o 990

Departmant of the Treasury
Intemna! Aevenue Service

Return of Organization Exempt From Income Tax

Under section 501{c), 527, or 4947{a)(1) of the Internal Revenue Code (except private foundations)

P Do not enter social security numbers on this form as it may be made public.
P information about Form 990 and its instructions is at www.Irs.gov/form390.

OMB No. 1545-0047

2016

Inspection

-Open to Public

A For the 2016 calendar vear, or tax vear beainning and endinag
B Checkif C Name of organization D Employer identification number
applicabla:
=l Intermational Rett Syndrome Foundation
[ e | Doingbusinessas Rettsyndrome.org 31-1682518
Fatien Nurnber and strest {or P.0. box if mail is not defivered to sireet address) Room/suite | E Telephone number
[ Jma, | 4600 Devitt Drive 513-874-3020
me- City or town, state or province, country, and ZIP or foraign postat code G Gross roceipls $ 7,546,684.
[Jamenced| Cinginnati, OH 45246 H{a) Is this a group retum
[_Jfgrt= I'e Name and address of principal oficerGordon Rich for subordinates? ___|__lYes No
pendid | same as C above H{b) Ars all subordinates inctuded?l._1¥es [l No

| Tax-exempt status: I X Ts01@e)3) I 1 50¥c)(

v (insertno) || do47gay(tyor [ ) 527

J Website:p Www . rettsyndrome.org

if "No,” attach a list. (see Instructions)
Hic} Group exemption number -

K Form of organization; [ X ] Corporation | JTrust || Association [ Other

| L Year of formation: 1 9 9 9] m State of tegal domicile: OH

Part 1| Summary
o | 1 Briefly describa the arganization’s misslon or most significant activities: To fund research for treatments
§ and a cure for Rett syndrome while enhancing the overall quality of
g 2 Checkthisbox P L_lifthe organization discontinued its operations or disposed of more than 25% of its net asssts.
3 | 3 Numberof voting members of the govermning body (Part VI, Ine 18 . e, 3 6
g 4 Number of iIndependent voting members of the govemning body (Part V1, lineb) . ... . .. ... 4 6
@ | 5 Total number of individuals employed in calendar year 2016 (Part V, line2a) ... 5 13
-:g 6 Total number of volunteers (estmats if NECeESAIY) e 6 250
E 7 a Total unrelated business revenue from Part Vill, column (C), T8 12 e e 7a 0.
' b Net unrelated business taxable income from Form 890-T, e 34 ... ees e e e Th 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIl ne 1) s 4,745,137, 4,944,983,
E 9 Program service revenue (Part VIll, fne 2Q) 3,000. 117,807.
E 10 Investment income (Part VIl calumn (A), ines 3, 4, and 7d) ..o 95,790. 76,074,
11 Other revenue (Part VI, calumn {A), lines 5, 6d, Bc, 9¢, 10c,and 116) -312,263. ~472,525.
12 Total revenue - add lines 8 through 11 {must equal Part \Al, column {A), line 12} ........ 4,531,6064. 4,666,339,
13 Grants and similar amounts paid (Part 1, column (&), nes1-3) 3,278.,467. 2,107,765.
14 Bensfits paid to or for members (Part IX, column {A), ined) 0. 0.
@ | 15 Salaries, other compensation, employee benefiis (Part IX, column {A), lines 510) ______ 801,344, 850, 985.
5 | 165 Professional fundraising fess {Part IX, column (A), line 11e} . 0. 0.
Z| bTota fundraising expenses (Part IX, column (D), ine 25) P 195, 241. S S
i 17 Other expenses (Part IX, column (&), lines 11a-11d,116248) 677,807. 681,189.
18 Total expenses. Add lines 13-17 (must equal Part 1X, colummn {A), line 25) 4,757,618, 3,639,939,
19 Bevenue less expenses. Subtract line 18 fromline 12 ..o -225 ’ 954. 1 ) 026 r 400.
58 Beginning of Gurrent Year End of Year
B=| 20 Totalassets (PartX, e 16) 6,236,910.] 5,219,377.
25|21 Total liatilities (Part X, ine26) . 4,089,906.] 1,964,935,
mg Net assats or fund balances. Subtractiine 21 fromiine 20 .........ooooovommiimmmieeeeie . 2,147,004. 3,254,442,
rﬁért If | Signature Block ' -

Under penalties of perjury, | declare that [ have examined this return, including accompanying schedules and sitalements, and to the best of my knuwledge and helief, it is

true, correct, and gomplete. Declgration ofgreparer (gm? thag ofiicer) is based on all iniorevation of which praparer has any knawledge.

2 A ff A [ oo 3 8, 78(7.
Sign "/ Tate
Here ordon Rich,/Chief Operating QOfficer
Type ar prmt name and Wie
Prini/Type preparer's name Preparer’s signature Date ﬁhm L] PN

Paid Paula Hume sell-emplayed P00537516
Preparer |Firm'sname ) Barnes, Dennig & Co., LTD Firm'sEMlp 31-1119890
Use Only {Firm'saddressy, 150 East Fourth Street ,

Cincinnati, OH 45202 Phoneno.{513)241-8313

May the IRS discuss this return with the preparer shown above? {see instructions)

|L|Yes ]_INu

632001 11-11-16

LHA For Paperwork Reduction Act Notice, see the separate instructions.
See Schedule 0 for Oraganization Mission Statement

Foarm 990 (2018}
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Forrm 590 (2016 International Rett Syndrome Foundation 31-1682518 page2
iPart Il | Statement of Program Service Accomplishments

Check if Schedule O contains a response or nate toany e VRIS Part Wl ... o oo D
1 Brlefly describe the organization's mission:
To accelerate full spectrum research to cure Rett syndrome and EMpOWer
famllies with knowledge and connectivity.

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

PO FOMM 90 OF S0-EZ? ..o es e ee e e [ Ives Eno
If "Yes," deseribe these new services on Schedule 0.
3  Did the organlzation cease conducting, ar make significant changes in how it conducts, any program services?,, . ... ... 1:' Yes No

If "Yes," describe these changes on Schedule O,

4  Deseribe the organization's program service accomplishments for each of its three largest prograrm services, as measured by expenses,
Section 501(c){3) and 501(c)(4) organizations are required ta report the amount of grants and allacations to others, the total expenses, and
revenue, Iif any, for each program service reported,

4a {Code: } {Expenses g 2;641,986- Including grants of § 2,107,765- ) (Revonue s 38,625, )
Research programs include activities focused on finding treatments and
a cure for Rett Syndrome and include ltems BSUCR as research grants,
gcience symposiums, clinical trials and support of Rett Clinics.

4b  (Code: ) (Expenses § 490 ' 484. including granis of § ) {Ravenua § 79 ,182. )
The famlly empowerment program includes activities focused on enhancing
the overall lives of those afflicted with Rett Syndrome and Ctheir
families and includes such items as an B00 phomne number, 2 staff
members devoted to comnecting with families and offering information

support, regional representatives program and a Famlly Empowerment
Board.

4c  (Code: ) {Expanees § 163,800. including grants of § ) (Aevenuns }
Education activities focused on providing information about and ralging
awareness of Rett Syndrome and includes activities such as Che website,
newsletters and the family conference.

4d  Other program services (Describe In Schedule 0.)

(Expansas 5 including grants of 5 } (Rovenue § }
4e__Total program service expenses b 3,296,270,

Form 990 (2018)
632002 1i-11-16
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Form 990 (2016) International Rett Syndrome Foundation 31-1682518 pages
| Part IV | Checklist of Required Schedules

Yes | Ne

1 Is the organization described In section 501{c)(3) or 4347(a)(1) {other than a private faundation)?
2 Is the organization required to complete Scheduie B, Schedule of Contributors? TR - I ¢
3 Did the organization engage in direct or indirect political campalgn activities on behalf of or in opposition to candidates for

public offlce? I7 *Yes,” complete Schedule C, Part! | ..o 8 X
4 Section 501(c)(3) organizations. Did the organization engage In lobbying activities, ar have a sectlon 501 {h} election in effect

during the tax year? If "Yes," complete Schedule C, Partl | . ... .. ..o ]a £
5 Isthe organization a section 501{(c){4), 501{c)(5), or 501{e}{6) organization that recelves membership dues, assessmenits, or

simitar amounts as defined In Aevenue Procedure 98-197 if "Yes," complete Schedwla C, Partilt | 5 X
6 Did the organization maintain any donor advised funds or any simifar funds or accounts for which donors have the right to

provide advice on the distribution or investment of amaunts in such funds or accounts? if *Yes," complete Schedule D, Part! | 6 X
7  Did the organization receive or hold a conservation easement, including easements to preserve open space,

the enviranment, historic land areas, or histaric structures? If *Yes,* eomplete Schedule D, Parth i T X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes," complete

Schedule D, Part il . . . e e et e et e 8 X

amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
[T 7Yes," complete SChEOUIB D, PAMIV | ..o 9 X

10  Did the organization, directly ar through a related organization, hold assets In tempararily restricted endowments, permanant
endowments, or quasl-endowments? /f Yes," complete Schedule D, Party

11 If the organization’s answer to any of the fullowing questions Is "Yes,” then complete Schedule D, Parts VI, V1, VI, IX, or X
as applicable.

a Did the arganization report an amount for land, buildings, and equipment In Part X, line 10% If “Yes," complete Schedule D,

BB L s st s e e s et e e e eeeeeeeee e oo 1a| X
b Did the arganization 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 /f "Yes, " complete Schedule D, Part VIl 11b £
¢ Did the organization repart an amount for Investments - program related in Part X, line 13 that is 5% or mere of its total
assets reported In Part X, line 167 /f *Yes, " complete Schedule D, Part VIl 11c X
d Did the organization repart an amount for other assets in Part X, line 15 that is 5% or mrare of its total assets reported in
Part X, line 167 If *Yes," complete Schedule D, PartIX . ..o L 116l X
e Did the organization report an amount for other fiabllities in Part X, line 257 /f *Yes, " complete Schedule D, PartX . | 11e X
¥ Did the organizatlon's separate or consolidated financial statements for the tax yedr Include a footnote that addresses
the organization's llability for uncertain tax positions under FIN 48 (ASC 740)? If “Yes," complete Schedule D, Part X | 111 | X
i2a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes, " complete
Schedule D, Parts X! and Xil b e e et en sttt st enae s eee st eneeeeer st eneeroresonens | 128 | B
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 Xland Xll isoptional . |12b X
13  Is the organization a school described in section 170{0){1 {A)i)? /f "Yes," complete Schedule E eeerereeseeeeei o 48 X
14a Did the organization maintain an office, employess, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
Investment, and pregram service activities outside the United States, or aggregate foreign Investments valued at $100,000
or more? If *Yes," complete Schedule F, Parts tand IV 14| X
15 Did the arganization report an Part IX, column (4), line 3, more than $5,000 of grants ar other assistance to or for any
forelgn organization? If *Yes,” complete Schedule F, Parts ffand v 15 | X
16  Did the organization report on Part IX, column (&), line 3, more than $5,000 of aggregate grants or other assistance to
or for forelgn individuals? If *Yes," complete Schedule F, Parts ifand 1V | 16 X
17  Did the organization report a total of maore than $15,000 of expenses for professional fundralsing services on Part IX,
column (A), lnes & and 11e? If *Yes,” complate Schedule G, Part! . e 17 L
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part Vill, lines
1eand Ba? If *Yes," complete Schedule G, PAMtII ..o 18| X
19 Did the organization report more than $15,000 of gross income fram gaming activities an Part VII, line 9a7 f *Yes,"
complete Scheduls G, Part il ... ..o | g X
Form 990 (2016)

£32003 11-11-18
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Forrn 990 (20186) International Rett Syndrome Foundation 31-1682518 page4d
| Part IV | Checklist of Required Schedules {continued)

