminated City or town, state or province, country, and ZIP or foreign postal code
Amended retum Wadsworth OH 44282 G Grossreceipts $ 480, 312.
Application pending | F Name and address of principal officer: H(a) Is this a group retum for subordinates? Yes |X|No
o H{b) Are all subordinates included? Yes No
Karen Utley 325 Brazoswood Clute TX 77531 If'No," attach a list. (see instructions)

I Tax-exempl status

[x[s0193) | [50100) ( | Ta947a)1)or | [527

)™ (insert no.)

J Website: * www.cdkl5.com H(c) Group exemption number ™
K Form of organization: lXICurpuralion ] Frusl I I Association | | Other ™ | L Yearof formation: 2009 M state of legal domicile: QH
[Partl’ | Summary
1 Briefly describe the organization’s mission or most significant activities:  _ _ To fund research aimed at finding _ __
g a cure for CDKLS, a rare genetic disorder. A family conference ________________
< is funded by the Organization every two years to provide support to _ __________._
£ families whose loved ones suffer from CDKLS. _ __ _ __ _______________________
3| 2 Check this box * I:I if the organization discontinued its operations or disposed of more than 25% of its net assets.
S| 3 Number of voting members of the governing body (Part VI, line1a). + . . . v v v v v v v v v v v v e a 3 8
‘:: 4 Number of independent voting members of the governing body (Part VI, line1b) . . . . . . ... ... ... 4 8
:g 5 Total number of individuals employed in calendar year 2016 (Part V, line2a) . . . . . 4 % s s v Ay @ e w g e 5 0
=| 6 Total number of volunteers (estimateifnecessary) . . . . . . . .. ... o i i oo 6 12
&| 7a Total unrelated business revenue from Part VIII, column (CRINBT2 ws s mivn v s sm s @ e85 80 &5 W 7a 0.
b Net unrelated business taxable income from Form 990-T,line34. . . . . . . .« o v o v o v v i v v v v 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, line 1h). . . .. .. oo oo v v oo 294,935, 406,107.
2| 9 Program service revenue (Part VIIL N 2g) . « « v v v v v v v v i e e 16,858.
% 10 Investment income (Part VI, column (A), lines 3,4,and7d) . . . . . . . .. ... ... 132. 8,784.
£ 1 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8c, 9¢, 10c,and 11€) .« + - « . . . . 4 . . 0. 0.
12 Total revenue — add lines 8 through 11 (must equal Part VIII, column (A), line 12) . . . . . 295,067. 431,749.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) . . . . . . . . . . .. .. 353, 516. 661,856.
14  Benefits paid to or for members (Part IX, column (A),line4) . . . ... .. ... ... ..
» 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) . . . . .
§ 16a Professional fundraising fees (Part IX, column (A), line 11e)
:3’- b Total fundraising expenses (Part IX, column (D), line 25) > 4
“117 other expenses (Part IX, column (A), lines 11a-11d, 11f-24e). . . . . . . .. .. S 51 47,516. 68, 830.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line25) . . .. ... .. 401,032. 730, 686.
19 Revenue less expenses. Subtract line 18 fromline12 . . . . ... .. ... ... .. .. -105, 965. -298,937.
5 é ‘ bt | Beginning of Current Year End of Year
%8/ 20 Totalassets (Part X, line 16) . . . . . v v v 0 i v i i s e e e e e e e e e e e
28| 29 Totalliabilitie(s. (Part X, s 2)6) ............................... 1.080, 678. ng' gég'
-7 ' B
'i"é 22 Net assets or fund balances. Subtract line 21 fromline20 . . .. ... .. ........ 1,080,678. 786,546,
|PartIl ¥ 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 of preparer (other than officer) is based on all information of which preparer has any knowledge.
lo1/08/18
Sig n Signature of officer Date
Here } Karen Utley Treasurer
Type or print name and title o
PrintType preparer's name \ Preparer’s signature, 2 ] Date Check |§| it |PTIN
‘ ‘ ~/ ( b CA
Paid Judy L Arfa, CPA A 11 e - LT {J01709/18 sel-employed P01070261
Preparer |Fmsname ~ JUDY L. ARFA] CPA | U
Use Only |rimsaddess ™ 4265 SAN FEUIPE #1100 Fim'sEIN ™ 75-2673267
HQUSTON TX 77027 Phoneno. (713) 240-3315
May the IRS discuss this return with the preparer shown above? (see instructions) . . . . . T |X| Yes | I No

BAA For Paperwork Reduction Act Notice, see the separate instructions. TEEA0101 11/16/16 Form 990 (2016)



Form 930 (2016) International Foundation For CDKLS5 Research 27-0950477 Page 2
[IRETHIIE Statement of Program Service Accomplishments

Check if Schedule O contains a response or noteto anyfineinthisPartfll . . . . . . . ... ..o v i i i i v i o v D
1 Briefly describe the organization’s mission:

2 Did the organization undertake any significant program services during the year which were not listed on the prior

FOM G800 990-EZ7. - + « « + v v e e e e e e et e et et e e e e e e [] ves No
If 'Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services?. . . . . . |:| Yes No

If 'Yes,’ describe these changes on Schedule O.

4 Describe the organization’s program service accomplishments for each of its three largest program services, as measured by expenses.

Section 501(c ‘(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, the total expenses,
and revenue, if any, for each program service reported.

4a (Code: )(Expenses $ 719,068. includinggrantsof $ 661,856. )(Revenue $ 0.)

modifiers. __ _________ _ _ ___ oo
4 b (Code: ) (Expenses $ includinggrantsof $ )(Revenue $ )
4c (Code: ) (Expenses $ including grantsof $ )(Revenue $ )

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

(Expenses $ including grantsof  $ ) (Revenue $ )
4 e Total program service expenses ™ 719,068.

BAA TEEA0102 11/16/116 Form 990 (2016)




Form 990 (2016) International Foundation For CDKLS5 Research 27-0950477 Page 3

[Part IV.| Checklist of Required Schedules

10

1"

Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,' complete
SCREAUIE A+ s ¢ s vw i Fr E I MBI D EI B I B o BI R P PRI Wil i iImIBniscs csms

Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? . . . . . . . . v v v v o ..

Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates
for public office? If 'Yes," complete Schedule C, Partl. . . . v . v o v i i i i e s e s e e e e e e e e e e

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 . .. & « @ « v v v 4 v i e e e e ettt e e e e e e e

Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-197 If 'Yes,’ complete Schedule C, Partlll . . . . . . .

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,
Parbils i Gk 550 5 5 o6 B 70 5 5005 5 50 T 700 5 S0 5 P bl B B e % U e e W M R AN N NN K R W R e M e 8 N W 16w w G G A e

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 !l . . . . . . . . . .« oo ...

Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,’
complete Schedule D, Part Il + « « v v v v i i bt i e e e e e e e e e e e e e e e e

Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, 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 . . . . . o o v v v i i i e e e e e e e e e e e e e e e e e

Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? If 'Yes,' complete Schedule D, Part V . . . . . . . .« o v v v i i 00

If the organization’s answer to any of the following questions is 'Yes', then complete Schedule D, Parts VI, VII, VIII, IX,
or X as applicable.

a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? /f 'Yes,’ complete Schedule

Yes | No
1 X
2 X
3 X
4 X
5 X
6 X
7 X
8 X
9 X

ELEREVE: wors o tor s im0 v 90 6 et B 5506 i ¥ 9 8 B0 W UH B R R B 0 ¥ R0 e 00 R e E 0 NS BB R G s e R e S s Ue R e Y R g 11a X
b Did the organization report an amount for investments — other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If 'Yes, complete Schedule D, Part VIl. . . . . « « v v v v v i i v i it e e e e e e e 11b h:4
¢ 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 VIIl . . . . « « « « « o v v i i i i i e e e e e e e 11¢ X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported
in Part X, line 167 If 'Yes,"complete Schedule D, Part IX . . « « v« o v v v v i it e i e e i s e e e e e e e 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 If 'Yes," complete Schedule D, Part X . . . . . . . . 11e X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If 'Yes,’ complete Schedule D, Part X . . . . . . 11f X
12 a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes,’ complete
Schedula D, Pane XIahd Xl s = s v s e s s wow B o e s B 860 E S5 S8 ¢35 S H FB 88 BN @I E 8 T E s 12al X
b Was the organization included in consolidated, independent audited financial statements for the tax year? If 'Yes,’ and
if the organization answered ‘No' to line 12a, then completing Schedule D, Parts Xl and Xl is optional . . . . . . . . .. ... 12b X
13 Is the organization a school described in section 170(b)(1)(A)(ii)? If 'Yes,’ complete Schedule E. . . . . . . . . e e 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States?. . . . . . . . . . . . .. ... 143 X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, 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 land IV . . . v v v v v i o i i e e e e e e e 14b 3
15 Did the organization report on Part IX, column (A), line 3, mare than $5,000 of grants or other assistance to or for any
foreign organization? If 'Yes,' complete Schedule F, Parts lland IV . . . . .« .« o 0 v i i i i e e e e e e e e 15 X
16 Did the organization report on Part X, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? If 'Yes,’ complete Schedule F, Parts llland IV . . . . . . .« i i v v i i i i e e e e 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 11e? If "Yes,' complete Schedule G, Part | (see instructions) . . . . . . . . . . .. ... ... ... 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIII,
lines 1c and 8a? If 'Yes,' complete Schedule G, Part Il . . . « v v v i i i i i i et e e e e e e e e e e e e e e e e 18 X
19 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 lll. . . . . o« o 0 i i e e e e e e e e e e e e e e e e e e e e 19 X
BAA TEEA0103 11/16/16 Form 990 (2016)



Form 990 (2016) International Foundation For CDKLS5 Research 27-0950477 Page 4
[Part IV | Checklist of Required Schedules (continued)

Yes | No
20a Did the organization operate one or more hospital facilities? If 'Yes,' complete Schedule H . . . . . . . . . . . . .. .. ... 20a X
b If 'Yes'to line 20a, did the organization attach a copy of its audited financial statements to thisreturn? . . . . . . .. ... .. 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 17 If 'Yes,’ complete Schedule I, Parts land Il . . . . . . . . . ... .. .. 21 X
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on Part IX,
column (A), line 27 If 'Yes,” complete Schedule I, Parts land Il . . . . .« . v« o 0 o v i i i i i s e e e 22 X

23 Did the organization answer "Yes' to Part VII, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? If 'Yes,’ complete
Schadilod « 5 @ &3 v % 8 370 87 o i o % 6 & 06 5 5 % % 5w w e ] o i o 5% el o fel & G (% |88 W v G @ s e R W8 R 23 p.4

24 a 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, ‘gotoline25a. . . . « « « « « o o i i i i i it s s i e et e e s 24a X
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

anytax-exemptbonds?. . « .« v o u i b e e s e e e e e e e e e e e e e e e e 24c
d Did the organization act as an "on behalf of issuer for bonds outstanding at any time during the year? . . . . . . ... .. .. 24d

