** PUBLIC DISCLOSURE COPY **

Return of Organization Exempt From Income Tax
Under section 501(c}), 527, or 4347(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 Go to www.irs.gov/Form980 for instructions and the latest information.

Form
(Rev. January 2020)

Dapartmant of the Treasury
Intermal Revenue Service

OME No. 1545-0047

2019

Open to Public
Inspection

A For the 2019 calendar year, or tax year beginning and ending
B Checkif C Name of organization D Employer identification number
applicable:
[ ]8%& | International Rett Syndrome Foundation
e Doing business as Rettsyndrome.org ' 31-1682518
EIL:E"&L Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
[ Jeeat, 4677 Devitt Drive 513-874-3020
e City or town, state or province, country, and ZIP or foreign postal code G Grossreceipts § 7,091,740.
Dmﬂm Cincinnati, QH 45246 H(a) Is this a group retum
(188" | F Name and address of principal officer: Melissa Kennedy for subordinates? | ]Yes No
i |same as C above H(b) Are ail subordinates inciudea? | Yes [ | No

| Tax-exempt status:

J Website: > Www . Tet tsyndrome.org

501(c)(3

501(c <

insert no.

4947(a)(1) or [ 527

If "No," attach a list. (see instructions)
Hic) Group exemption number B>

J_F_El__

K_Form of organization: Corporation [ | Trust [ | Association [ | Other B> | L Year of formation: 1.9 9 9] M State of legal domicile; OH
[Part1] Summary
o| 1 Briefly describe the organization's mission or most significant activities: TO fund research aimed at
g potential cures for Rett syndrome and to empower families through
2| 2 Checkthis box P |:[ if the organization discontinued its operations or disposed of more than 25% of its net assets.
g 3 Number of voting members of the goveming body (Part VI, line 1a) T |- 10
g 4  Number of independent voting members of the goveming body (Part Vi, line1b) 4 10
@| 5 Total number of individuals employed in calendar year 2019 (Part V, line 2a) 5 11
Z| 6 Total number of volunteers (estimate if necessary) . [ 500
g 7 a Total unrelated business revenue from Part VI, column (C), line 12 i |72 0.
b Net unrelated business taxable income from Form 990-T, line39 ... .| 7B 0.
Prior Year Current Year
o| 8 Contributions and grants Part VIIl, line1h) 4,174,598. 4,909,551,
£| 9 Program service revenue Part VIIl, line20) 1.. 115, 4,166.
% 10 Investment income (Part VIIl, column (A), lines 3, 4, and 7d) e 110,008. 154,956.
“| 11 Other revenue (Part VIll, column (4), lines 5, 6d, 8¢, 9¢, 10c, and 11¢) -637,167. -286,353.
12 Total revenue - add lines 8 through 11 (must equal Part VI, column (4). line 12) 3,648,554, 4,782,320.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-3) 2,107,367. 1,413,091.
14 Benefits paid to or for members (Part IX, column (A), line 4) 0. 0.
ol 15 Salaries, other compensation, employee benefits (Part IX, column (&), lines 510) 883,789. 811.871.
| 16a Professional fundraising fees (Part IX, column (&), line11e) 0. 0.
g. b Total fundraising expenses (Part [X, column (D), line 25} P> 258,130.
W1 17 Other expenses (Part [X, column (8), lines 112-11d, 11£:24¢) 615,118, 673,147.
18 Total expenses. Add lines 1317 (must equal Part IX, column (A), line 25) 3,606,274. 2,898,1089.
__ | 19 Revenue less expenses. Subtract line 18 from line 12 42,280. 1,884, 211,
“g Beginning of Gurrent Year End of Year
TS 20 Total assets (Part X, line 16) 5,:507,933; 6,238,495.
21 Totalliabilities (Part X, line26) 3,466,658, 1,953,212,
22 Net assets or fund balances. Subiract line 21 from line 20 _...._.... 2,041,275, 4,285,283.

