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)
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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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