Yes | No
20a Did the organization operate one or more hospital facilities? /f " Yes, " complete Schedule 4 20a X
b If "Yes" to line 20a, did the organizatian attach a copy of its audited financlal statements to this retum? e | 20B
21 Did the organization report mare than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A}, line 17 /f "Yes," complete Scheduie |, Parts | and /i i n | X
22 Did the organization report mare than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, calumn (A), line 27 /f *Yes," complete Schedule I, Parts fand it o2 X
23 Did the organization answer “Yes" to Part Vil, 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
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of mare than $100,000 as of the
last day of the year, that was Issued after December 31, 20027 If "Yes, * answer Jines 24b through 24d and complete
Schedule K. If *No", ga to line 252 S L X
b Did the organization Invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
c Did the organization maintain an escrow aceaunt other than a refunding escrow at any time during the year to defease
ANY AX-BXSMPL BOAAST || ..o cer et eeeee s oo | 240
d Did the organization act as an *on behalf of" issuer for bonds outstanding at any time during the year? 24d

transaction with a disqualified person during the year? #f "Yes,” complste Schedule L, Part | 25a X

b Is the organization aware that it engaged In an excess benefit transaction with a disgualified person In a prior year, and

that the transaction has not been reported on any of the organization's prior Forms 980 or 880-E27 If "Yes,* complete
Schedule L, Part |

............................................................................................................................................................ 25b X
26 Did the organization report any amount on Part X, fine 5, 6, ar 22 for recelvables from or payables to any current or

former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? /f *Yes, "

COMPIEte SCHEUUIR L, PAIH |||\ oo eeeee e 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employas, substantial

contributor or employee thereof, a grant selection committee member, or to a 36% controlled entity or family member
of any of these persons? /f "Yes," complete Schedule L, Part lif

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

:,'X!:
X

a A current or former officer, director, trustee, or key employea? /f "Yes, " complete Schedule LPatlv 28a
b Afamlly member of a current or former officer, director, trustes, or key employee? /f "Yes," complete Schedule L, Part IV 28h
¢ An entity of which a current or former officer, director, trustee, or key employes {or a family member thereof) was an officer,
directer, trustee, or direct or indirect owner? /f "Yes," complate Schedule L, Part WV o eeeeeeeeeeeteeei | 2BE X
29  Did the organization receive more than $25,000 In non-cash contributions? i "Yes," complete Schaduie M R - N I
30 Did the organization receive contributions of art, historical treasures, or other similar assats, or qualified conservation
contributions? /f *Yes," complate Schedule M | ... | ap X
3t Did the organization liquidate, terminate, or dissolve and cease operations?
If *Yes," complete Schedule N, Part iy X
32  Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SGREGUIR Ny PAITIL oot e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sectlons 301.7701-2 and 301.7701-32 /f “Yes," complete Schedule f, Part! . . .. |33 X
34  Was the organization related to any tax-exempt or taxable entity? / "Yes, " complete Schedule R, Part I, Ifl, or IV, and
Part V, line 1 ALk e s et eeeeeeeeeenereessrssess s | 3 X
35a Did the organization have a controfled entity within the mearning of section 12BN e 1 35a X
b If "Yes" to line 35&, did the arganization receive any payment from or engage In any transaction with a cantrolled entity
within the meaning of section 512(6){13)? /f "Yes, " complete Schedule A, Part V,line2 .~~~ 35b
36 Section 501{c){3) organizations. Did the organization make any transiers to an exempt non-charitable related organization?
If *Yes," complete Scheduie R, Part V,line2 . ... .. el ag X
37 Did the urganization condust more than 5% of its activitles threugh an entity that Is not a related organization
and that Is treated as a partnership for federal income tax purposes? /7 "Yes,* complete Schedule A, Part Vi | . 37 X
38 Did the organization complete Schedule O and provide explanations in Schedula O for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complete Schedule O e eese s, | 38 ]
Form 990 (2016)

632004 13-11-6
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Page 5

Farm 990 (2016 International Rett Syndrome Foundation 31-1682518
[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

£

1a

2a

Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a 29[

Yes [ No

Enter the number of Forms W-2G Included in iine 1a. Enter -0- if not applicable 1ib 0

Did the organization comply with backup withhelding rules for repartable payments to vendors and reportable gaming
{gambling) Winnings 1o Prize WINNEIST . ..........coie ettt eeere e e sre st esss s ensans
Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,

filed for the calendar year ending with or within the year covarad by this retumn 2a 13

1c

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 258, you may be required to e-file (seeinstructions} . ... [ :
Ba Did the organization have unrelated business grass income of $1,000 or more during the b =L o 3a X
b If "Yes," has it filed a Form 990-T for this year? /f "No, " to fine 3b, provide an explanation in Schedule O B T <
4a Af any time during the calendar year, did the organization have an interest in, or a signature or other authorlty over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? ... { 4a X
b If “Yes," enter the name of the foreign country: P o '
See Instructions for filing requirements for FINCEN Form 114, Report of Forelgn Bank and Financial Aceounts (FBAR). :
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? SO UROURSRN I - | X
b Did any taxable party notify the organization that it was or Is a party to a prohibited tax shelter transaction? .. ... | &b X
¢ If"Yes," to line 5a or 5b, did the organlzation file Form BBBET? ..o | BE
6a 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? et et | B X
b If "Yes," did the arganization include with every solicitation an express statement that such contributlons or gifts
were NOEax dedUCTIBIE? | ettt ereeeeeeee e |_BED
7 Organizations that may receive deductible contributions under section 170{c). ; ] f
a Did the erganization receiva 2 payment in excess of 575 made partly as a contrlbution and partly for goods and services provided o the payor? | 7a | X
b If "Yes," did the organization notify the donor of the value of the goads or services provided? ... .. i 1T X
¢ Did the arganization sell, exchange, or otherwise dispose of tangible persenal property for which it was required
to file Form 82827 -
d If "Yes," indicate the number of Forms 8282 flled dunng the year l 7d |
e Did the organization receive any funds, directly or indirectly, to pay premlums on a personal benefit contract?
1 Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ...
g Ifthe organization received a cantribution of qualified Intellectual property, did the organization file Form B89 as required? | 7g N/R
h I the organization recelved a contribution of cars, boats, alrplanes, or ether vehicles, did the organization file a Form 10987 | 7h | N/R
8 Sponsoring crganizations maintaining denor advised funds. Did a donor advised fund maintalned by the N/A e '
sponsoring organization have excess business holdings at any time during theyear?
9 Sponsoring crganizations maintaining denor advised funds.
a Did the sponsoring organization make any taxable distributions under section4ees? ... N/B
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? . ...oooNsA
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIll, ling12 ] N /A 10a
b Gross recelipts, included on Form 890, Fart ViI|, line 12, for public use of club faclites 10b
11 Section 501(c){12} organizations. Enter:
a Gross Income from members or shareholders ..o N/A  [11a
b Gross Income from other sources (Do not net amounts due or pald to other sources against
amounts due or received FOMtNBIMY | . . e 11b
12a Section 4947{a){1} non-exempt charitable trusts. |s tha organization filing Form 950 in lieu of Farm 10417
b If "Yes," enter the amount of tax-exernpt interest received or accrued during the year ...... N /A | 12b I
13 Section 501(c){29) qualified nonprefit health insurance issuers. .
a Is the arganization licensed to Issue qualified health plans in more than one state? N/A 13a
Note. See the Instructions for additional information the organtzation must repart on Schedule O i
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 ... . |13
¢ Enter the amount of reserves 0n Nand | ..o 13c £
14a Did the organization receive any payments for indoor tanning services during the tax year? e . [ 14a X
b_If "Yes," has it filed a Form 720 to report these payments? /f *No, " provide an expianation in Schedule O ... | 140
Form 990 (2016)
632005 11-11-18
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Form 990 {(2016) International Rett Syndrome Foundation 31-1682518 pageb
[ Part Vi I Governance, Management, and Disclosure For each “Yes" response to fines 2 through 7b below, and for a "No* response

to fine 8a, 8b, aor 10b below, describe the circumstances, processss, or changes in Schedule O. See instructions.

Check if Schedule O contains a regponse or note to anyline inthis Pam VWl e
Section A. Governing Body and Management

Yes | No

1a Enter the number of voting members of the gavemning body at the end of the tax year 1a 6|

If there are material differencas in voting rights among members of the governing body, or if the governing
hody delagated broad authority to an executive committee or similar commitiee, explain in Schedule 0.

b Enter the number of voting members included in line 1a, above, who are independent 1b 6l

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

officer, director, trustae, orkey 8MBIOYEE? ... ... eee e X
3 Did the organization delegate control over management duties customarlly performad by or under the direct supervistan
of officers, directors, or trustees, or key employees to a management company or other PEISON T e 3 X
4  Did the organization make any significant changes to its gaverning documents since the prior Form 990 was filed? . 4 X
5 Did the organization become aware during the year of a significant diversfon of the arganization's assets? 5 X
& Did the organization have members or stockhalders? L8 X
7a Did the organization have members, stockholders, or other persons who had the pawer to elect or appoint ane or
more members of the governing body? . il Ta X
b Are any govemance decisions of the organization reserved to (or sub]ect to approval by) members, stocld-ualders, or
persons other than the govarning body? R i) X
8 Bid the organization contemporaneously document the meeﬁngs held orwritien aulinns undertaken durlng ihe year by the 1u||uwing S :
a The governing body? ... . . 8a_| X
b Each committee with autherity to act on behalf af the govermng budy? 8o | X

9  Isthere any officer, director, trustee, or key employee listed in Part VII, Section A who cannot be reached at the
organization's malling address? /f "Yes, * provide the names and addresses in Schedile O .. ... ... . 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)

10a Did the organization have local chapters, branches, or affiliates? e X
b If "Yes," did the organization have written policies and prucedures gaverning the actlwtles of such chaptsrs afﬂliates
and branches to ensure thelr operations are consistent with the arganization's exempt purposes? _ .. | 1ob

11a Has the organization provided a complete copy of this Form 980 to all members of its governing body before E‘ llng the form? 11ia
b Describe in Schedule O the process, if any, used by the organization to review this Form 890, :
12a Did the organization have a written conflict of interest palicy? #f "No," go to fine 13 .~
b Were oificers, directars, or trustees, and key employees required to disclose annually Interests that could give rise to conflicts?

¢ [Did the organization regularly and consistently monitor and enforce compliance with the policy? /f *Yes, ® describe
in Schedule O how this was done 12¢c

13 Did the organization have a written whistlsblower policy?
14 Did the organization have a written document retention and destruction palicy? |
15  Did the process for determining compensation of the following persons Include a revlew and approval by lndependent
persans, comparahbility data, and contempuaraneous substantiation of the deflberation and decision? L
a The organization's CEQ, Executive Director, or top management official 15a
b Other officers or key employees of the 0rganization ... ... .o 15b
If "Yes" to line 15a ar 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 - L
taxable entity dUrNG the VBRI it e st ent s een e eenessenes e e 16a X
b If "Yes," did the organization follow a written poliey 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 R R
exempt status with respect to such amangements? . i6b
Section C. Disclosure
17  List the states with which a copy of this Form 990 is required to be fled »OH , AL , CT, IL ,NJ ,NY,PA,WA,CQO,FL,GA,MD
18  Section 6104 requlres an organization to make its Forms 1023 (or 1024 I applicable), 890, and 990-T (Section 501(c){3)s only) available
for public inspection. Indicate how you made these avallahle, Check all that apply.
[X] own website Anather's website Upon request L] other (explain in Schedule O}
19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, cenilict of interest policy, and financial
statements available to the public during the tax year,

20 State the name, address, and telephone number of the person who possesses the organization's books and records; p»

Mary Joyce Griffin - 513-874-302¢0
4600 Devitt Drive, Cincinnatl, OH 45246 .
632006 11-11-18 See Schedule 0 for full list of states Form 990 (2016)
6
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Form 990 (2016) International Rett Syndrome Foundation 31-1682518 page7
|Part VII| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note to any Ine I this Part VIl e L]
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons reguired to be listed. Report campensation for the calendar year ending with or within the organization's tax year,

® List all of the arganization's current officers, directors, trustees (whether individuals or erganizations), regardless of amount of compensatian.
Enter -0- in columns (D), {), 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 highast compensated employees {other than an officer, directar, trustee, or key employee} who recsived report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Farm 1088-MISC) of more than $100,000 from the organization and any related organizations.

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

® List all of the organization's former directors or trustees that raceived, 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.