25a Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If 'Yes,’ complete Schedule L, Part!. . . . . . . .« .« o v oo v v 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? If "Yes,’ complete
Schadlp L, Partl = v s % v 5o s noow s sl w % v 50 6 & 56 & 0 @ B G a e @ B 60 B GTE B B AT B G| W SE R 8 S W WD W W W S E R 25b X

26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons?
If'Yes,'complete Schedule L, Part Il . . . . .« ¢ v i i i i i i e e e e e e e e e e e e e e e e e 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If 'Yes,’ complete Schedule L, Part lll . . . . . . . .« « v 0 v i v it v i i i i e e X

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

a A current or former officer, director, trustee, or key employee? If 'Yes,’ complete Schedule L, PartIV . . . . . . . . ... ... 28a X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes,’ complete
Schedule L, PartIV. « « « v o v v i i e e e e e e e e e e e e e e e e e B N T I T SV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an
officer, director, trustee, or direct or indirect owner? If 'Yes,’ complete Schedule L, Part IV . . . . . . . . . . o v v v v v ... 28¢c X
29 Did the organization receive more than $25,000 in non-cash contributions? If Yes,’ complete Schedule M . . . . . . . . . .. 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If 'Yes,"complete Schedule M . . . . . .« @ o L i e e e e e e e e e e e e e e e e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If 'Yes,' complete Schedule N, Part!. . . . . . . . 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If 'Yes,’ complete
SchedlaN:Partlle « mrs s m s s s w5 @ o 3 P H AW E WIS BB LA 06 iR H I3 H SRR D TR NS G 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections
301.7701-2 and 301.7701-37 If 'Yes,” complete Schedule R, Part] . . . . . . . . o 0 v i i i it s i s i e e e 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes,’ complete Schedule R, Part I, Ill, or IV,
AT PARV, lIn@ids v v s wa v v o v o 60 % i % T8 & e Te B a0 E 8 B T 6 B 6 i e NN Y R B SRR s B e b e 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)7 . . . . . + .« v v o o v v v v v v v v 35a X
b If "Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled
entity within the meaning of section 512(b)(13)? If 'Yes,’ complete Schedule R, Part V, line 2 . . . . « . . v v« v v v oo o 35b X
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, line 2 . . . . « « « v o i i i i i i i i e et e e e e e e e e e e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization and that is
treated as a partnership for federal income tax purposes? If 'Yes, complete Schedule R, Part VI . . . . . « v« v v v v v o .. 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complete Schedule O . . . . . . . . . 0 0 o v i i i b i s e e e 38 X
BAA Form 990 (2016)

TEEA0104 11/16/16



Form 990 (2016) International Foundation For CDKL5 Research 27-0950477

[Part V.| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any line in this Part V

.........................

1 a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . . . . . . . .. 1a

b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable. . . . . . . .. 1b

c Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize WinNers? . . . . v v v v 0 i b i e e e e e e e e e e

2 a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year covered by this return . . . . . 2a

b If at least one is reported on line 2a, did the organization file all required federal employment tax returns?
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)

3 a Did the organization have unrelated business gross income of $1,000 or more duringtheyear?. . . .« « « v v v v v v v v v W

b If'Yes,  has il filed a Form 990-T for this year? If ‘No’ lo line 3b, provide an explanalionin Schedule O. . . . . . .« .« o o oo v oo o v oo

4 a 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)?

b If 'Yes,' enter the name of the foreign country: >

See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).

5a Was the organization a party to a prohibited tax shelter transaction at any time duringthe taxyear?. . . . . . . . .. .. ...

b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? . . . . . . .. ...
c If 'Yes, to line 5a or 5b, did the organization file Form 8886-T7 . . .« v v v v v v v b i it e e e e e e e e e .

6 a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible as charitable contributions? . . . . . . . . . . . . .. . oo

b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
nottax dedictible? « o s v o o s s s e s e W e e e e B Y A s e

7 Organizations that may receive deductible contributions under section 170(c).

a Did the organization receive a payment in excess of $75 made parily as a contribution and partly for goods and
servicesprovided o the payor?. « « « « v o v ot o o o s v e s e e s e e e e g e e s e e e e h s s

b If "Yes,' did the organization notify the donor of the value of the goods or services provided? . . . . . . . .. .. ... ...
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file

5b X
5¢
6a X

FOTTIVBZ2BZY s o1 v cntes w 293 € oot 2 0 50 in Swi e 200 w50 w0 8 00 im0 5 %0 S 6 N B TR B BN G e @ N K H S B TR & OB W Y @ OMD 6 @ BN R GY & e Tc X
d If 'Yes, indicate the number of Forms 8282 filed duringthe year . . . . .. . ... ... ... | 74|
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?. . . . . . . ... Te X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract?. . . . . . . .. ... T7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899
asrequired? « « v o v v o o 0 v 0w e s e e e e e e e e e e s e s e e s e e s e e e e e e 79
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a
Form098<C2 s v sis Gl a6l o % ¢ 500 & o 8 @ & 5 06 163 w8 & @8 RS e SRR RIS A 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the sponsoring
organization have excess business holdings at any time duringtheyear?. . . . . . . . . . .. o Lo Lo 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667 . . . « « « v+ v v v v v e e e e e e 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, orrelated person?. . . . . . . . . . ... ... 9b
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIll, line12. . . . . . . . . . ... .. 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilites . . . . . 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders. . . . . . . . . . . 0o oo e 11a
b Gross income from other sources (Do not net amounts due or paid to other sources
against amounts due or received fromthem.). . . . . . . ..o oo oo oo 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 . . . . . . . . .. 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during theyear . . . . . . | 12b|
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more thanonestate? . . . . . . . . . . o o v 0 v oo oL 13a
Note. See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in
which the organization is licensed to issue qualified healthplans . . . . . . .. ... ... .. 13b
c Enter the amount of reservesonhand . . . . . . ... .. .. e e e e e e v ... | 13c
14a Did the organization receive any payments for indoor tanning services during the taxyear? . . . . . . . . . ... .. ... .. 14a X
b If 'Yes, has it filed a Form 720 to report these payments? If ‘No,’ provide an explanation in Schedule O . . . . . . . . . . ... 14b

BAA TEEA0105 11/16/16

Form 990 (2016)



Form 990 (2016) International Foundation For CDKL5 Research 27-0950477 Page 6
[Part V1| Governance, Management, and Disclosure For each 'Yes’ response to lines 2 through 7b below, and for

a 'No’ response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in

Schedule O. See instructions.

Check if Schedule O contains a response ornote to any lineinthisPartVI. . . . . . . . . . o o oo it i i i i |§|

Section A. Governing Body and Management

Yes | No

1 a Enter the number of voting members of the governing body at the end of the tax year. . . . . . 1a
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 in Schedule O.

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

2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other

officer, director, trustee, orkey employee? . . . . .« . i i L e e e e e e e e e e e e e 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision

of officers, directors, or trustees, or key employees to a management company orotherperson? . . . . . . . . . . v v . ... 3 X
4 Did the organization make any significant changes to its governing documents

sincethe prior Form 990 was filed?. . . . .« o v 0 v i i i e e e e e e e e e e e e e e e e 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . . . . . ... ... 5 X
6 Did the organization have members or stockholders? . . . . . .« o v o 0 L e e e e e e e e e e e e e 6 X
7 a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or more

members of thegoveming body? . - « - ¢ o v 0 v it b i b e e s b e e e e s e e e e e e e e e e e 7a X

b Are any governance decisions of the organization reserved to (or subject to approval by) members,

stockholders, or persons other than the governingbody? . . . .« o v o v 0 i i i i s e e e e e e 7b
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by
the following:
aThegoverning body? . . . . v v o o o e e e e e e e e e e e
b Each committee with authority to act on behalf of the governing body? . . . . . e Y eI T Y 8b| X
9 s there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If "Yes,’ provide the names and addressesin Schedule O+ « v v v v v v v v v v v i v 9 X
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, oraffiliates? . . . .« « « o o v 0 o 0 i i e e e 10a X
b If *Yes,’ did the organizalion have writlen policies and procedures governing the activities of such chaplers, affiliales, and branches o ensure their
operalions are consistent with the organization’s eXemplpUIPOSES?. « « v v v v v v i i h e e e ek e e e e e e e e e e e e 10b
11 a Has lhe organizalion provided a complete copy of this Form 990 to all members of its governing body before filing the form? . . . . . . .. .. ... 11a| X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990, =5 =
12a Did the organization have a written conflict of interest policy? If No,'gotoline 13. . . . . . .« c v v v v v i i i i e e e v 12a| X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise
O CONMiCtS? < i s et 5 %0 & 578 5 18 % (o) 6 Mo o 6 5 56 6 B 5 5 80 5 806 9§ 08 s om e w o b i s w w tm e w e m e e w e ¥ s 12b| X
c Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes,’ describe in
Schadife O -how thiSWaS doNE v « v s w v i s v e 559 8 % 558 5 B L F0 3 B 0 F R E B E b S0 553 D% E8 8505 e 12¢| X

13 Did the organization have a written whistleblower policy? . . . .« « v v o v v i e e e e e e e e e e e e
14 Did the organization have a written document retention and destruction policy? . + « . . « .« v« o i i e e e e

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 managementofficial . . . . . . . . . . . . o i it it i e .
b Other officers or key employees of the organization. . . . . . . . . . . . o o o i it i e e e e e .
If "Yes' to line 15a or 15b, describe the process in Schedule O (see instructions).

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? . . . . . o L L L e e e e e e e e e e e e e e e

b If 'Yes,' did the organization follow a written policy 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 respectto such arrangements?. . . . . . . v 0 v ool e L s e s e e

Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed » See Form 990, Page 6, Line 17 (continued)

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.

I:l Own website D Another's website Upon request |:| Other (explain in Schedule O)

19 Describe in Schedule O whether (and if so, how) the organizalion made its govemning documents, conflict of interesl policy, and financial statements available to
the public during the lax year.

20 State the name, address, and telephone number of the person who possesses the organization's books and records: >
Karen Utley Box 984,325 Brazoswood Clute TX 77531 (979) 265-3411
BAA TEEA0106 11/16/16 Form 990 (2016)




Form 990 (2016) International Foundation For CDKL5 Research 27-0950477

Page 7

Compensation of Officers, Directors, Trustees, Key Employe s, Highest C
p-om gendent Q1 Officer: y Employee ighest Compensated Employees, and

Check if Schedule O contains a response or note to any line inthis Part Vil « « « « « v v v v nn s . .. e 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.

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

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

® List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee)

who received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of mare than $100,000 from the
organization and any related organizations.

® List all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000
of reportable compensation from the organization and any related organizations.