Part Il

Signature Block

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

b LU LAR P sy Y Reeeg 7 ZoZo
Sign Signaturéof officer ' P i . Date F7d
Here } Melissa Kennedy, Executivé Director v
Type or print name and title

Print/Type preparer's name Prefiarer's signatyre ' Date Check [ ]| PTIN
Pad  [Paula Hume @% %4,__4_ May 08, 2029 v snpops 00537516
Preparer |Fim'sname p Barmes, Dennig & Co.{ LTD Firm'sENp 31-1119890
Use Only | Firm'saddressp. 150 East Fourth Street

Cincinnati, OH 45202

Phoneno.(513)241-8313

May the IRS discuss this retum with the preparer shown above? (see instructions)

832001 01-20-20

@Yes DNO

LHA For Paperwork Reduction Act Notice, see the separate instructions.

Form 990 (2019)

See Schedule O for Organization Mission Statement Continuation



Form 990 (2019) International Rett Syndrome Foundation 31-1682518 page?2
aternent of Program Service Accomplishments
Check if Schedule O contains a response or note to any line inthisPart Il [
1  Briefly describe the organization’s mission:
To accelerate full spectrum research to cure Rett syndrome and empower
families with knowledge and connectivity.

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

prior FOrm 980 0r990-EZ2 e seeeeseeeeseasseseeeeseseesseesesssseseessesessesereeneee 1 Yes [X]No
If "Yes," describe these new services on Schedule O.
3  Did the organization cease conducting, or make significant changes in how it conducts, any program services? [¥es No

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

4  Describe the organization's program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501(c}(4) organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reported.

4a  (code: ) {Expenses § 1,861,284. incudnggansors 1,413,091, ) (Revenues 4,697.)
Our commitment to finding treatments and a cure for Rett syndrome
compels us to advance cutting edge research. Through our research
programg we fund basgsic, translational and neuro-habilitation research
grants throughout the world. We fund post-doctoral researchers, host
science symposia to allow for discussions and networking of the world's
Rett experts. We fund compound development directly through financial
support of high throughput screening systems as well as financially
supporting clinical trials. We work to expand access to high gquality
treatments and care in our support of the Natural History Study, and by
sponsoring a national learning collaborative geared toward definition
and spread of evidence-based care of patients with Rett syndrome

4b  (Code: ) (Expenses $ 542 7 790. including grants of § ) (Revenua s )
We empower families through our robust educational programming,
consisting of free monthly webinars covering health care topics of
interest to families, as well as 4 in-person regional education days.
We provide 24/7/365 access to 2 staff members who are devoted to family
engagement. We provide educational materials for families,
caregivers, schools and therapists. We advocate to federal officials,
keeping Rett syndrome on the list of funding priorities. We work with
industry in the design of clinical trials, ensuring the clinical trial
environment is family centered. We support a network of clinics in
North America that is building guidelines for clinical care, making
those guidelines available to families as they work with their child's
care team, ensuring they are receiving appropriate care.

4c  (Code: ) E 5 including grants of § ) (Revenue $ ]

4d Cther program services (Describe on Schedule O.)

{Expenses $ including grants of § ) (Revenue § )
4e Total program service expenses 2,404,074.
Form 990 (2019)
832002 01-20-20
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Form 990 (2019) International Rett Syndrome Foundation 31-1682518  page3
| Part IV | Checklist of Required Schedules