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

() (B) (c) ©) €) ")
Name and Title Average | .o oo ciﬁfﬁggmm o Reportable Reportable Estimated
hours per { vox, unlass person is hoth an compensation compensation amount of
week cfficer and a diraetor/trusiee) from from related other
{istany | & the organizations campensation
hours for | £ . = organization (W-2/1099-MISC) from the
related é g ) g {W-2/1088-MISC) organization
organizations| = | 3 g|E and related
below E1E.1E 188l s organizations
{1) Bill Farnum 2.00
Trustee X 0. g. 0.
{2) Peter White 5.00
Trustee X o. G. 0.
{3) Scott Parven 2.00
Trustee X 0. 0. 0.
{4) Kim Jacobs 2.00
Trustee X 0. 0. 0.
{5} Judy Rees 2.00
Trustee- left 1/16 X 0. 0. 0.
(6) Pam Deiner 2.00
rrustee- left 5/16 X X 0. 0. 0.
{7} Rajat Shah 2.00
Trustee- left 5/16 X x 0. 0. c.
{8) Kenna Seiler 2.00
Trustee- left 5/16 X X 0. 0. 0.
(%} John Corpus 2.00
Trustee- left 5/16 X X 0. 0. 0.
{10} John Foard 2.00
Treasurer X 0. 0 . 0 -
{11} Gordon Rich 2.00
coo X 0. 0. 0.
{12) Steven Kamineky 45,00
Chief Science Officer X 256,198. 0. 2,961,
(13) Shannon Starkey-Taylor 50.00
£O0 Left 12/23/15 X 10,000. g. 765.

532007 11-11-16 Form 890 (2016)
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Eorm 980 (2046) International Rett Syndrome Foundation 31-1682518 Ppage8
|Part V“| Section A. Officers, Directars, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) {8 (C) D) (E) {F)
Name and title Average do nm:ﬁgﬁi‘ﬂg‘mm o Reportable Reportable Estimated
haurs per | uox, unless persen is both an compensation compensation amount of
week affizer and a director/rustea) from from related other
{istary |5 the organizations compensation
heursfor | £ = organization (W-2/1099-MISC) from the
related [ 3 | & B {W-2/1089-MISC) organization
organizations| B | £ 5 |2 and related
below |Z|5|, |2 gg = organizations
1D Sub-total e eeereeeseee e PP 266,198, 0. 3,726,
¢ Total from continuation sheets to Part VIl SectionA ... 0. 0. g.
d Total{addlines tband 16) ........ccocooviiorineiiiieieeeeeeeeeeee ™ 266,188. 0. 3,726.
2 Total number of individuals (including but not limited to those listed above) who recelved more than $100,000 of reportable
compensation fram the organization - 1
Yes | No
3 Did the organization list any former officer, directar, or trustee, key employes, or highest compensated employee on S
line 1a? If *Yes, " complete Schedlule J for SUCH INGMIGUEL .____.......c....ccvvoveieroesceere e eee e oo evcoseee e seeneneenrs |3 L
4 Forany individuat listed on line 1a, is the sum of reportable compeneation and other compensation from the organization EXERN PO
and related organizations greater than $150,0007 /f "Yes, " complete Schedule J for such individual | 4 | X
5 Did any person listed on line 1a recaive or accrue compensation frem any unrelated organization or individual for services S| s i
rendered to the organization? /f "Yes,* complete Schedule Jforsuchperson ..o ... |+=s X
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) {C)
Name and business address NONE Descripticn of services Compensation

2 Total number of Independent contractars (including but not limited to those Jisted above) who recelved more than
$100,000 of compensation fram the organization

Farm 990 (2016)
BAZ00B 13-11-16
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g Noncash contributions included in fines 1a-11; §

76,718,

Form 890 (2016) International Rett Syndrome Foundation 31-16B2518 page9
| Part VIl | Statement of Revenue
Gheck if Schedule o contains a response or note to any line inthis Part VI .. L]
_ _ T T 1A) 23] {C Revenrkcinded
Total revenue Related or Unrelated ?ygr%uiagﬁ%gef
exempt function business sEciions

F revenue revenue 512-h14

£ 2| 1 a Federated campaigns .. 1a R S L

g 3 b Membership dues 1b

g& ¢ Fundraising events 1c 2,245 511,

okl d Related organizations |1

g‘,E e Govemment grants (::ontributlons) 1e 11%,018,

gg f All other contribulions, gifts, grants, and

ég similar amounts not included above 1f 2,584,453,

B

cg

35

h_Total. Add lines 1a-1f

Business Code

9 a Gross Income from gaming activities. See

9 | 2a Confereace Registration 611710 117,807 117,807,
E3|
=
o f Aliother program service revenue |
g Total. Add lines 2a-2f .. . P 117,807.}
3  Investment income (lncludlng dl\ndends. Interest and
other similar amounts). e > 103,670, 103,670.
4 Income from investment of tax-exempt bond procesds
S5 BRoyalles ... e »
() Real {ii} Personal
6a Grossrents ...
b Less: rental expenses
¢ Rental income or {loss) ||
d Net rental income or (loss) [T
7 a Gross amount from sales of () Securities {Iy Cther
assets other than inventory 2,154,619,
b Less: cost or other basis
and sales expenses 2,182 215,
¢ Galnor(loss) . ... -27,5386, : L St
d Net gain or (loss) . . > -27,586, -27,534,
v | B a Grossincome from fundralslng events (not ¥ T :
E including $ 2,249,511, of
E contributions reported on line 1c). See
5 Part|V,line18 ... 2 217,847,
g b Less: directexpenses b 685,937, ool S :
¢ NetIncome or (loss) from fundraislng events . -468,0B0. -468,080,

Part |V, line18 . ... @
b Less: direct expenzes b
¢ Net income or {loss) from gamlng actiwtles .
10 a Gross sales of inventory, less retumns
and allowances . .. . . ... ... & 7,748,
b Less: costofgoodssald b 12,193, R
c_MNet Incame or (lnss) frumsalesoflnventorv e P -4,445,
Miscellaneous Revenue Business Code| R
11 a
b
c

d All other revenue

e Total. Addlines 11a11d ... .. > R SRR
12 Total revanue. Seeinstructions, ... P 4,666,338, 117,807, a.] -396,451,
632009 11-11-16 Form 890 (2016)
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Forrn 890 (2016
P

International Rett Syndrome Foundation

31-1

682518 Paqe'lo

art IX | Statement of Functional Expenses

Section 501(c)(5} and 507(c)(4) arganizations must complete all calumns. All other organizations must complete colurnn (A).

Check if Schedule O cantains a response or note to any line in this Part IX

Do not Include amounts reported on lines &b, {A) (B) {©) b

75, 86, 9, and 10b of Part VI Total expenses il I Féﬂééﬁfé;‘g

1 Grants and other assistance to domestic organizations i i VTR

and domestic governments. See Part IV, ling 21 1,165,907, 1,165,907.| =

2 Grants and other assistance to domestic B

individuals. See Part iV, line22
3 Grants and other assistance to foreign
orgariizations, forefgn governments, and forelign
Individuals, See Fart IV, lines 15 and 16 _____ 541,858. 941,858.
4 Benefits paid toorfor members |
5 Compensation of current officers, directors,
trustees, and key employees 269,924, 269,924,
6 CGompensation not Included abave, to disqualified
persons (as defined under section 4958{f)(1)) and
persons described in saction 4958(c)(3)(B)
7 Othersalarlesand wages . ... 521, 388. 424,931, 12,550, 83,867.
8 Pension plan accrvals and conlributions {include
section 401(k) and 403() employer contributions) 1,170. 1,170.

8 Other employee benefits . 2,744, 35, 2,320. 389.
10 Payrolitaxes .o 55,759. 46,490, 4,478. 4,791.
11 Fees for services {non-employees):

a Management
boLegal e
€ ASCOUMHNG .. 29,031. 29,031,
d Lobbying ... et
e Professlonal fundralsing services. See Part IV, line 17
f Investment managementfess 32,956. 32,8956,
g Other. {If line 11g ampuent exceads 10% of ling 25,
column {A) amount, list line 11¢ expenses on Sch 0.) 169,252, 126,365, 18,414, 24,473.
12  Advertising and promotion
13 Officeexpenses 76,695, 50,312, 6,400. 19,983.
14  Information technology 89,752, 68,186. 13,721, 7,845,
16 Royaltles | . ..o,
16  Occupancy . ...
17 Travel 26,595, 50,086, 1,724. 4,785.
18 Payments of travel or entertalnment expenses
for any federal, state, or local public offictals
19 Conferences, conventions, and meetings 143,344, 143,344,
20 Interest s
21 Paymentstoaffilates | . . .. ...
22 Depreciation, depletion, and amortization 5,450. 5,450.
23 INSUFRANCE | e, 16,117
24  Other expenses, |tamize expanses not covered i
above, (List miscallaneous expenses in line 24a. If line
24e amount axceeds 10% of line 25, column (A) i EREES AN ‘ ‘ : ) i - S
amount, list line 24e expanses on Schedule 0.) s e [ERGAE R B L o
a Miscellaneous 46,914, g8,797. 4,092, 34,025,
b Bad Debt 15,083. 15,083.
c
d
e All other expenses
25  Total functional expenses, Add lins 1 through 24e 3,639,939, 3,296,270. 148,428. 195,241,
26  Joint costs, Completa this fine only If the organization
reperied In eolumn (B) foint costs from a combined
educational campalgn and fundralsing solicitation.
Ghnck hera Jp- I:l Il ollawing SOP 98-2 {ASG §56-720)
B32010 11-11-16 Form 990 (2015)
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Form 990 (2018)

International Rett Syndrome Foundation

31-1682518 page 11

[ Part:X [ Balance Sheet

632011 11-1t-16

16220620 758989 06125.0

11

Check if Schedule O rontains a response or note to anylineinthisPaf X ..o L
B
Beginning of year End (of]year
1 Cash - noninterest-bearing 70.] 4 70,
2  Savings and temparary cash Investments 2,074,492, 5 1,229,137,
8 Pledges and grants recelvable, net 8994,214.] 3 1,396,659,
4 Accounts recelvable, net 4
5§ Loans and other recelvables from current and former officers, directors, ‘ '
6 Loans and other recelvables from other disquallfied persans (as defined under
section 4958(f)(1)), persons deseribed in section 4958(c){3)(B), and contributing
employers and sponsoring organizations of section 501(c}(9) valuntary :
g employees’ beneficiary organizatians (see Instr). Gomplete Part Il of SchL 6
@ | 7 Notesand!loans receivable,met .. 7
<l s Inventeries for sate oruse ... 8
9 Prepald expenses and defered charges 35,577.] o 39 . 435,
10a Land, buildings, and equipment: cost or other ST e Bt e
basis. Complete Part Vl of Schedule D 10a SR P
b Less: accumulated depreciation 10b 5,450. 10c: 0.
11 Investments - publicly traded securities .~ 3,108,470.] 11 2,535,489,
12 Investments - other securities. See Part Wlinett o 12
13 investments - programeretated. See Part IV, line 11 13
18 Intangible asSeS e 14
5 Otherassets, SeePart IV, finet1 .~ 18,637.] 15 18,587,
16 _Total assets. Add lines 1 through 15 {must equalline34) ... 6,236,910. 16 219,377,
17 Accounts payable and accrued expenses 34,742.1 47 94,502.
18  Grants payable 4,055,164%) g 1,870,433,
19 Deferred revenue
20 Tax-exempt bond liabllities
21 Escrow or custadial account llability. Complete Part IV of Schedule D
¥ |22 Loans and other payables ta current and former officers, directors, trustees,
:g key employees, highest compensated employees, and disqualified persons.
g Complete Part Il of Schedule L ... . ..
- |28 Secured mortgages and notes payable to unrelated third parties
24 Unsecured notes and loans payable ta unrelated third partles .. ...
25  Other liabilittes (including federal income tax, payables to related third
parties, and other liahilities not included on lines 17-24). Complete Part X of
Schedule D . 25
26 Total liabilitles. Add lines 17 thwough 25 ... ... 4,089,906.] 26 1,964,935,
Organizations that follow SFAS 117 (ASC 958), check here p TE_I and fah
u complete lines 27 through 29, and lines 33 and 34. L i :
£ |27 Uniestiotednetessets ... 1,557, » 732,042,
8 |28 Temporarily restricted net assets 1,056,810.] 28 1,503,813,
B |29 Permanently restricted netassets T 1,018,637.] 29 1,018,587.
Z Organizations that do not follow SFAS 117 (ASC 958}, check here »[__| TS I A
5 and complete lines 30 through 34, ‘
% 30 Capital stock or trust principal, or current funds 30
ﬁ 31 Paid-in or capital surplus, or land, building, or equipment fund 1
B |92 Retaned eamings, endowment, accumulated income, or other funds 32
Z |33 Total net assets or fund balanges .. 2,147,004, 33 3,254,447,
34 _ Total liabllitles and net assets/fund balances 6,236,910.{ 34 5,219,377,
Form 990 (201g)
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Farm 920 (2016) International Rett Syndrome Foundation 31-168B2518 pagei12
[ Part XI | Reconciliation of Net Assets

Check if Schedule O contalns a respanse or note o any Inein this Part XU oo oeeoeeeeeoeeeeeeeeeeoeeeeeeeeeeeonsnn
1 Total revenue (must equal Part VIll, calumn (&), line 2) . . 1 4,666,339,
2 Total expenses (must equal Part IX, column (A}, line 25) 2 3,639,939,
3 Revenue less expenses. Subtract ine 2 fromlnet 3 1,026,400.
4 Netassets or fund balances at beginning of year (must equal Part X, line 33, column A e, 4 2,147,004,
5 Netunrealized gains (losses) on Investmants e 5 81,088.
6 Donated services and use of facllities 6
7  Investment expenses 7
8 Prior period adiUSIMBNLS ... it 8
8  Other changes in net assets or fund balances [explain in Scheduleoy | . .~~~ 9 -50.
10 Net assets or fund balances at end of year. Combine lines 3 through 8 (must equal Part X, line 33,
SOMA () e ettt eenatsennse s senee e seesnes s 10 3,254,442,

1 Accounting method used to prepare the Form 880: T Cash Acerual [ Other
I the organization changed its methad of accounting from a prior year or checked "Other,” explain in Schedule 0.
2a Ware the organization's financlal statements complied or reviewed by an independent accauntant?