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

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

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

(©)
(B) | (ran ond bow, uhiass parson (D) ) (F)
Name and Title Average is both an officer and a Reportable Reportable Estimated
hours director, ) compensation from compensation from amount of other
wesk @I STOTEE I Wolomst) | “Woiemess | “Hmae
S EEEE szt
oA DER TS —
panz sl |&
di‘i,:ee)" 3 8
|
_{1)_Katheryn Elibri Frame _______ 35.00
President X X
_@_Melissa Ralston ___________ 15.00
Secretary X X
_®)_Karen Utley ______________ 18.00
Treasurer X X
-@_Kelly Barnes_ _ ___________/_| _1.00
Director X
_(_~Amanda Jaksha _ _ ___________ _1.00
Director X
_(6)_Miriam Blase Churgin________| _1.00
Director X
_(@O_Rick Upp_________________ _1.00
Director X
_8)_Megan Strok _____________/| _1.00
Director X
O e ___ do___
L I ——_——
uy o ____ ——_—
v _____ ——_——
w_ L _____ ——_——
M ___ —_———

BAA TEEAQ107  11/16/16 Form 990 (2016)



Form 990 (2016) International Foundation For CDKL5 Research 27-0950477 Page 8
[Part Vil{|Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (confinued)

(8) (C)
Posili
(A) A'\].rerage :gdo nDtIchenglnl\%I:ei lhg:;na (D) (E) (F)
& , unie: s botl i
Narma e tide W%E: :?f?icer a‘?g S?’ﬁ:&o"’ws‘::) m?:ﬁg;?oﬁ'lﬁmm com?:ggggl?gtl'lef{om amgzﬁinc:'tg?her
Gy R ZO]Z B ES| eeofmeaon, | robisdonenzaions | compensaton
hours o N =| FH|< 1§ g‘ 3 organization
fr BIEIS|g 223 and related
;fé;::‘?idza a— g l%u E; 2 2 = organizations
- ti e
e | E5| (2] 8
dotted § “ §
line)
@ g
as_____________] o
ae_ o
[ o
(18) o 1
ae_ ] o
L
(21) ~
(22)
@)
@4 e
@8
1bSub-total. . . . . . e e e e e e e »
¢ Total from continuation sheets to Part VII, Section A . . . . ... .. .... >
dTotal (add lines1band1c) . . . . . . v o v v v v i e e e b
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable compensation

from the organization ™ 0

3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee
on line 1a? If 'Yes,’ complete Schedule J for such individual . . . . . . . . ... . ... U F e 48 e m e m en w e b e e e

4 Forany individual listed on line 1a, is the sum of reportable compensation and other compensation from
the organizatic;n and related organizations greater than $150,0007 If 'Yes,’ complete Schedule J for
U 71 e S P e T T T

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 PEFSON « v « « v v v v v v v v e e e e e
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization. Report compensation for the calendar year ending with or within the organization's tax year.

A) . (B) i (C)
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization »
BAA TEEA0108 11/16/16

Form 990 (2016)
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990(2016) International Foundation For CDKL5 Research 27-0950477 Page 9

[Part\VIII Statement of Revenue
Check if Schedule O contains a response or note toany lineinthis Part VIl .+« . o o oo v oot o o oo . TR A D

Contributions, Gifts, Grants

1a Federated campaigns . . . . . 1a

b Membershipdues . . . . . .. 1b

369,

¢ Fundraisingevents. . . . . .. 1c

d Related organizations . . . . . 1d

e Government grants (contributions) . . 1e

f Al other contributions, gifts, grants, and
similar amounts not included above . . 1f

405,738.

g Noncash conlributions included in lines 1a-1f: $

25337,

h Total. Add lines1a-1f . . . .. ... ...

Program Service Revenue and Other Similar Amounts

Business Code

2a Family Conference Income|611710

(B) (C) (D)

(A)
Total revenue Related or Unrelated Revenue

exempt business excluded from tax
function revenue under sections
revenue 512-514

406,107.

16,858. 16,858. 0. 0.

f All other program service revenue . . .

g Total. Add lines2a-2f . . .. ... ....

16,858,

Other Revenue

other similaramounts) . . . . . . ... ..

5 Royaltes. . . . . ... ... ... ...

3 Investment income (including dividends, interest and

4 Income from investment of tax-exempt bond proceeds . . *

2:695: 0. 0. 2,695,

(i) Real

(ii) Personal

6a Grossrents . . . . .

b Less: rental expenses

¢ Rental income or (loss) . .

d Net rental incomeor (loss) - - . . . . . ..

7 a Gross amount from sales of i) Socurkio

(ii) Other

assels other than inventory

7,054.

b Less: cost or other basis
and sales expenses . . .

965.

c Gainor(loss) . .. .

6,089.

d Netgainor(loss). . . . . ... ... ...

8 a Gross income from fundraising events
(notincluding. . $ 102,326.
of contributions reported on line 1c).

SeePartlV,line18. . . . . .. PR |

b Less: directexpenses . . . . .. .. b
c Net income or (loss) from fundraising events

9a Gross income from gaming activities.
SeePartV,line19. . . . . .. ... a

b Less: direct expenses . . . . . . .. b

¢ Netincome or (loss) from gaming activities .

10a Gross sales of inventory, less returns
andallowances . . . ... .. .. . a

b Less: costofgoodssold . . . . . . . b
¢ Netincome or (loss) from sales of inventory

Miscellaneous Revenue

Business Code

6,089. 6,088. 0. 0.

e Total. Add lines 11a-11d. . . . . . . 4 s e
12 Total revenue. See instructions . . . . . .

431,749. 22,947. 0. 2,695.

BAA

TEEA0109 11/16/16 Form 990 (2016)



Form 990 (2016) International Foundation For CDKL5 Research 27-0950477 Page 10

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

Check if Schedule O contains a response or note to any line in this Part IX . . . . . . . . . . . .. .............. [x]
Do not include amounts reported on lines Total ggeﬂses Prograss)service Managéﬁ)ent and Fund(rg%sfng
6b, 7b, 8b, 9b, and 10b of Part VIIl. S¥Densss

general expenses expenses

1 Grants and other assistance to domestic :
organizations and domestic governments. S
SeePartIV,line21. . . . .. ......... 524,356. 524, 356 . |FEREN

2 Grants and other assistance to domestic
individuals. See Part IV, line22. . . . . . ...

3 Grants and other assistance to foreign
organizations, foreign governments, and for-
eign individuals. See Part IV, lines 15and 16 . . 137,500. 137,500.

4 Benefits paid to or formembers. . . . . . ...

5 Compensation of current officers, directors,
trustees, and key employees . . . . . .. ...

g Compensation not included above, to
disqualified persons (as defined under
section 4958(f)(1 %) and persons described
in section 4958(c)(3)(B). « + -« + + . ...

7 Othersalariesandwages. . . . . . ... ...

g Pension plan accruals and contributions
(include section 401(k) and 403(b)
employer contributions). . . . . ... .. ...

9 Other employee benefits . . . . ... .. ...
10 Payrollitaxes . . . . . .. .. .........
11 Fees for services (non-employees):

aManagement. . . . . v v i e e e o

DiLegal: « o o v e s 0 i o w i 8 s 508 % e g 2.400. 2,400. 0. 0.
CACCOURtING s s %+ v s o v o v 576 & 5 5 o 0w om s 3,500. 3,500. 0. 0.
dlobbying. . . . . ... ... ... . .....

e Professional fundraising services. See Part IV, line 17 . .
f Investment managementfees . .. ... ...

g Other. (Ifine 11g amount exceeds 10% of line 25, column
(A) amounl, list line 11g expenses on Schedule 0.) . . .

12 Advertising and promotion . . . . . ... ...
13 Officeexpenses . . . .. ... ........ 1,140. 1,140. 0. 0.
14 Information technology . . . . . .. ... ...
15 Royaltes. . . . . ... ... .........
16 Occupancy. . .+« v v v v i e
AT TEAVEL v v n v s oo v 5 0 5 3 % 0 6 R0 8 5 % T

18 Payments of travel or entertainment
expenses for any federal, state, or local
publicofficials .« « v ¢ v v ww v e w0 s

19 Conferences, conventions, and meetings . . . . 37,474 . 37,.474. 0. 0.
20 Interest. o « o w woww o s e e b e

21 Paymentsto affiliates. . . . .. ... ... ..
22 Depreciation, depletion, and amortization . . . .

23 Insurance . . . .. e v e e e e e . 2,481. 1,465. 294, 722
24 Other expenses. Itemize expenses not

covered above (List miscellaneous expenses

in line 24e. If line 24e amount exceeds 10%

of line 25, column (A) amount, list line 24e

expenses on Schedule0.) . . . . .. ... -

2 Business_Expenses _ _ _ _ _ _ _ _ 123, 123 0 0
b Business_Registration ___ __ 90 0 90 0
¢ Bank Charges_ _ _______ 4,174 (0] 4,174 0
dpostage _ _ _ _________ 2,858 2,858 0 0
e All otherexpenses . . . . ... .. e 14,590. 8,252. 1261 . 5,077.
25 Total functional expenses. Add lines 1 through 24e. . . 730,686. 719,068. 5,819. 5,799.

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(ASC958-720). . . . . . .. . ...

BAA TEEAO110 11/16/16 Form 990 (2016)
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Part X[ Balance Sheet

Check if Schedule O contains a response or note to any lineinthisPart X . . . . . . . o . o 0 v v v i i i i i s D

Beginning of year

(B)
End of year

Assets

Savings and temporary cash investments

g bW N =

Loans and other receivables from current and former officers, directors,
trustees keﬁ em IoEees, and highest compensated employees. Complete
Part Il of Schedule

6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary employees’
beneficiary organizations (see instructions). Complete Part Il of Schedule L . . .

7 Notes and loans receivable, net
8 Inventories for sale or use

9 Prepaid expenses and deferredcharges . . . . . . . . . o oo

10a Land, buildings, and equipment: cost or other basis.
Complete Part VI of ScheduleD . . . . . ... .. ..

Cash — non-interest-bearing . . . . . . . . . . .. o o oo oL

Pledges and grants receivable,net. . . . . . . .. . oo
Accountsreceivable, net . . . .« . . . o e 0 e e e e e e e e

..........................

..

137,752,

255, 796.

865, 643.

452,361.

1,000.

b Less: accumulated depreciation

10¢c

11 Investments — publicly traded securities . . . . . . ... 0000 oL -

12 Investments — other securities. See Part IV, line 11
13 Investments — program-related. See Part IV, line 11

44 IRIANGIBIEASSAIS Y & v o a0 v e & v 8 s o % e s B W @ e R G WY B S W VR R R T E

15 Other assets. See Part IV, line 11
16 Total assets. Add lines 1 through 15 (must equal line 34)

17,283.

11

97,389.

12

13

14

15

1,080,678.

16

806,546.