If "Yes," check a box below to indicate whether the financial statemants for the year wera compiled or reviewed on a
separate basls, consolldated basis, or both:
] Separate basls [ consctidated basis 1 Both consolidated and separate basis .
b Were the organization's financial statements audited by an independent accountant? eeeearartresreesteer e eeeiii | 2B
If “¥es,” 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 ] Consuolidated basis ] Both consolidated and separate basis
¢ |f "Yes" to line 2a or 2b, does the organization have a committee that assumes respansibility for oversight of the audit,
review, or compilation of its financial statements and selectlon 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 ta undergo an audit or audits as set forth in the Single Audit

Actand OMB GIrBUIBI AN33? . _.ooecereroonercens e ssss e ssss e s seemaesere s res e ses e et 3a X
b I “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 undergosuchaudits .......................o..ooe................. | 3b
Forrn 990 (2015)

632012 t1-11-18
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SCHEDU LE A - N N GMB No, 1545-0047
(Form 990 or 990-E2) Public Charity Status and Public Support 2016
Complete if the organization is a section 501{c)(3) organization or a section
4947(a){1) nonexempt charitable trust, S
Dapartment of the Treasury P Attach to Form 990 or Form 990-EZ. Open to Public
Iniamal Revanue Service P> Information about Schedule A (Form 990 or 880-E2) and its instructions is at WWW.Irs.gov/form990, ~Inspection :
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518
'Part] | Reason for Public Charity Status (Al organizations must complete this part.) See instructions.

The organization Is not a private foundation because it is: (For lines 1 through 12, check only onie box.)

A chureh, convention of churches, or association of churches described In section 170(b){1){A)i).
A school described in section 170{B)(1){A){ii). (Attach Schedule E {Form 880 or 990-E2).)

A hospital or & cooperative hespital service organization described in section 170{b)(1)(A)iii).

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

LW N 2

0 00 =0 0 0000

An organization operated for the benefit of a college or university owned or operated by a govemmental unit described in
section 170{b)(1)(A){iv). (Complete Part il.)
A federal, state, or local government or governmental unit deseribed in section 170(b)(1)(A)v).

An organization that normally recelves a substantial part of its suppert from a govermmental unit or from the general public describad In
section 170{b}1){A){vi). (Complete Part I1.)

A community trust described In section 170{b){1)(A)(vi). {Complete Part I1.)
An agricultural research organization descrlbed 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 (ses instructions). Enter the name, city, and state of the college or
university:

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

actlvitles related to its exempt functions - subject to certain exceptions, and {2) no mere than 33 1/3% of its support from gross investment

income and unrelated business taxable income (less sectlon 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part IIl.}

An organization organized and operated exclusively ta test for public safety, See section 509(a)(4).
An organization organized and operated exclusively for the benefit of, to perfarm 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 hox in
lines 12a through 12d that describes the type of supporting arganization and complete lines 12e, 12f, and 12g.

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

the supported organizatlon(s) the power to regularly appoint or elect a majority of the directars or trustees of the supporting
arganization. You must complete Part [V, Sections A and 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 persans that control or manage the supported
organization{s). You must complete Part IV, Sections A and C.

c [::I Type lIl functionally integrated. A supporting organization operated In connection with, and functionally integrated with,

11
12

N

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

Type lIl non-functionally integrated. A supporting organizatian 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 erganization receivad a written determination from the IRS that it is a Type !, Type I, Type lil

functionally Integrated, or Type lll non-functionally integrated supporting organfzation.
Enter the number of supperted crganizations |

—h

g _Provide the fallowing information about the supported organization(s).
{i) Name of supporied {il) EIN {ill} Type of organization | rl|mn 'ﬁ;"gf;g}aigll?}g’;"":%ﬁnaw (v} Amount of monetary {vi) Amount of other
' ibad an li 110 PAydurgovering document? | .
organization E(!bzi:f s:ﬂ ﬁluﬂifmng) Yes Na suppart (ses instructions) | stpport (ses instructions)

Total

LHA For Paperwork Reduction Act Notice, see the [nstructloﬁs far Form 990 or 990-52. 532621 0g-21-16  Schedule A {Form 990 or 890-E2) 2016
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Schedule A (Form 990 or 890E2) 2016 International Rett Syndrome Foundation 31-1682518 page2

upport Schedule for Organizations Described in ections 170(b A
(Complate only if you checked the box on line 5,7, or B of Part | or if the organization failed to qualify under Part I!l. If the ergantzation
falls to qualify under the tests listed below, please complete Part i)

Section A. Public Support
Calendar year {or fiscal year beginning In)p (a) 2012 {b) 2013 {c) 2014 {d) 2015 {e) 2016 {f) Total
1 Gifts, grants, contributions, and
membership fees recelved. (Do not
include any "unusual grants.")
2 Tax revenues lavied far the organ-
lzatlon's benefit and either paid to
orexpended on its behalf

3 The value of services or facllitiss

furnished by a governmental unit to
the organization withaut charge

4 Total Add fines 1 through3 3,620,633, 4,404,603, 4, B82,787, 4,745 137, 4,944 983.| 22,558 153,

5 The portion of total contributions i o . S e = :

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

3,620,633.[ 4,404,603.| 4,882,737} 4,745,137, 4,044, 983, 22,598,153,

79,330.
22,518,823,

6 Public support. Subtract line 5 from fina 4. ||

Section B. Total Support

Calendar year (or flscal year beginning in) |~ a) 2012 (b) 2013 (c) 2014 {d) 2015 {e) 2016 (f) Total
7 Amounts fromlined 1,620,633, 4,404 603, 4,882,787, 4,745,137, 4,944 ©83,| 22,598,153,
8 Gross incoms from interest,
dividends, payments received on
securitles loans, rants, royalties
and Income from similar sources 67,949. 101,486. 43,706- 101,780. 103,570- 418,591.
9 Netincome from unrelated business
activities, whether or nat the
business Is regularly carried on
10 Other income. Do not Include gain
or loss from the sale of capital
assets (Explain in Part Vi)
11 Total support. Add lines 7 through 10 : PR I S 23,016,744,
12 Gross receipts from related activities, ele. (see Instructions) 12 | 2,339,105,
13 First five years. If the Form 990 Is for the arganization's first, second, third, fourth, ar fitth tax year as a section 501 (g)(3)

organization, check this box and stop here >|:]
Section G, Computation of Public Support Perceniage

14 Public support percentage far 2016 {line 6, colurnn i) divided by line 11, column ) 14 97.84 o
18 Publlo support percentage from 2015 Schedule A, Part I, line 14~ T 15 98.23 o
16a 33 1/3% support test - 2016. If the organization did net check the box on line 13, and line 14 Is 33 1/3% or more, check this box and
Stop here. The rganlzation qualifies as a publioly supported erganization ... . »
b33 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
end step here. The organization qualifies as a publicly supported organization . .. " ]

17a 10% -facts-and-circumstances test - 2016. If the organlzation did not check a bax 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 organjzation
meets the "facts-and-circumnstances" test. The organization qualifies as & publicly supported organizatlon | . . > D
b 10% -facts-and-circumstances test - 2015. If the organization did not check a box en fine 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 V| how the
organization meets the "facts-and-clrcumstances” test. The organization qualifies as a publicly supported organization » D

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 173, or 17b, check this box and see instructions ... - :]

Schedule A (Form 990 or 990-EZ) 2016

632022 08-21-18
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Schedule A (Form 990 or 990E7) 2016 International Rett Syndrome Foundation 31-1682518 pagea
- %upport S cﬁeE ule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box cn line 10 of Part | or If the organization falled to qualify under Part il. If the organization fails to

gualify under the tests listed below, please complete Part 11.)
Section A. Public Support
Calendar year (or fiscal year beginning in) p»- {a) 2012 (b) 2013 {c) 2014 {d) 2015 (e} 2016 {f) Total
1 Gifis, grants, contributions, and
membership fees recelved. (Do not
Include any "unusual grants.")
2 Gross receipts fram admissions,
merchandise sold or services per-
formed, or facllities 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 bus-
iness under section 513

4 Tax ravenues levied for the organ-
lzation's benefit and either paid to
orexpended on its behalf

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

6 Total. Add lines 1 through 5 ...

7a Amounts Included on fines 1, 2, and

3 received from disqualified persons

b Amounts includad on lines 2 and 3 raselved
from olher than disqualified persons that
excagd the preater of $5,000 or 1% of the
amaunt on line 33 for the year

cAddlines 7aand7b |

8 Public support. ﬁm@wa\
Section B. Total Support

Calendar year {or {lscal year beginning in) {a) 2012 {b) 2013 {c) 2014 {d) 2015 [e) 2018 {f) Total
9 Amaunts fromline8 ...
10a Gross income from Interast,
dividends, payments recelved on
securitles loans, rents, royalties
and Income from simllar sources
b Unrelated business taxable income
(less sectlon 511 taxas) from businesses
acquired after June 30, 1975

cAddlines10aand10b ... .
11 Net Income from unrelated business
activities not Included In line 10b,
whether or not the business is
regularly carledon
12 Other income. Do nat include gain
or loss from the sala of capital
assets (Explain in Part VI.) .o
13 Total support. (add iines 8, 10c, 11, ang 12,

14 First five years. If the Form 890 is for the organization's first, second, third, fourth, or fifth tax year as a section 501 (c)(3) organization,

chack this box and stop here e e er st sescapeeseeneeseernes PP ]
Section C. Computation of Public Support Percentage
15 Public support percentage tor 2016 {line 8, column () divided by line 13, column U1 I 15 %
16__Public support percentage from 2015 Scheduls A, Part Mhlne 18  ooiiiiiiiieeeeee.., | 16 %
Section D. Computation of Investment Income Percentage
17 Investment Income percentage for 2016 {line 10¢, column (f} divided by line 13, calumn () ... |17 %
18 Investment income percentage from 2015 Schedule A, Part Il line17 18 %
19a 33 1/3% support tests - 2016. If the organization did nat check the box on line 14, and fine 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here, The arganization qualifies as a publicly supported organizaton . » D

b 33 1/3% support tests - 2015. If the organization did not cheek a box an line 14 of line 19a, and line 16 s more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box and stop here. The organization quallfies as a publicly supported organization
20 _Private foundation. If the organization did nat check a box an line 14, 19a, or 19b, check this box and see instructions ... W I:]

532023 09-21-18 Schedule A (Form 990 or 990-E2) 2016
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Schedule A (Form 990 or 980-E7) 2016 International Rett Syndrome Foundation 31-1682518 Page 4
| Part V| Supporting Organizations

{Complete only if you checked a box In line 12 an Part 1. If you checked 12a of Part |, complete Sections A

and B. If you checked 12b of Part I, complete Sections A and C. !f you checked 12c of Part |, complete

Sections A, D, and E. If you checked 12d of Part I, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations

¥Yes | No

1 Are all of the organization's supparted organizations listed by nams in the organization's goverming
dacuments? If "No,” describe in Part Vi how the supported organizations ars designated. If designated by
class or purpose, describe the designation. If historic and continuing refationship, explain.