Liabilities

17 Accounts payable and accrued eXpenses. . . . . . . o v i e e e e e
18 Grantspavable: « « o o v 6w ar v wia v 8 e W e s W 8 W E S v s e 8 R E s e

19 Deferred revenue

20 Tax-exemptbond liabilites . . . . . . . . . . .. o o e e § 4G

21 Escrow or custodial account liability. Complete Part IV of Schedule D

22 Loans and other payables to current and former officers, directors, trustees,
key employees, highest compensated employees, and disqualified persons.

Complete Partllof Schedule L. . . . . . . . . o i vt it i it e e oo o
23 Secured mortgages and notes payable to unrelated third parties . . . . . . . ...
24 Unsecured notes and loans payable to unrelated third parties . . . . . . ... ..

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 . .

26 Total liabilities. Add lines 17through25. . . . . . . . . .. o0 v «

17

20,000.

Net Assets or Fund Balances

Organizations that follow SFAS 117 (ASC 958), check here > and complete

lines 27 through 29, and lines 33 and 34.

27 Unrestrictednetassets. . . . . . . . o 0 i i il e e e e e e e e e e e

28 Temporarily restrictednetassets. . . . . . . . .. ... 00 C

29 Permanently restricted net assets

Organizations that do not follow SFAS 117 (ASC 958), check here » |:|
and complete lines 30 through 34.

30 Capital stock or trust principal, or currentfunds . . . . . . . .. SRR AR

31 Paid-in or capital surplus, or land, building, or equipment fund

32 Retained earnings, endowment, accumulated income, orotherfunds. . . . . . . . .
33 Totalnetassetsorfundbalances. . . . . . . . v v v v i i i e e
34 Total liabilities and net assets/fund balances . . . . . .. ... .. ... ... ..

1,080,678.

33

786,546.

1,080,678.

34

806,546.

@
>
>

TEEAD111  11/16/16

Form 990 (2016)



Form 890 (2016) International Foundation For CDKL5 Research 27-0950477 Page 12
[Part XI=| Reconciliation of Net Assets
Check if Schedule O contains a response ornote to any lineinthisPart XI. . . . . . . . oo v oo v v v v o v o s Iﬂ
1 Total revenue (must equal Part VIIl, column (A), lin@ 12) « .« v v v v v v v vt ot e e e 1 431,749.
2 Total expenses (must equal Part IX, column (A), lin@25) « .« « v v v v v v v i i e e 2 730, 686.
3 Revenue less expenses. Subtractline 2fromline1. . . . . . .o oo e e e 3 -298,937.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)). - . « . . . . . o . .. 4 1,080, 678.
5 Net unrealized gains (losses)oninvestments . . . . . . . . . . . L0000 e e e 5 4,805.
6 Donated servicesanduse of facilities. . .« .« v v v vt o e i e e e e e e e e e e e e e e 6 307,000.
7 Investmentexpenses. . » - - ¢ o ot 0 0 it i i e e i e e e e e e e e e e e e e e 7
g8 Priorperiodadjustments . . . . v ¢ . o i e e e e e e e e e e e e e e e e e e 8
9 Other changes in net assets or fund balances (explainin Schedule Q) . . . . .. ... ... oo v oL 9 -307,000.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
columniB)): s.ss i s it s A imis diRimi i SNt i Nl R mEimiFe R b i B 10 786,546,

[Part XII'| Financial Statements and Reporting

Check if Schedule O contains a response ornoteto any lineinthisPart XIl . . . . . . .. .. ... oo oo,

1 Accounting method used to prepare the Form 990: D Cash Accrual DOther

If the organization changed its method of accounting from a prior year or checked 'Other,’ explain
in Schedule O.

2 a Were the organization’s financial statements compiled or reviewed by an independent accountant?. . . . . . . . ... .. ..

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 DConsoIidated basis DBoth consolidated and separate basis

b Were the organization’s financial statements audited by an independentaccountant? . . . . . . . . . ... ... ... . ...

If 'Yes,' check a box below to indicate whether the financial statements for the year were audited on a separate
basis, consolidated basis, or both:

Separate basis []Consolidated basis D Both consolidated and separate basis

c 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?

If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O.

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

AuditActand OMB CIrcular A-1337: e v i s wia s i s w e 3 B3 M 6 s m s e 8 @ A % s M s WL H 5% 55 555 % 5 4 b 3a X
b If 'Yes,' did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo suchaudits . . . . . . . . ... ... .. ... 3b
BAA Form 990 (2016)
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Public Charity Status and Public Support |_ome o 15450047

SCHEDULE A Complete if the organization is a section 501(c)(3) organization or a section 20 1 6

(Form 990 or 990-EZ) 4947(a)(1) nonexempt charitable trust.

* Attach to Form 990 or Form 990-EZ.

> Information about Schedule A (Form 990 or 990-EZ) and its instructions is
et bt at www.irs.gov/form990. AR
Name of the organization Employer identification number
International Foundation For CDKL5 Research 27-0950477

[Part 15| 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 or 990-EZ).)

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:

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 I1.)

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

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

8 D 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 D An organization that normally receives: (1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts

from activities related to its exempt functions—subject to certain exceptions, and (2) no more than 33-1/3% of its support from gross
investment income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after
June 30, 1975. See section 509(a)(2). (Complete Part Il1.)

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

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

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

b |:| Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having control or
management of the supporting organization vested in the same persons that control or manage the supported organization(s). You
must complete Part IV, Sections A and C.

c 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 I, Type II, Type Ill functionally
integrated, or Type Ill non-functionally integrated supporting organization.

f Enter the number of supported organizations . . . -« & & o it i h i e e e e e e e e e e e e e e e e e e I:l

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

(i) Name of supported organization (il) EIN 1ll) Type of organization (Iv) Is the (v) Amount of monetary (vi) Amount of other
described on lines 1-10 organization listed support (see instructions) support (see instructions)
above (see instructions)) in your governing
document?
Yes No
(A)
(B)
(€)
()]
(E)
Total Sl .. : :
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-EZ) 2016 International Foundation For CDKL5 Research 27-0950477 Page 2

15| 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 IlI. If the
organization fails to qualify under the tests listed below, please complete Part 11.)

Section A. Public Support

ﬁ;‘;ggﬁ{gyf:)’i"’ fiscal year (a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 (f) Total

1 Gits, grants, contribulions, and
membership fees received. SDo not
include any ‘unusual grants.’

2 Tax revenues levied for the
organization's benefit and
either paid to or expended
onitsbehalf . . ... .....

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

4 Total. Add lines 1 through 3 . .

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

289,808. 290,262. 734,812, 294, 935. 406,107.| 2,015,924,

6 Public support. Subtractline 5 S s : b bl ‘ :
fromlined4 . .. ........ el 5 ) | e 3 | 1,412, 356.
Section B. Total Support

Calendar year (or fiscal year
beginnlngyln) _(_ Yy (a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 () Total
7 Amounts fromline4 . .. ... 289,808. 290,262. 734,812. 294,935. 406,107.| 2,015,924,

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similarsources . . . . . . ... 2,106. 2,230, 3,306. 3,699. 2,695. 14,036.

9 Net income from unrelated
business activities, whether or
not the business is regularly
carriedon . . .. ... ...

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

11 Total support. Add lines 7
through10 . . . . . . b e

12 Gross receipts from related activities, etc. (seein

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

organization, check this box and stop here. . . . . . . e T Y CE R0 . > |:|
Section C. Computation of Public Support Percentage

14  Public suppart percentage for 2016 (line 6, column (f) divided by line 11, column (f)) « . . . . + . . . .. . ... .. 14 69.15 %
15 Public support percentage from 2015 Schedule A, Partl,line 14 . . . . . . . .. .. it 15 66.75 %
16a 33-1/3% support test—2016. If the organization did not check the box on line 13, and line 14 is 33-1/3% or mare, check this box

and stop here. The organization qualifies as a publicly supported organization . . . . . . . . . . N e m e w e s m N E VR R G w6 A S >

b 33-1/3% support test—2015. If the organization did not check a box on line 13 or 16a, and line 15 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported Organization « « « « v v« v v 4 4 4 v v vee e > D

17a 10%-facts-and-circumstances test—2016. 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 . . . . . . . . . > D

b 10%-facts-and-circumstances test—2015. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10%

or more, and if the organization meets the ‘facts-and-circumstances’ test, check this box and stop here. Explain in Part VI how the
organization meets the ‘facts-and-circumstances' test. The organization qualifies as a publicly supported organization . « « . . . . . . . . -
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions . . . . . >
BAA Schedule A (Form 990 or 990-EZ) 2016
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Schedule A (Form 990 or 990-EZ) 2016 International Foundation For CDKL5 Research 27-0950477 Page 3

-Eéft%lmSupport Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part II. 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) > (a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 (f) Total
1 Gifts, grants, contributions,
and membership fees
received. (Do not include
any 'unusual grants.’). . . . . .
2 Gross receipts from admissions,
merchandise sold or services
performed, or facilities
furnished in any activity that is
related to the organization's
tax-exempt purpose . . . . . .
3 Gross receipts from activities
that are not an unrelated trade
or business under section 513 .
4 Tax revenues levied for the
organization's benefit and
either paid to or expended on
itsbehalf . . . ... ... ...
5 The value of services or
facilities furnished by a
governmental unit to the
organization without charge. . .

6 Total. Add lines 1 through5 . .

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

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

c Addlines7aand7b ... ...

8 Public support. (Subtract line
7cfromline6.) . . . . . . . ..

Section B. Total Support
Calendar year (or fiscal year beginning in) > (a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 () Total
9 Amounts fromline6 . .. ...

10a Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from
Similarsources « « « « 0 0 ..
b Unrelated business taxable
income (less section 511
taxes) from businesses
acquired after June 30, 1975 . .
¢ Addlines10aand10b . . . . .
11 Nelincome from unrelated business
aclivilies nol included in line 10b,
whether or not the business is
regularly carriedon . . . . . . ..
12 Other income. Do not include
gain or loss from the sale of
capital assets (Explain in
PartVL) « .« v o v v v v v s
13 Total support. (Add lines 9,
10c,11,and12) . . . . . . . .

14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check thisboxand stop here. . . . . . . . o o v v v v v i e e e e e e s e e e s e > D
Section C. Computation of Public Support Percentage
15 Public support percentage for 2016 (line 8, column (f) divided by line 13, column(f)) . . . . . . .. .. .. o000 15 %
16 Public support percentage from 2015 Schedule A, Partlll, line15. . . . . . ... .. ... oo oo oo 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2016 (line 10c, column (f) divided by line 13, column (f)) . « . . .« . v v v v v v v 17 %
18 Investment income percentage from 2015 Schedule A, Part lll, line 17 . . . . . . v o v v v v v v o 18 %
19a 33-1/3% support tests—2016. If the organization did not check the box on line 14, and line 15 is more than 33-1/3%, and line 17
is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization . . . . . ... .. > D
b 33-1/3% support tests—2015. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33-1/3%, and
line 18 is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization . . . . . . >
20 Private foundation. If the organization did not check a box on line 14, 19a, or 18b, check this box and see instructions. . . . . . . . . .. > H

BAA TEEAD403 09/28/16 Schedule A (Form 990 or 990-EZ) 2016



Schedule A (Form 990 or 990-EZ) 2016 International Foundation For CDKL5 Research 27-0950477 Page 4
[PartIVA] Supporting Organizations
(Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections
A and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12c of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Organizations

1 Are all of the organization's supported organizations listed by name in the organization’s governing documents?

If 'No,” describe in Part VI how the supported organizations are designated. If designated by class or purpose, describe
the designation. If historic and continuing relationship, explain.