2 Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a}(1) or (27 If "Yes," expiain in Part VI how the organization determined that the supported
organization was described in section 509(z)(1) or (2). '

3a Did the organization have a supparted arganization deseribed in section 501(c}(4), (5), or (BY? If "Yes," answer
(b} and (c) below.

b Did the organization confirm that each supported organization qualified under sectlon 504(c)(4), (5), or (6) and

satisfied the public support tests under section 509(a){2)7 /f "Yes," describe in Part Vi when and how the
organization made the determination.

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)

purposes? If "Yes," explain in Part Vi what controls the organization puf in place to ensura such use. 3c
4a Was any supported organization not arganized in the United States (*forelgn supported organization")? /¥ o
"Yes," and if you checked 12a or 12b in Fart |, answer (b) and (c) below. 4a

b Did the crganization have ultimate control and discretion in deciding whether to make grants to the foreign
supported arganization? /f "Yes, " describe in Part Vi how the organization had such control and discretion
despite being controlled or supervised by er in connection with its supported organizations.

¢ Did the arganization support any foreign supported organization that does not have an [RS determination
under sections 5 (c}(3) and 509(a){1) ar (2)7 /f *Yes," expiain in Part VI what controls the organization used

to ensure that all support to the foreign supported organization was usad exclusively for section 170{ck2)(B)
PUOSES.

Sa Did the organization add, substitute, or remave any supported organizations during the tax year? /f "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part Vi, inciuding (i} the names and EIN
numbers of the supported organizations added, substituted, or removed; (i) the reasons for each such action;
(i) the authority under the organization's organizing document authorizing such action; and {iv) how the action
was accomplished (such as by amendment to the arganizing document).

b Typel or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document? N
¢ Substitutions only. Was the substitution the result of an event beyond the organization's control?

6 Did the organization provide support {wihether in the form of grants or the provision of services or facilities) to
anyane other than (j} its supported organizations, (i) individuals that are part of the charitable class
benefited by one or more of its supported organizations, or (ii} other supporting organizations that also
support or benefit one or more of the filing arganization'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 substantlal contributor? if "Yes, * complete Part | of Schedule L (Form 890 or 990-£2).

8 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 850-E2),

8a Was the organization controlled directly or indirectly at any time during the tax year by one ar more
disqualified persons as defined in section 4946 (ather than foundation managers and organizations described
in section 509{a}{1) or (2))? I "Yes," provide detail in Part Vi.

9a
b Did ane or mare disqualified persons (as defined In line 8a) hold a controliing interest In any entity in which O
the supporting organization had an interest? /f "Yes," provide detail in Part VI, gh

¢ Did a disqualified person (as defined In line 92) have an ownership interest in, or derive any personal benefit AP
from, assets In which the supparting arganization also had an Interest? If *Yes, " provide detail in Part V1. ¢

10a Was the organization subject to the excess business haldings rules of section 4943 because of =ection
4943(f) (regarding certain Type || supporting organizations, and all Type i nen-dfunctionally integrated
supporting organizations)? /f "Yes, " answer 10b befow.
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business heldings.)
§32024 09-21-16

' 10a

10b
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16220620 758989 06125.0

Schedule A (Form 990 or 990-E7) 2016 International Rett Syndrome Foundation 31-1682518 pages
Iﬁart_ V]

Supporting Organizations /-qntnueq)

Yes | No
11 Has the organization accepted a gift or contribution from any of the following persons? ) RER
a A person who directly or indirectly controls, efther alone or together with persons described In {b) and {c)
below, the governing body of a supported organization? 11a
b A family member of a person described In {a) abova? 11b
¢_A 35% controlled entity of a person described in {a) or (b) above?!f "Yes" ta a, b, or ¢, provide datail in Part VI. 11¢c
Section B. Type | Supporting Organizations

1 Did the directars, trustees, or membership of one or more supported organizations have the power to
regularly appaint 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 Dbid the organization operate for the benefit of any supported arganization other than the supported
organization(s) that operated, supervised, or contralled the supperting arganization? If *Yes, " explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization.

Yes

No

Section C. Type |l 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)? /f "No, * describe in Part VI how control

or management of the supparting organization was vested in the same persons that controlled ar managed
the supported organization{s).

Yes

No

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
organizatlon's tax year, (i) a written notice describing the type and amount of support provided during the prior tax
year, (} a copy of the Form 990 that was most recently filed as of the date of notification, and {ii}} coples 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 elther () appointed or elected by the supported
crganization(s) or (i} serving on the govering body of a supported organization? /f “No,* explain in Part Vi how
the organfzation maintained a close and continuous working relationship with the supported arganization(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 arganization's
supporied organizations played in this regard.

No

Yes

Section E. Type lll Functionally Integrated Supporting Organizations

1 Cheack the box next to the method that the organization used to satisfy the integral Part Test during the yeafsee instructions).
a E:| The organization satisfied the Activities Test. Complete line 2 below.

b The organization Is the parent of each of its supported organizations. Compiste tine 3 below.

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

2  Activities Test. Answar (g) and (b} balow.

a Did substantlally all of the arganization's activities during the tax year direatly further the exempt purposes of
the supparted arganization(s) to which the organization was responsive? /f "Yes," then in Part Vi Identify
those supported organizations and explaln  how these activities directly furthersd their exempt puiposes,
how the organization was responsive to thosa supported organizations, and how the organization determinad
that these activities constituted substantially all of its activities.

b Did the activities described In (a) constitute activities that, but for the organization's invalvement, one or more
of the arganization'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 ofiicers, directors, or
trustees of each of the supported organizations? Provide details in Part V1.

b Did the organization exercise a substantial degree of direction aver the policies, programs, and activities of each
of its supported organizations? f *Yes, " describe in Part VI the rofe played by the organization in this regard.

Yes

No

3a

3b

632026 09-21-16
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Schedule A (Form 990 or 990-E7) 2016 International Rett Syndrome Foundation 31-1682518 Page 6

IPartV

Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 Check here if the organization satisfled the Integral Part Test as a qualifying trust on Nov. 20, 1970 {explain In Part VI.} See instructions. All
ather Type Il non-functionally integrated supporting crganizations must complete Sections A through E.

Section A - Adjusted Net Income

(B} Current Year

(A} Prior Year (optianal)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation and deplstion

(RPN I NI N P

[N L4 N - I I PV S

Partion of operating expenses pald ar incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income {see Instructions)

o

7 __ Other expenses (see instructions)

-~y

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

Section B - Minimum Assat Amount

(A} Prior Year (B} Current Year

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

{optional)

Average manthly value of securities

Average manthly cash balances

Fair market value of other non-exempt-use assets

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

[ [~ B Er I J=a ]

Discount claimed for blockage or other
factors {explain in detail in Part VI);

Acquisition indebtedness applicable ta non-exempt-use assets

4]

Subtract line 2 from line 1d :

4]

4

see instructions)

Gash deemed held for exempt use. Enter 1-1/25 of line 3 {for greater amount,

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

Muitfply line 5 by .035

Racoverles of prior-year distributions

o |~ o {tn

Minimum Asset Amount {add line 7 to line )

|~ @t |

Section C - Disfributable Amount

Current Year

Adijusted net income for prior year {from Saction A, line B, Column A

Enter 85% of line 1

Minimitm asset amount for prior year {from Section B, line B, Column A)

Enter greater of line 2 or line 3

Income tax imposed in prior year

(RO NP IRV

(LRI AN P

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

6

-J

instructions).

Check here if the current year is the organization's first as a non-functionally integrated Type [ll supporting organization {see

632026 08-21-16
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Schedule A (Form 990 or 99067 2016 International Rett Syndrome Foundation 31-1682518 Page 7
] Part V | Type Il Non-Functionally Integrated 509(a}(3) Supporting Organizations /nnqtined)

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 supparted
organizations, In excess of income from activity
3__ Administrative expenses paid to accomplish exempt purposes of supported organizations
4 __Amounts paid to acquire exempt-use assets
5 Qualified set-aside amounts (prior IRS approval raguired)
6 Other distributions (deseribe in Part V1), See instructions
7__Total annual distributions. Add lines 1 through 6
8 Distributions to attentive supported organizations to which the organization Is responsive
{provide detalls in Part VI). See instructlons
89 Distributable amount for 2016 from Section C, line 6
18 Line 8 ameunt divided by Line 9 amount
(i) (ii]_ .(Ili}
Section E - Distribution Allocations (see instructions) Excess Distributions Unde;?eifgaalsxtlons A.EE}::? ;j;f 33316

1 Distributable amount for 2016 from Section G, line 6

Underdistributians, if any, for years prior to 2016 {reasan-
able cause raguired- explain in Part VI). See Instructions

3 Excess distributions carryover, If any, to 2016:

From 2013

From 2014

From 2015

o jo (G [o|w

Jotal of lines 3a through e

g Applied to underdistributions of prior years

h_Applied to 2016 distributable amount

i__Carryover from 2011 not applied {see instructions)

J__Remalnder. Subtract lines 3g, 3h, and 3i from 3.

4  Distributions for 2016 from Section D,
line 7: $

2 Applied to underdistributions of prior years

b_Applied to 2016 distributable amaunt

¢ Hemainder. 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. Sae instructions

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

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

8 Breakdown of line 7:

Excess from 2013

Excess fram 2015

a
b
¢ Excess from 2014
d
e

Excess from 2016

632027 08-21-16
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Schedule A (Form 890 or 990-67) 2016 International Rett Syndrome Foundation 31-1682518 pages
[Part VIT Supplemental Information. provids the ox

planations required by Part i, line 10; Part II, line 17a or 17i; Part Il), line 12;
Part IV, Sectlon A, lines 1, 2, 3b, 3c, 4b, 4c, 5a,

6, 9a, 8b, 9, 11a, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section O, lines 2 and 3; Part IV, Sectlon E, lines 1g,

2a, 2, 3a, and 3b; Part V, line 1; Part V, Saction B, line 1g; Part V,
Section D, lines 5, 6, and 8; and Part V, Section E, fines 2, 5, and 6. Also complete this part for any additional Information.
{Ses Instructions.)

632028 08-21-16
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** PUBLIC DISCLOSURE COPY *+*

Schedule B Schedule of Contributors GIME No. 1545-0047
Lioéé?fgg}' 990-E2, P Attach to Form 990, Form 990-EZ, or Form 990-FF.
P Information about Schedule B {Form 980, 980-EZ, or 990-FF) and
Department of tha Traasury i
Intermal Revanua Servica its instructions is at www.lrs.gov/form990 .

Name of the organization Employer identification number

International Rett Syndrome Foundation 31-168B2518
Organization type{check one):
Filers of: Sectiom:
Form 990 or 990-E7 501} 3 } (enter number) organization

[:] 4847{a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization
Form 990-PF 501(c)(3) exempt private foundation

]
(I 4947(a){1) nonexempt charitable trust treated as a private foundatian

5071{c)(3) taxable private foundation

Check if your organization s covered by the General Rule or a Special Rule.
Note: Only a section 501(c)(7), (8), or (10) organization can check boxes for bath the General Rule and a Special Rule, See instructions.

General Rule

] For an organization filing Form 990, 980-EZ, or 990-PF that recelved, during the year, contributions totaling $5,000 o more (In money or
property} from any one cantributor. Complete Parts | and I, Ses instructtons for determining a contributor's total cantributions.

Special Rules

For an organization described in section 501 (€)(3) filing Form 990 or 990-E7 that met the 33 1/3% support test of the regulations under
sections 509(a){1) and 170{b)(1)(A)vi), that checked Schedule A {Form 990 or 950-E2), Part II, line 13, 16a, or 16b, and that recelved from

any one contributar, during the year, total contributions of the greater of (1) $5,000 or (2) 2% of the amount on (i} Form 990, Part VI, line 1h,
or (i) Form 990-EZ, line 1. Complete Parts | and |1

|:| For an erganization described in section 501 {£)(7), {8), or {10} filng Form 990 or 990-EZ that recalved from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, sclentific, literary, or educational purposes, or for
the prevention of cruelty to children or animais. Complete Parts §, 1l, and [1I.