2 Did the organization have any supported organization that does not have an IRS determination of status under section

509(a)(1) or (2)? If 'Yes,’ explain in Part VI how the organization determined that the supported organization was
described in section 509(a)(1) or (2).

3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If 'Yes,” answer (b)
and (c) below.

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and

satisfied the public support tests under section 509(a)(2)? /f "Yes,’ describe in Part VI when and how the organization
made the determination.

c 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.

4a Was any supported organization not organized in the United States ('foreign supported organization’)? If 'Yes'and
if you checked 12a or 12b in Part I, answer (b) and (c) below.

b 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.

5a Did the organization add, substitute, or remove any supported organizations during the tax year? If 'Yes,” answer (b)
and (c) below (if applicable). Also, provide detail in Part VI, including (i) the names and EIN numbers of the supported
organizations added, substituted, or removed; (ii) the reasons for each such action; (iii) the authority under the
organization's organizing document authorizing such action; and (iv) how the action was accomplished (such as by
amendment to the organizing document).

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

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

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

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

g Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 77 If "Yes,’
complete Part | of Schedule L (Form 990 or 990-E2Z).

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more disqualified persons
as defined in section 4946 (other than foundation managers and organizations described in section 509(a)(1) or (2))?
If 'Yes,' provide detail in Part VI.

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

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

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

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

BAA TEEA0404 09/28/16 Schedule A (Form 990 or 990-EZ) 2016




SgheduleA(Fonn 990 or 990-EZ) 2016 International Foundation For CDKL5 Research 27-0950477 Page 5
Part IV Supporting Organizations (continued)

11 Has the organization accepted a gift or contribution from any of the following persons?

a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c) below, the
governing body of a supported organization?

b A family member of a person described in (a) above? 11b
c A 35% controlled entity of a person described in (a) or (b) above? If 'Yes'to a, b, or ¢, provide detail in Part VI. 11c
Section B. Type | Supporting Organizations

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

2 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.

Section C. Type Il Supporting Organizations

1 Were a majority of the organization’s directors or trustees during the tax year also a majority of the directors or trustees
of each of the organization’'s supported organization(s)? 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).

Section D. All Type lll Supporting Organizations

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

2 Were any of the organization's officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (i) serving on the govemning 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).

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

Section E. Type lll Functionally Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).
a D The organization satisfied the Activities Test. Complete line 2 below.
b D The organization is the parent of each of its supported organizations. Cormplete line 3 below.

c D The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

2 Activities Test. Answer (a) and (b) below.

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

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

organization's involvement.

3 Parent of Supported Organizations. Answer (a) and (b) below.

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or trustees of
each of the supported organizations? Provide details in Part VI.

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

BAA TEEA0405 09/28/16 Schedule A (Form 990 or 990-EZ) 2016
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[PartVii[ Type I Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 D Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part V). See

instructions. All other Type Ill 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

(bW (N

Do s W N =

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)

(=]

Other expenses (see instructions)

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

Section B — Minimum Asset Amount

1

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

a Average monthly value of securities

(A) Prior Year

(B) Current Year
(optional)

b Average monthly cash balances

1b

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

1c

d Total (add lines 1a, 1b, and 1c)

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

Acquisition indebtedness applicable to non-exempt-use assets

1d

Subtract line 2 from line 1d.

S

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

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

Multiply line 5 by .035.

Recoveries of prior-year distributions

5
6
7
8

Minimum Asset Amount (add line 7 to line 6)

o(~Njlo|o |

Section C — Distributable Amount

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

Enter 85% of line 1.

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

Enter greater of line 2 or line 3.

Income tax imposed in prior year

bW [N =

D || B N -

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

6

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

(see instructions).

Current Year

BAA

TEEA0406 09/28/16
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|§B‘iﬂ@ Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D — Distributions Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes

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

Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets

Qualified set-aside amounts (prior IRS approval required)

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

Total annual distributions. Add lines 1 through 6.

@ IN|O|o| W

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

9 Distributable amount for 2016 from Section C, line 6
10 Line 8 amount divided by Line 9 amount

() (i)
ion E — Distribution Allocations (see instructions Excess Underdistributions Distributabls
Sect ( ) Distributions Pre-2016 Amount for 2016
1 Distributable amount for 2016 from Section C, line 6 ‘_ ________________J[__ Fot N

2 Underdistributions, if any, for years prior to 2016 (reasonable
cause required — explain in Part VI). See instructions.

3 Excess distributions carryover, if any, to 2016:

— T

e From2015. ... ... ..
f Total of lines 3a through e
g Applied to underdistributions of prior years
h Applied to 2016 distributable amount
Carryover from 2011 not applied (see instructions)

j Remainder. Subtract lines 3g, 3h, and 3i from 3f.
4 Distributions for 2016 from Section D,

line 7: S

a Applied to underdistributions of prior years

b Applied to 2016 distributable amount

¢ Remainder. Subtract lines 4a and 4b from 4. ,
5 Remaining underdistributions for years prior to 20186, if any.

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

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

Excess distributions carryover to 2017. Add lines 3j and 4c.
8 Breakdown of line 7:

Excess from 2013 . . . .
Excess from 2014 . . . .
Excess from 2015 . . . .
Excess from 2016 . . . .
BAA Schedule A (Form 990 or 990-EZ) 2016
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|Supplemental Information. Provide the explanations required by Part II, line 10; Part Il, line 17a or 17b-Part lll, 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 v, 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, Seclion B, line 1¢; 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.)

Pt II Ln 10 Other Income Part II, Line 10 Description: Sales of Merchandise 2012:
5695. 2013: 9617. 2014: 6594. 2015: 3282. 2016: 7054. Description: Cost

of Goods Sold 2012: -2320. 2013: -5761. 2014: -3975. 2015: -6849. 2016:
=565

BAA TEEAQ408 09/28/16 Schedule A (Form 990 or 990-EZ) 2016



schedule B OMB No. 1545-0047
(Form 990, 990-EZ, H

o 850.-PF) Schedule of Contributors 2016
Department of the Treasury > Attach to Form 930, Form 9380-EZ, or Form 990-PF.

Intemal Revenue Service * Information about Schedule B (Form 990, 990-EZ, 990-PF) and its instructions Is at www./rs.gov/form990.

Name of the organization Employer Identification number
International Foundation For CDKLS Research 27-0950477

Organization type (check one):

Filers of: Section:

Form 990 or 980-EZ 501(c) 3 ) (enter number) organization

D 4947(a)(1) nonexempt charitable trust not treated as a private foundation
D 527 political organization

Form 930-PF D 501(c)(3) exempt private foundation
4947(a)(1) nonexempt charitable trust treated as a private foundation
D 501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.

Note. Only a section 501(c)(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

For an organization filing Form 980, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more (in money or
property) from any one contributor. Complete Parts | and . See instructions for determining a contributor’s total contributions.

Special Rules

For an organization described in section 501(c)(3) filing Form 980 or 990-EZ that met the 33-1/3% support test of the regulations
under sections 509(a)(1) and 170(b)(1)(A){vl), that checked Schedule A (Form 990 or 990-E2), Part li, line 13, 16a, or 16b, and that
received from av one contributor, during the year, total contributions of the dgreater of (1) $5,000 or (2) 2% of the amount on (i)
Form 990, Part VI, line 1h, or (ii) Form 980-EZ, line 1. Complete Parts | and ll.

DFor an organization described in section 501(c)(7), 88), or (10) filing Form 980 or 990-EZ that received from any one contributor,
during the year, total contributions of more than $1,060 exclusively for religious, charitable, scientific, literary, or educational
purposes, or for the prevention of crueity to children or animals. Complete Parts |, Il, and 1ll.

DFor an organization described in section 501(c)(7), (8), or (10) filing Form 930 or 980-EZ that received from any one contributor,
during the year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than
$1,000. If this box is checked, enter here the total contributions that were received during the year for an exclusively religious,
charitable, etc., purpose. Don't complete any of the parts unless the General Rule applies to this organization because
it received nonexclusively religious, charitable, etc., contributions totaling $5,000 or more duringtheyear . ... .. >

Caution. An organization that isn't covered by the General Rule and/for the Special Rules doesn't file Schedule B (Form 980, 990-EZ, or
990-PF), but it must answer '‘No’ on Part IV, line 2, of its Form 930; or check the box on line H of its Form 980-EZ or on its Form 980-PF,
Part |, line 2, to certify that it doesn't meet the filing requirements of Schedule B (Form 990, 980-EZ, or 990-PF).

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

TEEAQ701 08/09/16



Schedule B (Form 990, 980-EZ, or 930-PF) (2016) Page 1 of 1 ofPartl
Name of organization Employer ldentification number
International Foundation For CDKL5 Research 27-0950477
IRavtilE| Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(a) (b) {c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
. P X
1 Lauren Mary Francis Foundation __ _____________ erson
I Payroll D
526 Kimball Turn ____ _ _ __________________Is_____10,000.| Noncash []
Complete Part Il for
Westfield __________________NJ_07090-2326 | sloncash contributions.)
(a) (b) () (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
2_. |community Middlesex/Team Avery _ __ __________| Person
""""""" Payroll I___l
1936 New Bedford Drive _ ___________________I5_ ____65.000.| Noncash []
Marietta | _________________GA_30068-4434 _ omcaah contbutons.)
(a) (b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
3_. |patton, John _ ___ ____ _______ . Person
Payroll I:I
200 E. 90th Street #2840 ___________________I$_____10,000.| Noncash []
(Complete Part |I for
New York __ _ __ _ _ ____________NY_10128-3528 _ noncash contributions.)
(a) {b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
4_. |churgin, Miriam ________________________ Person [ |
Payroll |:|
936 New Bedford Drive _ _ __________________I$______1,894.| Noncash
Marietta ___________________GA_30068-4434 | oncash contbuions.)
(a) (b) (c) (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
5_. |churgin, Mirtam _________ | Person [ ]
Payroll D
936 New Bedford Drive _ _ __________________|s_____12,121.| Noncash
: - (Complete Part Il for
Marietta __ _ ________________GA_30068-4434 | noncash contributions.)
(a) (b) () (d)
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
H Payroil D
_________________________________________________ Noncash I:I
(Complete Part Il for
______________________________________ noncash contributions.)
BAA TEEAO702 08/09/16 Schedule B (Form 990, 990-EZ, or 930-PF) (2016)



Schedule B (Form 980, 990-EZ, or 980-PF) (2016)

Page 1 to

1 ofPartll

Name of organization
International Foundation For CDKLS Research

Employer tdentification number
27-0950477

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

(b)
Description of noncash property given

FMV (ong e)stlmate)
(see instructions)

(d)
Date received

| e S______1,894.| 02/26/16 _
(a) No. (b) (c) (d)
from Description of noncash property given FMV ‘or estimate) Date received
Part! (see Instructions)
55 _Shares_- SPDR _ _ _ _ _ _ _ _ _ _ _ o ______
1
[ - 12,121.| 11/30/16 _
(3)o§n°' Description of nonc)ash ro| o
property given FMV (or estlmate) Date received
Part] (see Instructions)
IO R
a) No.
(fr)om Description of nonlgash ro i @ @
from, property given l;MV Sor te}itlrtt;ate)) Date received
see Instructions
Y A
(a) No. (b)
. d
P:'r't‘l Description of noncash property given l:gne‘olz S?‘; ters:‘t‘l:tt\'lnate)) Date l('ec):eived
ons
IS S N
(a) No. )
r d
P‘a":tll Description of noncash property given l:gle\é ‘:; ?rs:‘t‘l:rt?:'t‘?) Date |('et):elved
_____________ s

BAA

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

TEEAQ703 08/09/16



OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements

(Form 990) > Complete if the organization answered 'Yes' on Form 990, 201 6
Part IV, line 6,7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b.