D For an organization deseribed in section 501{e)(7), (B}, or (10) filing Farm 890 ar 880-EZ that recelved from any one contributor, during the
year, contributions exclusively far 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 recelved during the year for an exclusively religlous, charitable, ete.,
purpose. Don't complete any of the parts unless the General Rule applles to this organization because it racelved flonexclusively
rellgious, charitable, ete., contributions totaling $5,000 or more during the year » &

Caution: An organization that isn't covered by the General Rule and/ar the Speclal Rules doesn't file Schedule B (Farm 880, 890-EZ, or 890-PF),
but it must answer "No" on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Farm 990-PF, Part 1, line 2, to
certify that it doesn't meet the filing requirements of Schedule B (Form 930, 890-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 880, 980-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF) {2016}

623451 10-18-15



Schedule B {Form 990, 990-E7, or 990-PF) (2016)

Name of orpanization

International Rett Syndrome Foundation

Employer ldentification number

31-1682518

{a)
No.

{b}

Partl - Contributors (Ses Instructions). Use duplicate coples of Part | If additional space is needad.

1

Name, address, and ZIP + 4

(c)

Total contributions

(d)

3 300,0

Type of contribution

Person
Payrall [ ]

{a)
No.

{b)

0o. Noncash [ |

(Complete Part Il for
noncash contributions.)

Name, address, and ZIP + 4

c)

Tota! contributions:

(d)

$ 500,000,

Type of contribution

Person
Payroll (I

(a)
No.

(b)

Nencash [ |
{Complete Part || for
rroncash contributions.)

Name, address, and ZIP + 4

{c)

Total contributions

{d]

$ 110,000.

Type of contribution

Person
Payrall |

(a)
No.

()

Noncash [ ]

(Complete Part Il for
noncash contributions.)

Name, address, and ZIF + 4

(c)

Total contributions

{c)

Type of contribution

Person 1@
Payrel [ |

(a)
No.

{b)

% 100,000

. Noncash [ |

(Complete Part Il for
nencash contributions.}

Name, address, and ZIP + 4

{c)

Total contributions

{d)
Type of contribution

Person |:I
Payroll 1

(a)
No.

(b)

Noncash [ |
{Complete Part II for
noncash contributions.)

Name, address, and ZIP + 4

{c)

Total contributions

{d)
Type of contribution

623452 10-18-16

Person D
Payroll [ ]
Noncash f:l

(Complete Part Il for

16220620 758989 06125.0
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nonscash contributions.)
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Schedule B (Form 990, 930-E2Z, or 890-PF) (2016}

Page 3

Name of organization

International Rett Syndrome Foundation

Employer identlfication numbar

31-1682518

Partll. Noncash Property (See instructions). Use duplicate copies of Part Il if additional space is needed.
{a)
No. (b) () ()
1
from Description of noncash praperty given FMV {or estimate) Date received
Part | (See instructions)
{a)
No. {b) (e} . {d)
from Description of noncash property given FMV (or estimate) Date received
Part (See instructions)
(@
No. (b) fe) (cl)
. FMV (or estimate)
from .
o Description of noncash property given (See instructions) Date received
(al
No. (b} (c) )
A FMV (or estimate)
from
P Pescription of noncash property given (See instructions) Date received
(a)
No. (b) fe) (d)
. . FMV [or estimate)
from
e Description of noncash property given (See instructions) Date received
{a)
Ne. () fe) (d)
. FMV {or estimate)
from i
Pt Description of noncash property given [See instructions) Date received

623453 10-18-16
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Schedule 8 (Form 990, 990-E7, or 990-PF) (2016) Page 4
Name of organization

Employer [dantlfication numbar

International Rett Syndrome Foundation 31-1682518
art Il ciusively Teligious, cnaritabie, efc., Connbufions 10 organizations 0Escnbed 1 seTon 6)(7), (8], ar aitoral more than s1, ar
: " theyearfrom any one contributor. Complete calumns {a} through (e} and the following line entry. For organizations
comploting Part Ik, enter the tatal of exciunively religious, charitable, sle., cantributions of $1,000 or less far tha year. {Enfer fhis fnlo, onge.)
Use duplicate copies of Part Il if additional space is needed.

{a) No.
Ff‘rorrtnl {b) Purpose of gift (c) Use of gift (d} Description of how gift is held
al
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No,
gorTl (b} Purpose of gift (e) Use of gift (d) Description of how gift is held
=l
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
li;l':rlt'ﬂl (b} Purpose of gift (c) Use of gift {d} Description of how gift is held
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
g:rTl {b) Purpose of gift {c) Use of gift (d) Description of how gift is held
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
623454 10-18-16 Schedule B (Form 990, 980-EZ, or 990-PF) {2018)
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SCHEDULE D Supplemental Financial Statements e

(Form 290) P Complete If the organization answered *Yes" on Form 590, 20 1 6
Part IV, line 6, 7,8, 9, 10, 11a, 11b, 11¢, 11d, 11s, 11f, 123, or 12h. ~+Open to Public -
Department of the Traasury |- Attach to Form 990 PEn -

Intarnal Ravenua Service P Information about Schedule D [Farm 990} and its Instructions is at www.irs. gov/form8g0. Inspection

Name of the grganization

Emplayer identitication number

International Rett Syndrome Foundation 31-1682518

] Partl | Organizations Maintaining Donor Advised Funds or Other Similar Eunds or AGCOUNts. Complete if the
organization answered "Yes" on Form 990, Part IV, line 6.

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

Totalnumber atend of year
Aggregate value of contributions to (durlng year)
Aggregate value of grants from (during year)
Aggregate value atend of year
Did the organization infarm all donors and donor advisors in writing that the assets held In denor advised funds
are the organization’s property, subject to the arganization’s exclusive legal control? | e E] Yes E' 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 doner adviser, or for any other purpose conferring
imparmissible private benefit? ... ... ]:' Yes |:| No
]_El't li:::| Conservation Easements. Comp!ete |f the organlzation answered "Yes" on Form 990 Part IV Ilne 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)} Preservation of a Mistorically important land area

Pratection of natura! habitat [:| Preservation of a certified historic structure
Preservation of open space

AWM~

2 Complete lines 2a thraugh 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 conservation easements .. | 2a
b Total acreage restricted by conservation easements ... ... 2b
¢ Number of conservation easements on a certified histere structure included in @) s 2¢
d Number of conservation easements included in (¢} acquired after 8/17/08, and not on a historic structure
Isted in the National RegISIEr ... ... ..o 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p-
4 Number of states where property subject to conservation easement Is located p»
5 Does the organization have a written palicy regarding the pericdic monitoring, inspection, handling of
violations, and enforcement of the conservation easements itholds? ] Yes ] No
6 Staff and volunteer hours devoted to mionitoring, 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
» 5
8 Does each conservation easement reported on line 2(d) above salisfy the requirements of section 170(h){(4)(B}(i}
and section 170(RBN? ... oo L Yes - [ No

In Part XIIl, describe how the organization reports conservation easements In |ts revenue and expense statement and balange sheet, and

include, If applicable, the text of the footnote to the organization's financial statemants that describes the organization's accounting far
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, fine 8.
1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet vorks of art,
historlcal treasures, or other similar assets held for public exhibition, education, or research In furtherance of public service, provide, in Part XIII,
the text of the foatnote 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} Revenue Included on Form 990, Part Vill, lire 1
{l) Assetsincluded InFarm 990, PartX
2 [fthe organization received or held works of art, historical treasures, or ather similar assets for financial gain, provide
the following amounts required to be reparted under SFAS 116 (ASC 958} relating io these items:
a Ravenue included on Form 990, Part VIII, line 1 |

b_Assets Included in Form 990, Part X |

LHA For Paperwork Reduction Act Natice, see the Instructions for Form 990,
632051 0B-28-16

Schedule D {Form 950) 2016

25
16220620 758989 06125.0 2016.03050 International Rett Syndrome 06125_01



Sehadule D (Form 890) 2016

International Rett Syndrome Foundation
Organizations Maintaining Collections of Art, Historical Treasures,

31-1682518 page?
or Other Similar Assetscontinuad)

3 Using the organization's acquisition, accesslon, and other records, checlk any of the following that are a significant use of its collection items

a
b
c

4 Provide a description of the organization's collections and explain how the

{check all that apply):
Public exhibition
Schalarly research
Preservation for future generations

d [Jioanor exchange programs

e

Other

5 During the year, did the organization solicit or receive donations of art, histarical treasures, or other similar assets

y further the organization’s exempt purpose in Part Xill.

to be sold to raise funds rather than to be maintained as part of the organization's callection? ... _[:_:; Yes [ INo
l Part IV | Escrow and Custodial Arrangements. Complete if the organization answered “Yes" cn Form 990, Part IV, line 8, or
reparted an amount on Form 990, Part X, fine 21.
1a Is the organization an ageni, trustee, custodian or other intermediary for contributions or other assets not included
onFom B8O, PaX? e 1 Yes [ No
b If "Yes," explain the arrangement in Part XII| and complets the following table:
] Amount
C Begining DaIANCE ..ot 1c |
d Additions during the year _ 1d
e Distributions during the year ie
f Ending balance st st st st | T
2a Did the organization Include an amount on Form 990, Part X, line 21, for escrow or custadial account fablity? ... [ ves L_InNo
b _If "Yes," explain the arrangemant in Part XIll. Check here if the explanation has been provided on Part XMl oo [ ]
IEPar_t‘V I Endowment Funds. Compiete If the organization answered "Yes" on Form 990, Part [V, lins 10,
a) Current year (b} Priar year {c) Twa years back | (d) Three vears back | {e) Four years back
1a Beginning of year balance .. 1,026,148, 1,025,522, 1,002,346, 1,017,899, 1,000, 000,
b Contrbutions
¢ Net investment eamings, gains, and losses 68,582, 627, 23,176, ~15 553, 17,899,
d Grants orscholarships
e Other expenditures for facllities
and programs
t Adminlstrative expenses
g Endofyearbalance ... 1,084,731, 1,036, 149, 1,025,522, 1,002,346, 1,017,898,
2 Provide the estimated percentage of the current year end balance {line 1g, column {a)) held as:
a Board designated or quasiendowment %
b Permanent endowment p- 91.35 9%
¢ Temporarily restricted endowment p B.65 %

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

3a Are there endowment funds not in the possessian of the organization that are held and administered far the arganization
by: Yes | No
() Unrelated OIGANZALONS ....._...........oocoecceren oo e 3afi)| X
() FBIREA OMGRNIZBHONS ..ot e oo 3a(ii) X
b It "Yes" on line 3afi), are the related arganizatians listed as required on Schedule R? 3b
4 Describe In Part X/l the intended uses of the organization's endowment funds.
| Part VI: | Land, Buildings, and Equipment,
Complete if the arganization answered "Yes" on Form 980, Part IV, line 11a. See Form 980, Part X, line 10.
Description of property {a) Cost or other {b) Cost or other {c) Accumulated (d) Book value
basls (Investment) basis {other) depreciation
ta Land R
b Bulldings . ...
¢ Leasehald improvements
d Equipment |, ...
e Other ... ... .. 36,335. 36,335, 0.
Total. Add lines 1a thraugh 1e. (Column (d) must equal Form 8990, Part X, column (8), fine 10¢c) ... - 0.

632052 0B-20-16
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Schedule D (Form 990} 2016 International Rett Syndrome Foundation 31-1682518 pPage3
| Part VII] Investments - Other Securities.
Complete If the organization answerad "Yes” on Form 990, Part IV, line 11b. See Form 980, Part X, line 12.
{a) Description of securily or calegory (including name of secuery) {b) Book value (c) Method of valuation: Cost or end-of-year market valug
(1) Financialderivatives ... .
(2) Closely-held equity Interests . .. ..
(3) Other
(A)
(B}
(C)
(B}
_®
{9
(S]]
(H)
Tolal. (Col. () must equal Form 990, Part X, col. (B) ling 12.) >
| Part Vill| 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 {¢) Method of valuation: Cost or end-of-year market value

{1}
(2)
{3)
G)]
{s)
(6}
(7}
(8)
9
Total, (Cal. (i) must equal Form 899, Part X, col. (B) ling 3.} »

Part IX;| Other Assets.

Complete if the arganization answered "Yes" on Form 990, Part IV, line 11d. See Form 880, Part X, line 15.