> Attach to Form 990. " OpentoPublic
ﬂfg’;’;’l“g;‘tgﬁl&ege'gﬁ‘jgw » Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. mﬁ%ﬂ%i b
Name of the organization Employer identification number
International Foundation For CDKL5 Research 27-0950477

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

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

Total number atendofyear . . . . ... ...
Aggregate value of contributions to (during year)

Aggregale value of grants from (during year) . . . . . .
Aggregate value atend ofyear. . . . . . . ..

(3, T - 7 R S B

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? . . . . . . . . . .. ... ... DYes |:| No

6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private BENEfit? .« « « « v v o i e e e e e e e |:|Yes D No

Part Il'}] Conservation Easements.
Complete if the organization answered "Yes' on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e.g., recreation or education) Hpresewation of a historically important land area

Protection of natural habitat Preservation of a certified historic structure
Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the

last day of the tax year.
I% Held at the End of the Tax Year

a Total number of conservationeasements . . . . . v . v v v v b e s e e e e e e 2a
b Total acreage restricted by conservationeasements . . . . . . ... o oo o0 2b
¢ Number of conservation easements on a certified historic structure includedin(a) . . .. ... .. 2c
d Number of conservation easements included in (c) acquired after 8/17/06, and not on a historic
structure listed in the National Register . . . . .« v v v v v v v i i i i v e s e e 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the
tax year >

Number of states where property subject to conservation easement is located >
Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easementsitholds? . . . . . . .« .« o o i i i i i oo i I:IYeS l:l No

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

7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
*S
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and Section 170(R)A)NBYII)? + + « « « + « « v v e e e e e e e e e e e e e e e e e Dves D No

9 In Part XIII, describe how the organization reports conservation easements in its 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.

1 a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide,
in Part XllI, the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the
following amounts relating to these items:

(i) Revenueincluded on Form 990, Part VIl line 1 . . o v v v v v v v v v i v i e e e e e e - S
(i) Assetsincludedin Form 990, PartX . . . . . . o v i i e e e -5

2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the following
amounts required to be reported under SFAS 116 (ASC 958) relating to these items:

a Revenue included on Form 990, Part VIIL line 1 - « « .« & o o v vt vt i i e e e e =5
bAssetsincluded iNForm 980, Part X - -+« v o v v v v vt e e e e e e e e e e e e e e e e -3
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301 08/15/16 Schedule D (Form 990) 2016




Schedule D (Form 990) 2016 International Foundation For CDKL5 Research 27-0950477 Page 2
Part 11l"}| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection
items (check all that apply):
a Public exhibition d Loan or exchange programs
b Scholarly research e H Other
c Preservation for future generations

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

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

[Part IV Escrow and Custodial Arrangements. Complete if the organization answered "Yes’ on Form 990, Part IV,
line 9, or reported an amount on Form 990, Part X, line 21.

1a s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
ON FOrM O90, PAME X7+ & « + « « & o e e e e e e e e e e e e e e e e e e e ]:] Yes E] No
b If 'Yes, explain the arrangement in Part Xlll and complete the following table:
Amount
cBeginningbalance . . . . . . . L L e e e e e e e e e e e 1c
d Additions duringthe Year . . « « o ¢ ¢ o o o o o o s v 0 o 0 s n 0 b s m e e b s e e e A s 1d
e Distributions duringtheyear . . . . .« « o v o 0 i i i e e e e cee | e
f ERAING BAIANEE:  « 5 o o o o o o i 5 6 5 6o o v % 0 & o6 e 6 el e e i 8 e B B e e e G 8 e 4 B & W e 1f
2 a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? . . . . . . u Yes No
b If 'Yes,' explain the arrangement in Part Xlll. Check here if the explanation has been providedon Part XIlll . . . . . . . ... .. ... H

|Part Vii| Endowment Funds. Complete if the organization answered 'Yes' on Form 990, Part IV, line 10.
(a) Currenl year (b) Prior year (c) Two years back (d) Three years back (e) Four years back

1a Beginning of year balance . . . .
b Contributions . . . . . ... ...

¢ Net investment earnings, gains,
andlosses ;i s i G s s e G s R

d Grants or scholarships . . . . . .

e Other expenditures for facilities
andprograms . . . . .4 ..

f Administrative expenses . . . .

g End of year balance . . . . . . .
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:

a Board designated or quasi-endowment > %

b Permanent endowment *> %

¢ Temporarily restricted endowment *> %

The percentages on lines 2a, 2b, and 2c should equal 100%.

3 a Are there endowment funds not in the possession of the organization that are held and administered for the

organization by: Yes No
(1) unrelated ofantZations: « v « o o s e o 5o s e o g w0 - cw er w et Tn dey s e e e % el e e A8 G w S0 m e G e e 3a(i)
(i) related organizations . « « v v v v v i i e e e e e e e e e e e e e e e s 3a(ii)

b If 'Yes’ on line 3a(ii), are the related organizations listed as required on ScheduleR? . . . . . . . . . . . .. o 000 3b

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

|Part':,Vlé 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 (c) Accumulated (d) Book value

(investment) basis (other) depreciation

BBUdINGS & o+ s 5 @l ¢ o 6 & w80 ¥ e e w Y s
c Leasehold improvements. . . . . . . .. ...
dEquipment . . . . . ..o
eOther. . . « v v v v i e e e e e e

Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10¢c.) - « « « « « . « .« o o . .. >
BAA Schedule D (Form 990) 2016

TEEA3302 08/15/16



Schedule D (Form 990) 2016 International Foundation For CDKLS5 Research 27-0950477 Page 3
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 securily or calegory (including name of security) (b) Book value (c) Method of valuaion: Cost or end-of-year market value
(1) Financial derivatives . . . . . .« . . v oo o
(2) Closely-held equity interests . . . . . . . ... .. ...
(3) Other

Total. (Column (b) must equal Form 990, Part X, column (B) line 12.) .

pa,ﬁvmg 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)
(10)

Total. Cofumn (b) must equal Form 990, Part X, column (B) line 13.).

Part IX | Other Assets.
Complete if the organization answered "Yes' on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
(a) Description (b) Book value

()
2)
B)
@)
(5)
(6)
1)
(8)
(@)

(10)

(| Other Liabilities.
Complete if the organization answered Yes' on Form 990, Part IV, line 11e or 11f. See Form990 PartX,line25

(a) Description of liability (b) Book value
(1) Federal income taxes
()
(3)
(4)
()
(6)
M
(8)
€]
(19)
(11)
Total. (Column (b) must equal Form 990, Part X, column (B) line 25) . . . .» ! : G
2. Liability for uncertain tax positions. In Part XIII, provide the text of the footnote 1o the organization's financial slalemenls that reports the orgamzalion s liability for uncertain
tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided inPart XIll. . . . . . . . . . . . o o o v i o i o [:[

BAA TEEA3303 08/15/16 Schedule D (Form 990) 2016



Schedule D (Form 990) 2016 International Foundation For CDKLS5 Research 27-0950477 Page 4
[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 . . . . . . . . . . .. o000 1 791,152.
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:
a Net unrealized gains (losses)oninvestments . . . . . . . . . oo v oo o 2a 4,805.
b Donated services and use of facilites. . . . . . . .. ... ... 0oL 2b 307, 000.
c Recoveriesof prioryeargrants . . . . . . . . ..o oo b o 2c
d Other (DescribeinPart XIIL) - -+« « o v v v v v v v v i o s 2d
eAddlines2athrough2d . . . . .« .« v vt it i e e e e ETL i Al AT kR i 2e 311, 805.
3 Subtractline 2e fromlinet . . . . . .. ... .. .. e e e I 3 479,347,
4 Amounts included on Form 990, Part VIII, line 12, but not on line 1: :
a Investment expenses not included on Form 990, Part VIII, line7b. . . . . . . . .. 4a
b Other(DescribeinPart XIIL) « - « « v v v v v v i i e e 4b -47,598.
cAddlines4aanddb . . . . . . i h bt e e e s e e s e s e e e s e s e e e e e e e e e e e e e a 4c -47,598.
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Partl, line 12.). « « « « v v v v v v v v v v o v v 5 431,749,
|Part XIIZ| 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. . « . « . . v v v oo e s e e e oo 1 1,085,284,
2 Amounts included on line 1 but not on Form 990, Part IX, line 25: it
a Donated services and use of facilities. « « « « « « v v oo 2a 307, 000. |
bPrioryearadjustments . . . . . . o s o oo e e e 2b
COtherlosses « « « « ¢« v o v v o v v v a s o 6 s s s ke s s s s s s e 2¢c
d Other (DescribeinPart XIIL) « - « 4 o v« o o v v v vt e it e it e e as 2d 47,598,
eAddlines2athrough2d . . . . . . ¢« o 0 e e e O 354,598.
2 Sibradliie 28 WOMIIE T & & v o0 s 5 9 4 5 o 50 6 %0 0 8 @ w ol & 6 06 B0 5 B0 8 @ T N T 730,686.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VIII, line 7b. . . . . . . . .. 4a
b Other (DescribeinPart XIIL) « « v v v v v v v v e et e 4b 5
CAAdIiNES4aanddb . « ¢ o ¢ s ¢ s o et 65 v s @ F 3w e e s e e e S e e E e Ty e e e
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Partl, line 18.) . « « « « « v v v v v v v v o v v . 730, 686.
[Part XIlI] Supplemental Information.
Provide the descriptions required for Part II, 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 X, lines 2d and 4b; and Part XII, lines 2d and 4b. Also complete this part to provide any additional information.
Pt XI, Line 4b Fundraising Expenses $47,598
Pt XII, Line 2d Fundraising Expenses $47,598
BAA Schedule D (Form 990) 2016

TEEA3304 08/15/16



SCHEDULE F Statement of Activities Outside the United States | oveno 1siso0r

(Form 990) > Complete if the organization answered 'Yes’ on Form 990, Part IV, line 14b, 15, or 16.
> Attach to Form 990.