{a) Description {b) Book value
)
(2
(3)
(4)
)
(8)
(7
(8)
{2)
Total. {Column (b) must equal Form 980, Part X, col. (B) line 15.) e e ceenescecencenens PP

| PartX j| Other Liabilities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 890, Part X, line 25.
1. (a) Description of liability (v) Book value
1) Federal income taxes
2
3)
{4
{8)
{6)
7}
8
{9)
Total. {Colurnn (b) must equal Form 990, Part X, col, (B) fine 25) ... M O CLVEEL LD
2. Liability for uncertain tax pasitions. In Part XIll, provide the text of the footnote to the organization's financlal statements that reports the
organization's liability for uncertain tax positions under FIN 48 {ASC 740). Check here If the text of the footnote has been provided In Part X1

Schedule D (Form 990) 2016
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Schedule D (Form 890) 2016 International Rett Syndrome Foundation 31-1682518 page4
Part XI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Gomplete if the arganization answered "Yes" on Form 990, Part 1V, line 12a.

1 Total revenue, gains, and other support per audited financlal statements 1 5,546,214,
Amounts included on line 1 but not on Form 980, Part VIII, line 12; i

24 81,088.|

Other (Describe in Part XII)
Add lines 2a through 2d
3 Subtract line 2e from line 1

........................................................................ 2d 685,937,

a Netunrealized gains {losses) on investments

b Donated services and use of facllies ... ... 20 112,500.
¢ Recoveries of prior year gants 2c

d

e

879,925.
4,666,289,

a Investment expenses not iIncluded on Form 990, Part Vill, line 7b 4a
b Other (Describe In Part XlI1.)

...................................................... 4b T
C AAIMNESARARN MY ot 4c 50.
5 Total revenue. Add lines 3 and 4e. (This must ecual Form 990, Part I, line 12} ... 5 4,666,339,
Part XII:| Reconciliation of Exp

enses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes® on Form 890, Part IV, line 12a.
1 Total expenses and losses per audited financial statements
Amounts Included en line 1 but nat on Form 990, Part I, line 25:

4,438,776.

a Donated services anduse of facllites ...~ |, 1i2,900.:

b Prior year adjustments . 2b

¢ Otherlosses 2¢

d Other {Describe in Part XIIl.) 2d 685,937.1. -

e Add lines 2a through 2d 798,837,
3 Subtractline 2e fomlinet . 3,639,939,
4 Amounts included an Farm 890, Part |X, line 25, but not on line 1:

a Investment expenses not inctuded on Form 990, Part Vill, line 7h treererereninn, | 4@

b Other (Describe in Part Xil.) S e, | 4D :

¢ Addlnesdaanddb . S Q.
5__Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part |, line 18.} 5 T, 639 ’ 9379,

I' art Xilli Supplemental Information.

Pravide the descriptions required for Part I, lines 3, 5, and 9; Part |1\, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,
lines 2d and 4b; and Part X1, lines 2d and 4b. Also complste this part to provide any additional informatian,

Part v, line 4:

Money earned from the endowment funds will be used to fund our program

gervice of Research or Family Empowerment.

Part X, Line 2:

IRSF is exempt from income taxes under Section 501 of the Internal Revenue

Code and a similar provision of Ohio law. However, the IRSF is subject to

federal income tax on any unrelated business taxable income.

IRSF's IRS Form 990 is subject to review and examination by federal and

state authorities. IRSF believes it has appropriate support for any tax

positions taken, and therefore, does not have an uncertain income tax

positions that are material to the financial statements.
632054 08-29-16
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Schedule D (Form 990) 2016 International Rett Syndrome Foundation 31-1682518 Page 5
[Part Xill] Supplemental Information {continued)

Part XTI, Line 2d - Other Adjustments:

Special Event Expense 685,937.

Part XTI, Line 4b - Other Adjustments:

Change in Beneficial Interest in Trust 50.

Part XIT, Line 2d - Other Adjustments:

Special Event Expense 685,937.

Schedule D (Form 990) 2016
32055 08-29-16
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SCHEDULE F
{Form 990)

Dapartment af tha Treasury
Intornal Ravenue Service

Statement of Activities Qutside the United States

P Cumplete if the organization answered "Yes” on Form 930, Part IV, line 4, 15, or 16.

- Attach to Form 990.

P information about Schedule F (Form 990} and Its instructions is at www.irs.gov/formas0.

OMB No, 15450047

2016

' Open:to Public
“Inspection -

Name of the organization

International Rett Syndrome Foundatiom

Employer identification number

31-1682518

Part! | General Information on Activities Outside the United States. Complete if the organization answered "Yes" on
Form 950, Part 1V, 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?

|:| Yes No

2  For grantmakers. Describa in Part V the organization's procedures for monitoring the use of its grants and other assistance outside the

United States,

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

(a) Region {b) Number of | {c) Number of |(d} Activities conducted in the reglon (e} If activity fisted in (d) (f) Total
offices S"é'%'?syeaeﬁa {by type) (such as, fundraising, pro- is a program service, expenditures
In the region | independent |gram services, investments, grants to describe specific type for and
contractors reciplents located in the region) of service(s) in the region iln\;ﬁstmer:lts
in the region nine region
East Asia and the
Pacific 3 PBrants to reciplents Research 941,958,
3a Subtotal ... 3 541,958,
b Total from continuation
sheetstoPart! . 0 0.
¢ Totals (add lines 3a
and3b) oo 3 : 941,958,
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, Schedule F (Form

632071 08-21-16
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Schedule F (Form990) 2016 International Rett Syndrome Foundation 31-1682518

Page 4
|Part V] Foreign Forms

1 Was the organization a U.S, transferor of property to a fareign corporation during the tax year? If "Yes, " the

organization may be required to file Form 926, Retum by a U.S. Transferor of Property to a Foreign

Cotporation (see Instructions for FOrm 926) . ] ves No
2 Did the arganization have an interest in a foreign trust during the tax year? If "Yes," the organization

may be required to separately file Form 3520, Annua! Retum To Report Transactions With Forsign

Trusts and Receipt of Certaln Foreign Gifts, and/or Form 3520-A, Annual Information Retum of Foreign

Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form 980 [_] ves No

3 Did the organization have an ownership interest in a forelgn corporation during the tax year? /7 "Yes,"

the organization may be required to file Form 5471, Information Return of U.8, Persons With Fespect To

Certain Forelgn Corporations (see Instructions for Form 8471} . ] Yes No
4 Was the arganization a direct or indirect shareholder of a passive foreign investment company or a

qualifled electing fund during the tax year? if "Yes," the organization may be required to file Form B627,

Information Return by & Shareholder of a Passive Foreign Investment Company or Qualified Flecting Fund

fsee Instructions for Form BE2T) . e T ves X Ne

5 Did the organization have an ownership interest in a foreign partniership 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) ... L] ves 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 Forrn 5713, Intemnational Boycott Report (see

Instructions for Form 5713; do not file with Farm 990) |:] Yes No

Schedule F (Form 950) 2016
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Schedule F (Form990) 2016 _Intermnational Rett Syndrome Foundation 31-1682518 Ppages
[Part V | Supplemental Information
Provide the Information required by Part 1, line 2 {monttoring of funds); Part |, line 3, column (f) (accounting methotd; amaunts of
investments vs, expenditures per region); Part 11, fine 1 (aceounting method); Part Il {accounting method); and Part 11l, column (c)
(estimated nurmber of recipients), as applicable. Alsa complete this part to provide any additional information. See Instructions.

Part I, Line 2:

The Foundation makes guarterly payments to researchers outside of the

United States. They are required to file DProgress reports on their

research two times a year. The Chief Scientific Qfficer reviews the

reports and corresponds with the researcher to ensure proper use of

funds.

682075 09-21-16 Schedule F (Form 980) 2016
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OMB No. 15645-0047
SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities

980 or 990-E
{Form or 2} Complete if the organization answered "Yes" on Form 9390, Part IV, line 17, 18, or 19, or if the 201 6
organization entered more than $15,000 on Form 890-EZ, line 6a. G e R
Departmant of the Treasury P Attach to Form 980 or Form 990-EZ. ..Opento Public . .

Intamal Revenue Servica

»_information about Schedule G [Form 880 or 890-EZ) and jts instructions is at Www./rs.gov/formggg. | - Inspection

Employer identification number
International Rett Syndrome Foundation 31-1682518

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

Name of the organization

1 Indicate whether the organization ralsed funds through any of the Tollowing activities. Check all that apply.

a E:] Mall solicitations e D Saollcitation of non-government grants
b L] Internet and email solicitations 1 Solicitation of government grants
c L] FPhone solicitations g 1 Special fundralsing events

d D In-person solicitations
2 a Did the organization hava a written or oral agreement with any individual (including officers, directors, trustees, or
key employees listad in Form 890, Part Vi) or entity in connection with professional fundralsing services? l:' Yes D No

b If "Yes," list the 10 highest paid Individuals or entities (jundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least 5,000 by the organlzation.

il v) Amount paid
(i) Name and address of individual ) ) n(m b {iv) Gross receipts tg(:. Eg.- retalneg by) {vi) Amount paid
or entity {fundraiser) (i) Activity Rava custod from activity fundralser to {or retained by)
canBLGana? llsted in col. (i) organization
Yes | No
Total i e D
3 Llst all states in which the organization Is registered or licensed to salicit contributions or has been notified it Is exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2016
632081 D3-12-15
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Schedule G (Form 890 or 930-E7) 2016 International Rett Syndrome Foundation 31-1682518 pagez
Fundraising Events. Complete if the organization answerad *Yes" on Form 890, Part IV, line 18, or reported more than $15,000
of fundralsing event contributions and gross income on Form 990-E7, fines 1 and Bb, List events with gross receipts greater than $5,000.

{a) Event #1 {b) Event 42 (c) Other events {c) Total events
New York (add col. {a) through
Event Corpus Golf col. (<)

@ {event type) {event type) {total number) ’

pu |

[y

j:; 1 Grossreceipts | . ... 318,357, 279,447, 1,869,564.] 2,467,368.
2 lLess:Contributions . . ... 282,312, 186,037. 1,781,162, 2,249,511.
3 _Grossincome {line1 minusling2) ... 36,045, 93,410, 88,402. 217,857,
4 Cash prizes
5 Noncashprizes . . . ..

8

E 6 Rentffacilitycosts ... 16,200. 32,569. 124,301, 173,070,

i

B|7 Foodandbeverages . 26,758, 76,705, 103,463.

&
8 Entertalnment | . 5,834, 14,8132. 20,646.
g OCtherdirectexpenses ... 38,887, 108,449, 241,422, 388,758,
10 Direct expense summary. Add fines 4 through 9 In column {d) ... . > 685,937.
11 _Net income summary. Subtract line 10 from line 3, column (d) ... » -468,080.

Part il

Gaming. Complete if the organization answered "Yes* on Form 990, Part IV, line 19, or reported more than
$15,000 on Farm 990-EZ, line Ba.

{b) Pull tabs/instant (d} Total gaming (add
g (a) Binga bingo/progressive bingo {e) Other gaming col. (a) through col. {c))
5
o
1 Grossrevenue . ............................
w|2 Cashprizes ...,
o
&
:% 3 Nongashprizes ... ...
k3]
£|4 Rentfacilitycosts . .
fa]
5 Otherdirectexpenses ...
LI ves ¢ |L_1 ves % |L_| Yes %
& Vounteerlabor . | INo o Cdno
7 Direct expenss summary. Add lines 2 through S incolumn (d} . ...~ »
8 Net gaming income summary. Subtract ling 7 fram line 1, column {dY .....oooovveiiieee »

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

a s the organization licensed to conduct gaming activitles in each of these states? . L_lves [_Ino
b If "No," explain;

10a Were any of the organization's gaming licenses revaked, suspended, or terminated during the tax year?
b If “Yes," explain:

L Ives T ] No

532082 09-12-16 Schedule G (Form 990 or 990-EZ) 2016
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Schedule G (Form 990 or 990-E7) 2016 International Rett Syndrome Foundation 31-1682518 Page3

11 Does the organization conduct gaming actlvities with nonmembers?, . L lves [_INo
12 |s the organization a grantar, beneficlary or trustee of a trust, or a member of a partnership or other entity formed
to administer charitable GMING? ._...._...............oooooooeeooo [Tves [Ino

a The organization’s facility

............................................................................................................................................. 13a %
b An autside facility 13b %
14 Enter the name and address of the person who prepares the arganization's gaming/special events books and records:
Name
Address p-
15a Does the organization have a contract with a third party irom whom the arganization receives gaming revenue? L ives [ No

b If "Yes," enter the amount of gaming revenue recelvad by the organization b
of garring revenue retained by the third party - $
¢ If "Yes," enter name and address of the third party:

and the amount

Name p

Address p

16 Gaming manager information:

Name p

Gaming manager compensation = 5§

—— e —————

Description of services pravided

I:[ Director/ofiicer |:| Employee [: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 Qaming IOBNSET ... soeeseese e Llves [ Ino
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 - §

|Péift lVI Supplemental Information. Provide the explanations required by Part |, fine 2b, columns {iii) and (v); and Part |1l, lines 9, 9b, 10b, 155,
15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions

632083 09-12-16 Schedule G (Form 990 or 980-EZ) 2016
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Schedule G {Form 990 or 990-E7) International Rett Syndrome Foundation 31-1682518 Page 4
[Part IV.] Supplemental Information (continved)

s30084 Schedule G (Form 990 or 990-EZ)
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16220620 758989 06125.0

SGHEDULE J Compensation Information
(Form 990) Far certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees
P Complete if the organization answered “Yes" on Form 990, Part IV, line 23.
Departmant of the Treasury P Attach to Form 990.