Department of the Treasury * Information about Schedule F (Form 990) and its instructions is

Intenal Revenue Service at www.irs.gov/form990.

Name of the organization

International Foundation For CDKLS5 Research 27-0950477

P General Information on Activities Outside the United States. Complete if the organization answered 'Yes'
on Form 990, Part IV, line 14b.

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?. . . . . . DYes DNo

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 | (c) Numberof | (d) Activities conducted in (e) If activity listed in (f) Total
offices in the employees, the region (by type) (such (d) is a program expenditures for
region agents, and as, fundraising, program service, describe and investments
independent services, investments, specific type of in the region
_contractors grants to recipients service(s) in
in the region located in the region) the region
(1
(2)
(3)
(4)
(5)
(6)
(7)
(8)
(9
(10)
(11)
(12)
(13)
(14)
(15)
(18)
(17)
3aSubtotal . . . ... ...
b Total from continuation
sheetstoPart!l. . . . . .
C Totals (add lines 3a and 3b) . i

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2016

TEEA3501 09/26/16



Schedule F (Form 990) 2016

International Foundation For CDKL5 Research

27-0950477

Page 2

[PartIl]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 organization (b) IRS code (c) Region (d) Purpose (e) Amount of (f) Manner of (g) Amount of | (h) Description of (i) Method of
section and EIN of grant cash grant cash noncash noncash valuation (book,
(if applicable) disbursement assistance assistance FMV, appraisal,
olﬁer)
Research 45,000. |Check
Research 37,500. |Check
Research 30,000. |Check
Research 25,000. |Check
2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt by the IRS, or for which
the grantee or counsel has provided a section 501(c)(3) equivalency letter . . . . . . W W e R G5 Vs e GwE R DML W D0 0 8 065 W e @ M & B & w0k T > 4

3 Enter total number of other organizations orentities. . . . . .« o o o v i i e e e e s e e e e s e e e s e s s s s s e s s s v o

BAA

TEEA3502 09/26/16

Schedule F (Form 990) 2016
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Schedule F (Form 990) 2016 International Foundation For CDKL5 Research 27-0950477 Page 4
| PartIVii|Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If 'Yes,’ the
organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for Form 926). . . .« « o« o v it i e e e e e e e e e e e e DYes No

2 Did the organization have an interest in a foreign trust during the tax year? If 'Yes,’ the organization may be
required to separately file Form 3520, Annual Return To Report Transactions with Foreign Trusts and Receipt
of Certain Foreign Gifts, and/or Form 3520-A Annual Information Return of Foreign Trust With a U.S.
Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form 990). . . . « .« « v v v v v v v v v u s DYes No

3 Did the organization have an ownership interest in a foreign corporation during the tax year? If "Yes,’ the
organization may be required to file Form 5471, Information Return of U.S. Persons With Respect To Certain
Foreign Corporations (see Instructions for Form 5471) . .« < v o v v i i i i i i et e e s DYes No

4 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
INSHUCHONG BOEEOMNBE2T) . . v 2 n = vm n v e v m 3 ok 8 wim 806 8 b 8 s % 5 5ia % 648 808 W5 a8 0 [ Jyes No

5 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 Instructions for Form 8865). . . . . . . o« v v v i i oo R T, DYes No

6 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
Instructions for Form 5713; do notfile with Form 990). . . .« « .« « v v v v ot v vt s e e e e s DYes No

BAA TEEA3505 09/26/16 Schedule F (Form 990) 2016



Schedule F (Form 990) 2016 International Foundation For CDKLS Research 27-0950477 Page 5
Part V. | Supplemental Information

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

BAA TEEA3504 09/26/16 Schedule F (Form 990) 2016



SCHEDULE G
(Form 990 or 990-EZ)

Department of the Treasury
Intemal Revenue Service

Supplemental Information Regarding Fundraising or Gaming Activities

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

> Attach to Form 990 or Form 990-EZ.
> Information about Schedule G (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. . Inspectio

OMB No. 1545-0047

Name of the organization

Employer Idenllﬂcatl-;n number

International Foundation For CDKLS5 Research 27-0950477
7| Fundraising Activities. Complete if the organization answered "Yes' on Form 990, Part IV, line 17.
Form S90-EZ filers are not required to complete this part.
1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.
a Mail solicitations e Solicitation of non-government grants
b Internet and email solicitations f Solicitation of government grants
c Phone solicitations g Special fundraising events
d In-person solicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or key
employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? . . . . . . .. .. ... |:|Yes DNO

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.

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

(i) Activity

(iii) Did fundraiser

of conlributions?

have custody or conlrol

(iv) Gross receipts
from activity

(v) Amount paid to
(or retained by)
fundraiser listed in
column (i)

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

Yes No

10

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.

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.
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Schedule G (Form 990 or 990-EZ) 2016 International Foundation For CDKL5 Research 27-0950477

Page 2

Part II| Fundraising Events. Complete if the organization answered 'Yes' on Form 990, Part IV, line 18, or reported

event contributions and gross income on Form 990-EZ, lines 1 and 6b.

more than $15,000 of fundraising

List events with gross receipts greater than $5,000.

‘ (a) Event #1 (b) Event #2 (c) Other events ég&ggg:jﬁ\ﬁr(ls
R Bly(?vl-j type) Fro(zwm type) 2 (total number) ARG el I9))
v
E 1 Grossreceipts . . ............ 18,092. 24,951. 106,881. 149,924.
§ 2 Lless:Contributions . . . . ... ... .. 12,566. 22,894, 66,866. 102, 326.
3 Gross income (line 1 minus line 2). . . . . 5,526. 2,057. 40,015. 47,598,
4 Cashprizes. « v oo vw v sm o s o
5 Noncashprizes. . . . ... .......
g 6 Rentfacilitycosts . . . . ... ... ...
$ 7 Foodandbeverages . ... .......
g 8 Entertainment. . . ... .........
E
E 9 Otherdirectexpenses. . . . . . .. ... 5,526. 2,057. 40,015 47,598,
) 10 Direct expense summary. Add lines 4 through Qincolumn(d). » .+« v v v v v v v it v i e e e 47,598.
11 Netincome summary. Subtract line 10 from line 3, column (d). « . . . v v v v v v v v v b i i e 0.

Part lll| Gaming. Complete if the organization answered 'Yes' on Form 990, Part IV, line 19, or reported more than

$15,000 on Form 990-EZ, line 6a.

(b) Pull tabs/instant (d) Total gaming
E (a) Bingo bingo/progressive (c) Other gaming (add column (a)
v bingo through column (c))
E
N
u
E 1 GrossSrevenue . . + v « v v v v v v v o
2 Cashprizes. . « « v v v v v i i v v 0w
E
I ;
r e| 3 Noncashprizes..............
EN
CsS
TE| 4 Rentfacilitycosts . « - v v v v v v us
5 Otherdirectexpenses. . . . . . .. ...
| |Yes % Yes % |[_[Yes %
6 Volunteerlabor . . . . .. ... ... .. No No No
7 Direct expense summary. Add lines 2 through 5in column (d). . . . . . AR E R R T E R S aE wees
8 Net gaming income summary. Subtractline 7 fromline 1, column (d) . - « « « v+ v v o v v o v i e e
9 Enter the state(s) in which the organization conducts gaming activities:
a Is the organization licensed to conduct gaming activities in each ofthesestates? . . . . . . . . . . . . . . o o i .. D Yes DNO

b If 'No," explain:

TEEA3702 09/23/16

Schedule G (Form 990 or 990-EZ) 2016



Schedule G (Form 980 or 990-€Z) 2016 International Foundation For CDKLS5 Research 27-0950477 Page 3
11 Does the organization conduct gaming activities withnonmembers? . . . . . . . v v v o v v v v v v v et e e e |:|Yes DNo

12 Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed to
administer charitable gaming? . .. ... ... e e e e e e e e e e e e e e .. D Yes D No

13 Indicate the percentage of gaming activity conducted in:
a The organization's facility. . . . . . ... e st et e e e e et e e 13a %
b An outside facility. . . . . ... e e e e e e e e e R K1 %
14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:

Name ™
Address ™ _
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? . ... ... DYes DNo
b If 'Yes,’ enter the amount of gaming revenue received by the organization > S and the amount

of gaming revenue retained by the thirdparty > $__
¢ If 'Yes,' enter name and address of the third party:

16 Gaming manager information:

Gaming manager compensation * $

Description of services provided *

D Director/officer |:| Employee I:I Independent contractor

17 Mandatory distributions

a s the organization required under state law to make charitable distributions from the gaming proceeds to retain the

state gaming license? I:lYes D No
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the

organization's own exempt activities during the tax year > $
IFfIVAE| Supplemental Information. Provide the explanations required by Part I, line 2b, columns (iii) and (v);

and Part lll, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional
information. See instructions

BAA TEEA3703 09/23/16 Schedule G (Form 990 or 990-E2) 2016



OMB No. 1545-0047

SCHEDULE | Grants and Other Assistance to Organizations,
(Form 990) Governments, and Individuals in the United States

Complete if the organization answered 'Yes' on Form 990, Part IV, line 21 or 22.
» Attach to Form 990.

Department of the Trea . z
rn?eFr?-:al Ig:vgnueeSewi::w » Information about Schedule | (Form 990) and its instructions is at www.irs.gov/form990.

Name of the organization

International Foundation For CDKLS5 Research
[Part 1] 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 @sSISEANCET - « « « « « o v v o v o v v b st i s e e e e e e e e e e Yes D No

2 Describe in Part IV the organization's procedures for monitoring the use of grant funds in the United States.
[Partlli 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 Il can be duplicated if additional space is needed.

1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of cash grant (e) Amount of non-cash {f) Method of valuation (g) Description of (h) Purpose of grant
or govemment (if applicable) assistance book, FM\:{ a;:praisa!. noncash assistance or assistance
other,

Oakland CA 94607 94-3067788 100,000. 0.|N/A N/A Research

Philadelphia PA 19104 23-1352685 210,500. 0.[N/A N/A Research

Denver CO 80291 84-6000555 15,000. 0.|N/A N/A Research

Boston MA 02115 04-2774441 45,000. 0.[N/A N/A Research

Cincinnati OH 45246 31-1682518 25,000. 0.[N/A N/A Research

West Lafavette IN 47907 [35-6002041 21,016. 0.|N/A N/A Research

New York NY 10010 N/A 99,500. 0.[N/A N/A Research

Bar Harbor ME 04609 N/A 8,340. 0.IN/A N/A Research
2 Enter total number of section 501(c)(3) and government organizations listed inthe line 1table . . . . . . .. v v v v v v s s e > 3
3  Enter total number of other organizations listed in the line 1table . « « « -« .« o o v v v v e e e e e e e e w e e e e e e e e > 0

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301 11/03/16 Schedule | (Form 990) (2016)
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] OMB No. 15450047

SCHEDULE M Noncash Contributions
(Form 990)

» Complete if the organizations answered "Yes' on Form 990, Part IV, lines 29 or 30.