Internal Revenue Service P Information about Schedule J {(Form 990) and its instructions is at www.lrs.gov/form890,

OME No, 1845-0047

2016

‘ Oﬁén:td I;’ubiic :
i .

International Rett Syndrome Foundation 31-1682518

Name of the organization Employer identlf’ cation numher

I_F'artl | Questions Regarding Compensation

1a Check the appropriate box{es) if the organization pravided any of the following to or for a person listed on Form 990,
Part VII, Section A, line 1a. Complete Part [l to provide any relevant information regarding these iterns,
First-class or charter travel ] Housing allowance or residence for personal use
|:| Travel for companions |:| Payments for business use of personal residence
Tax indemnification and gross-up payments Health or soctal club dues or initiation fees
(I Discretionary spending account Parsonal services (such as, mald, chauffaur, chef)

b If any of the boxes on line 1a are checked, did the erganization follow a written policy regarding payment gr

reimbursement or provision of all of the expenses desaribed above? If "No,” complete Part |1 to explain, .

2 Did the organization require substantiation prier to relmbursing or allowing expenses incurred by all directars,
trustees, and officers, Including the CEOQ/Executive Director, regarding the items checked on line 1a?

3 Indicate which, If any, of the fallowing the filing organization used to establish the compensation of the arganization's
CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEOQ/Executive Director, but explain in Part I

Compensation committee |:| Written employment contract
1] Independent compensation consultant xX] Compensation survey or study
X1 X1 Form 980 of other organizations X1 Approval by the board or compensation committee

4 During the year, did any person listed on Form 890, Part VI, Section A, line 1a, with respect to the filing
organization or a related organization:

a Receive a severance payment or change-of-control payment?
Participate In, or recelve payment from, a supplemental nongualified retirement plan?
¢ Participate In, or receive payment from, an equity-based compensation arrangement?

If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part Ik

o

Only section 501(c)(3), 501(c){4), and 501(c){29) organizations must complete lines 5-9,

5 For persons listed on Form 980, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of;

8 The organIZatONT . ittt eeeee et
b Any related organization?
If “Yes" on line 5& or 5b, describe in F’art II!
6 For persons lIsted on Form 890, Part VI, Section A, line 1a, did the arganization pay or accrue any compensation
contingent on the net eamings of:
8 THE OFGARIZEHONT | it eeeseeeeseeseee e ssee et st et e st ee et e e e e eee oo e e ee oo
b Any related organization? .
If “Yes" on line Ba or 6b, describe in Part III
7 For persorts listed on Form 890, Part VI, Section A, line 1a, did the organization provide any nonfixed payments
not described on fines 5 and 67 If “Yes," describeinPart Il . .
8 Were any amounts reported on Farm 990, Part VI, paid or accrued pursuant to a contract that was suhiect to the
Initial contract exception described in Regulations section 53.4858-4(a)(3)7 If "Yes," describe In Part |||
8 If"Yes" on line B, did the organization also follow the rebuttable presumption pracedure described in
Regulations sectlon 53.4958-6(c)? .

No

Yes

4a

4b

4c

LHA For Paperwork Reduction Act Notice, see the lnstructlons for Form 990 Schedule J (Form 990} 2016

632111 08-09-16

41

2016.03050 Internationmal Rett Syndrome 06125 01



91-60-60 211gEQ

(Y
610z {066 Wiod) 1 2|npayas ]
!
n
{u}
0]
1]
()]
m
)
(m
)]
()
)]
T]]
{1
m
(1}
T}
(1
(m
U]
m
0]
{n)
n
]
0]
(]
m
{1}
m
0 0 ‘0 "0 "0 ‘0 0 {m To57390 SoUeToE 3oTH0
0 ‘651’652 ‘10% *095'¢2 0 ‘0 “26T'95z7 |W AYSUTWEY weas3E (1)
uojjesuadwos uoljesuadiog
066 Wwod Joud uo d ajgenodal aAnuany) uopesuadion aniL pue awep ()
pausjep se payodal Qe " MMW_MMMM ._M._M.M a0 () 2 snuog (1) aseq (1)
aring s)jauaq

{g) uwnoa u)
uopesuadwos ()

suwMoo Jo [=jel (3)

ajqexejuoN (@)

pue juawamay (9)

uojesuaduwios DSIN-BBD L 0/PUE Z-Ah JO umopesig (g)

“[EnpiaIpUI JBUL 40} Sjuncwe (3) pue ()

(I} MOJ UO ‘SUBNIDNSU] BUYE V) pagLIosap

uin|oa s[gedydde ‘el auy 'y UORDSS '||A VB ‘066 WO O JUNOLE j2107 BU} Jenba 1snw [enpiajpul paTs)| Yoes o ()-0)(8) suwnjoo jo wins at), 310N

“liA HEd ‘066 WLIO-| UD pa)s|| 1,U8:8 Jeu} S|Enpiajpu; AU 3s)| Jou og

‘suppeziuebI0 pajejes o) pue (|} moa uo uopezuebio auyy woy uopesuadiuoo yodaa 'p ainpeyos uo payodal agq SN uojjesladiiod asoum [ENPIAPU UOES JoJ

‘papaau s| 9oeds [euUojippe §i s31doo a1e0)dnp agn "saako|dwg pajesuadwoy) jseub)y pue ‘saako|dwzg Aoy 'sesysnal 's10)0a41q ‘5482140 _ :34ed ﬂ

2 abEd

8TGZ8OT-T¢t

UOTJEpUNOd 8WOIPUAS 3389Y TRUOCTIBUISIUI

9102 (066 W04 [ sinpeuag



Mﬂ_ G1-60-50 ELLZER

ooz {066 tWwiod) [+ oInpayas

‘UDjELLLIC)U| [EUOIIPPE AuE Joj Hed Siu e3sidwon os|y °|) Ned Jo} pUE 'g PUE 'Z ‘g 'BQ ‘0G ‘BS ‘OF ‘QF 'Bf 'E ‘4L 'B| SBUI ‘| ME4 £0} paanbal suopdiasap Jo ‘uoheue)dxs ‘UOjBLICIL 8L SPIADIY

uonewaciu) jejuswaddng _.._= tmn_"_

€ abeg

B1GZ89T-1¢ UOTJEPUNOS SUWOIPUAS 3308 [PUOTJRUIDIUL 510z (066 W0 F S[poips



SCHEDULE M
{Form 990)

Department of the Trapsury
Intemal Aavenue Service

> Complete if the organizations answered "Yes" on Ferm 880, Part IV, lines 29 or 30.
P Attach to Form 990.

Narme of the organization

Noncash Contributions

CM8 No. 1845-0047

2016

. Open To Public

P information about Schedule M (Form 990) and its instructions is at www.lrs.gov/formggo. | = Inspection’.

Employer identification number

International Rett Syndrome Foundation 31-1682518
[Partl:| Types of Property
(a) (b) {c) (d)
Check If Number of Noncash contribution Methed of determining
epplicable | contributions or | amounts reported on noncash contribution amounts
items contributed| Form 890, Part VI, ling 1g
1 At-Worksaofart |
2  Art-Historical treasures L
3 At -Fractlonalinterests
4 Books and publications ...
5 Clothing and household goods
6 Carsandothervehicles
7 Boatsandplanes
8 Intellectual property
9 Securities-Fubliclytraded | X 3 16,486.8elling Price
10 Securities - Closely held stock
11  Securities - Partnership, LLC, or
trust Interests
12  Becuwrities - Miscellaneous ..
13 Qualified conservation contribution -
Histaric structures
14 Qualified conservatlon contribution - Other
15 Real estate - Residential
16 Realestate-Commercial . .. ...
17 Realestate-Other .. ... ...
18 Collectibles ...
18 Foodinventory ...
20 Drugs and medical supplies |
21 Taxldermy e
22 Historlcal arilfacts .. ...
23 Sclentific specimens
24  Archeological artifacts | .
25 Other P (Auction Items) X hH8 60,432 .FMV
26 Other P | )
27 Other P | )
28 Other P )
28 Number of Forms 8283 received by the arganization during the tax year for contributions
for which the arganization completed Form 8283, Part [V, Donee Acknowledgement . 29 0
Yes { No
30a During the year, did the organization recelve by contribution any property reported In Part |, lines 1 through 28, that it 1
must hold far at least three years from the date of the initial contribution, and which Isn't required o be used for R
exempt purposes for the entire holding PErIOA? ... ... .o 30a X
b If “Yes," describe the arrangement In Part |1 LRI H i B T
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions? 31 | X
32a Doas the organization hire or use third partles or related arganizations to solicit, pracess, or sell noncash
COMABLIMONET . e oeeeeeseesaesess s sssssessoe e eest et e e ee oo eeeee oo 32a| X
b If "Yes," describe in Part |I, il
33 If the organlzation didn't repart an amaunt in column (c} for a type of praperty for which caolumn (g} is checked,
describe in Part [}, S : i
LHA  For Paperwark Reduction Act Notice, see the Instructions for Form 980, Schedule M (Form 990) (2016)

632141 DB-23-16

16220620 758989 06125.0
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Schedule M {Form 890) (2016) International Rett Syndrome Foundation 31-1682518 Page 2

Part li| Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whethear the arganization

Is reporting in Part I, column (b}, the number of contributions, the number of items recelved, or a combinatian of both. Also camplete
this part for any additicnal information,

Schedule M, Line 32b:

We use a stock broker firm - to sell any stock donations.

832142 0B-23-16 Schedule M (Farm 880) {2016)

45
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. OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ

{Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 6

Form 990 or 890-EZ or to provide any additional information. =T

Department of ihe Traasury P Attach to Form 990 or 990-EZ. G -Open tO-PUbl_i_c ,

Intam=4 Revenua Servica P Infarmation about Schedule O (Form 990 or 950-EZ) and its instructions is atwww.irs.gov/form990. | ‘Inspection

Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518

Form 3830, Part I, Line 1, Description of Organization Mission:

life for those living with Rett Syndrome by providing information,

programs and services.

Form 990, Part VI, Section B, line 11b:

The organization emails the 990 to board members, asking for comments or

guestions before it is filed.

Form 990, Part VI, Section B, Line 12c:

Annually the entire board reviews the policy and a vote ig takem.

Additionally, when new members are elected they receive the policy and

acknowledge their agreement.

Form 990, Part VI, Section B, Line 15:

Used a recruiting firm to hire Chief Science Officer. They investigatied

compensation. We also benchmarked against other nonprofits on their

websites. Compensation is approved by the board.

Form 350, Part VI, Line 17, List of States receiving copy of Form 990:

OH,AL,C'I‘,IL,NJ,NY,PA,WA,CO,FL,GA,MIJ,MI,MS,M0,0R,VA,AK,CA,KS,KY,LA,ME,NH,NM

NC,ND,OK,RI,UT,WI,IN,AR,SC,TN,TX,WA

Form 990, Part VI, Section C, Line 19:

The governing documents of the organization are available on the Ohio

Secretary of State's website. The financial statements are available within

the annual report which is available upon regquest. The conflict of interest

LHA For Paperwark Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2016)
§32211 08-25-16
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Schedule O {Form 990 or 990-E7} (2016)

Page 2
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518
policy is available upon request.
Form 950, Part XI, line 9, Changes in Net Assets:
Change in Beneficlal Interest in Trust -50.

Form 990, Part XI, line 2c:

There were no changes to the process in the current year.

632212 0B-25-18
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