> Attach to Form 990.

Dt ol im Toassky > Information about Schedule M (Form 990) and its instructions is at www.irs.gov/form990.

Name of the organization ] Employer identification number

International Foundation For CDKL5 Research 27-0950477
|Part 1| Types of Property

(a) (b) () . (d)
Check if Number of Noncash contribution Method of determining
appl[cable contributions or amounts reported noncash contribution amounts
items contributed on Form 990,
Part VIII, line 1g

At —Worksofart . . . . ... .. 0
Art — Historical treasures. . .+« « .« v« o o
Art — Fractionalinterests . . . . . . . ... 0.
Books and publications . . . . . . . .00
Clothing and householdgoods . . . . . . . . . ..
Cars and othervehicles . . . .. ... ... ...
Boatsandplanes. . . . . . . . . ... 000
Intellectual property. . . . . . . . ..o
Securities — Publiclytraded . . . . . . ... ...
Securities — Closely held stock. . . . . . . . ...
Securities — Partnership, LLC, or trust interests. .

Securities — Miscellaneous. . . . . . . ... ...

P N—l
- 0 W N R WN =

-
N

-
w

Qualified conservation contribution —
Historic structures . . . . . . . . . . . . ... ..

14 Qualified conservation contribution — Other. . . . .
15 Realestate —Residential. . . . . ... ... ...
16 Real estate — Commercial . . . . . .. ... ...
17 Realestate—Other . . . . . . .. ... ... ..
48 COllEEBIES. o v uv v v w0 o 5o @5 e v owe w Bn 8 e & 6 o
19 Foodinventory . . . . . . . v .o e
20 Drugs and medical supplies . . . ... ... ...
21 Taxidermy . . . . . . 0 oo
22 Historical artifacts . . . . . ... ... ... ...
23 Scientificspecimens . . . ... L0000
24 Archeological artifacts . . . . ... ... ... ..

26 Other™ ( ) -

27 other™ ( ) -

28 Other™ ( ) -

29 Number of Forms 8283 received by the organization during the tax year for contributions for which the
organization completed Form 8283, Part IV, Donee Acknowledgement . . . . . . . . v v v v v v v v v u .. 29 0

25 Other™ (Goods For Fundraisers ) - X 45 25,337.|Retail Value

30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through 28, that
it must hold for at least three years from the date of the initial contribution, and which isn't required to be used
for exempt purposes for the entire holding period? . . . . .« o o v o i i s e e e e e e e e e e e e e e

b If Yes,' describe the arrangement in Part Il.
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions?

32a Does the organization hire or use third parties or related organizations to solicit, process, or sell
roncash COMABULCAST .« & v v wi e & i 6 ot o s % % (i & ol % 0 & & 9 % W & 8 i e @ & S0 G UL B (el S B Rl B e w s el B G

b If 'Yes,' describe in Part Il.

33 Ifthe organization didn't report an amount in column (c) for a type of property for which column (a) is checked,
describe in Part Il

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 990) (2016)

TEEA4601 08/24/16



Schedule M (Form 980) (2016) International Foundation For CDKLS5 Research 27-0950477 Page 2
28 Supplemental Information. Provide the information required by Part I, lines 30b, 32b, and 33, and whether

iG]
the organization is reporting in Part I, column Sb), the number of contributions, the number of items
received, or a combination of both. Also complete this part for any additional information.

BAA TEEA4602 08/24/16 Schedule M (Form 990) (2016)



SCHEDULE O Supplemental Information to Form 990 or 990-EZ | _oMeatatoing
(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.
> Attach to Form 990 or 990-EZ,

Department of the Treasury > Information about Schedule O (Form 990 or 990-EZ) and its instructions is

Intemal Revenue Service at www.irs.gov/form990. il e
Name of the organization Employer identification mer
International Foundation For CDKL5 Research 27-0950477

Pt VI, Line 6 The Organization has members that pay a fee and are

Pt VI, Line 6 entitled to serve on special advisory Boards and

Pt VI, Line 6 committees.

Pt VI, Line 11b The form is reviewed by the Board Treasurer and other

Pt VI, Line 11b members of the Board. All questions are reviewed to make
Pt VI, Line 11b certain that there are no incorrect answers.

Pt VI, Line 12c Questionnaires are required to be completed by all

Pt VI, Line 12c Board members annually. Should there be reasons for

Pt VI, Line 1l2c¢ concern, there is a detailed review of all

Pt VI, Line 12c transactions that appear to be a cause for concern.

Pt VI, Line 19 Upon request, they are provided to grantors, contributors,
Pt VI, Line 19 and Board members.
Pt XI Value of Volunteer Services $307,000

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. TEEA4901 08/16/16 Schedule O (Form 990 or 990-EZ) (2016)



IRS e-file Signature Authorization

rem8879-EO for an Exempt Organizati l OMB Mo, 1454678
Ferm;wzm.uwywwu . s20B,o0dentg _ _ _ K
* Do not sand to the IRS. Keep for your records. 2016
it b bidsgd » Information about Form 8879-EO and its instructions Is at www./rs.gov/form8879eo.
Time of Sxangk Gyeszaton TRIDEr
International Foundation For CDKLS Research 27-0950477
Namo end (e of oicor

Karen Utle Treasurer

SiIE Type of Retum and Return Information (Whole Dol On
Check the box for the retumn otwtidwouateusingﬁsmeommmmmmawmfw.frcmthetem if you

chack the box on [ine 12, 23, 33, 4a, or Sa, below, the amount en that Ena for blank, then
teave fine 4b, 2b, 3b, 4b, or §b, whicheveris ppﬂwb!e.hlank(douftenw-o-).Mﬁyouemfedvo-mﬂtetemm.henemer-o-m

the appticable line below. Do not complate more than 1 nain

1aFom 880 checkhere. . - » b Total revenue, if any {Form 980, Part Vill, column (A), n812) . . . .. .. 1b 431,749.

2a Form 8S0-EZ check here - . - » D b Total revenue, if any (Form 830-EZ,(n89) « . + « - « - + - cesess 2b o

3a Form 1120-POL checkhere . . + - | | b Total tax (Fom 1120-P0L, in622)  « < e e e eevvvo... 3B

4a Fom 980-PF checkhere - + . » [ | B Tax based on investment Incomg (Form 990-PF, Part VI, fine §). . . . 4b

5a Form 8668 check here . . .Dbaalanconuo(Fomases.nuasc...................... 5b

Declaration and Signature Authorization of Officer

Underpemltiasof ury, | deciare that | am an officer of the abo cﬁnlnﬂon have examined a copy of the organization's 2016

electronic retum Mmmmedmmmmmw wwmgmw ef,me%’gewe comect, and complete.
1 further declare that the amount in 1 above I3 the amount shown on the eopy 's electron l'emmmanommy
intermediate provider, transmitter, or temmorlg (ERO) o the organization’s retum to meIRsmtowcelvofrom
malRS(a)anadmamd ofme!ptoneasou rejection ofﬂmmmissm.(b)uwmsonﬁor dalay in processing the retum or
refund, and(c) any % lmmus.rm%mmwrm%mwmwmam
funds withd! mt:yloma al Institution Indicated tax preparation software {or ofthe

anization's f edemltamsmdon ﬂnandallnsﬁmﬂontndebitmeenwtou\lsamuntm e @ paymsnt, | must

org
contact tha U.S. Treasury Financlal mat1-888-353-4537mlater0m2budnassdayswbrmme ent (setlement) date. i also
authorize the lnstfmﬁnnshﬁved pmcesshgoﬂhae!ewomcpaymentot wm’agmde%ﬂm{nbn&ﬂmmssmb

financlal
newer inguiries and resolve Issues related to the ent. 1 have selected a parsonal ldentification tion number as nature for the
g@anmk&nsammmmm Happﬂab!e.lgaym Iimsconsenmebawonlcmmm (FIN) 2 fuy 8ig

toentarmy PIN | 55344 iasmysmm
aumbers, but

Officer’s PIN: check ona box enly
@1 authoize JUDY L. ARFA, CPA
fino namae

ammﬂlma
organtzation’ eleworaeauyﬁledrenun.lllmmdlmtndvﬁmwsmmmataoopyofmemmlsbemmedm
asggagm&g%xdaﬁngdmﬁﬁmas part of the IRS Fed/State program, 1 also authorize the aforementioned ERO to enter my PIN on
the retun’s disclosure consen
organizatl ter my PIN as nature on the organization’s tax ear 2016 ejactronically filed retum. If { have
DMmc%%\?sremm %?thergwmisbdnmg vﬁﬂsasta&esgency(les)mgua&gd\aﬂﬂesaspanofmlESFwsm

program, | will enter my PiN

pie» 01/08/2018

Ofirssiguatue >
e d Authentl
RO" it electronic [dantification
nmsmm“mm%@wmm PIN E 79257132847 )
Dot enter 2ll 28703

certify 2bove meﬁcenuyis PEN whichls mammmezoise!emzdmn filed retumyfor the organization indicated
:above Flinu hmmtng my md';nycswm\ o requirements of Pub. 1y Modernmda‘Fﬂe(MeF)lnlmﬂmfor
Authorized IRS

Oesguare - A &:‘/ Cf Af" ouo» 01/08/2018

(.J
U ERO Must Retaln This Form — Seo instruct!
Do Not Submit This Form To the le Unless Reqmstnd‘l’o Do So

BAA For Paperwork Reduction Act Notica, see instructions. - Form 8873-EO (2016)
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international Foundation For CDKL5 Research 27-0950477

Schedule O (Form 990), Supplemental Information to Form 990
Form 990, Page 2, Part lll, Line 1 (continued)

Briefly describe the organization’s mission;
is funded by the Organization every two years to provide support to

families whose loved ones suffer from CDKLS.

Schedule O (Form 990), Supplemental Information to Form 930
Form 990, Page 6, Line 17 (continued)

Connecticut

Michigan




International Foundation For CDKL5 Research 27-0950477

Supporting Statement of:

Form 990 p 11/Line 17, column (B)

Description

Amount

Due To Research Foundations

20,000.

Total

20,000.

Supporting Statement of:

Sch. A, page 2/Gross Receipts

Description Amount
Merchandise Sales - 2012 5,695.
Merchandise Sales - 2013 9,617.
Merchandise Sales - 2014 6,594.
Merchandise Sales - 2015 3,282.
Merchandise Sales - 2016 7,054.
Family Conference Income 16,858.

Total

49,100.