Yes | No
1 Isthe organization described in section 501(c)(3) or 4347(g)(1) (other than a private foundation)?
If "Yes," complete Scheduie A .. . - 1 | X
2 Isthe organization required to oomple'ce Schedu]'e B, Schedule afConmbuiors" w el X
3 Did the organization engage in direct or indirect political campaign activities on behalf of orin OppOSItIDI'I to candlda'tes fer
public office? Jf *Yes,* complete Schedule C, Part! ... ... 3 .S
4 Section 501(c)(3) organizations. Did the organization engage in Iobbymg actwrtles or have a sectson 501 {h) eIactmn in effec’t
during the tax year? f *Yes, " complete Schedule C, Part i ... . La X
§ Isthe organization a section 501(c){4), 501(c)(5), or 501(c)(6) orgamza‘tlon that receives membershlp dues as.sessments or
similar amounts as defined in Revenue Procedure 88-197 f "Yes," complete Schedule C, Part il 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors ha\re the nght 10
provide advice on the distribution or investment of amounts in such funds or accounts? "Yes, " complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? Jf "Yes," complete Schedule D, Part Il . T Dl L X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assatS‘? ,tf "Yas . compiete
Schedule D, Part il . |8 X
9 Did the organization report an amount in Part)( I|ne 21 for escrow or cus*tod |aj accc:unt Ilabillty serveas a custodsan for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
If "Yes," complete Schedule D, Part |V .. 9 X
10 Did the organization, directly or through a rela'ted orgamzanon hoid assets in doncr-restncted endowments
or in quasi endowments? |f "Yes," complete Schedule D, Part V. o 10 | X
11 If the organization’s answer to any of the following questions is "Yes." then oomplete Schedule D Par‘ts \.-'I \.r‘II VIII I)r; or x
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," complete Schedule D,
PartVl ... _ R I i X
b Did the orgamzatqon report an arnnunt for mves-m'lents o‘lher secuntles in Part X, ||ne 12 that is 5% or more of |ts toial
assets reported in Part X, line 162 /f "Yes, " complete Schedule D, Part VIl ... . |11B X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of m 10tal
assets reported in Part X, line 162 if "Yes, * complete Schedule D, Part VIll ................ i L 11e X
d Did the organization report an amount for other assets in Part X, line 15, that is 5% or more of rtsto‘ta] assets reported in
Part X, line 167 ff “Yas,” complete Schedule D, Part IX _ \ S [ X
e Did the organization report an amount for other hab:lmes in Part X, llne 25‘7 ,‘f 'Yes, compfeta Schedu,‘e D, pa;t x S I b (] X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? /f "Yes," complete Schedule D, Part X ... | 11| X
12a Did the organization obtain separate, independent audited financial statements for the tax year? "Yes," complete
Schedule D, Parts Xi and Xl .. WOS———— |l
b Was the organization |ncluded in consolndated mdependent audlted ﬁnancsal s1aternen‘ts fcnr 'rhe tax year'?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts X1 and XIl is optional ... 12b X
18  Is the organization a school described in section 170B)1)(A)E)? i "Yes," complete Schedule € ... |13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? | 449 X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? [f "Yes," complete Schedule F, Parts | and IV .. " e, |10 | X
15 Did the organization report on Part IX, column (A), line 3 more than SS DOO ofgrants or other ass:smnca tc or for any
foreign organization? Jf *Yes," complete Schedule F, Parts land IV ... .. s I8 XK
16  Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grarms or other assustance to
or for foreign individuals? ff "Yes, " complete Schedule F, Parts il and IV . i (- X
17  Did the organization report a total of more than $15,000 of expenses for pwofessional fundrarsmg services on Pa:t [x
column (A), lines 6 and 11e? Jf “Yes," complete Schedule G, Part | _ L LT X
18 Did the organization report more than $15,000 total of fundraising evem gross income and oontHMMns on Part \.ﬂll !:nes
1cand 8a? if "Yes," complete Schedule G, Partlf ............... corvereree | 18 | X
19 Did the organization report more than $15,000 of gross income from gammg actwmes on Part VIII Ime Qa'? ;f "Yes
complete Schedule G, Partill .............. T & | X
20a Did the organization operate one or more hosmal facilities? If “Yes camplete Schedufe H s P T ON T i ! X
b If "Yes® to line 20a, did the organization attach a copy of its audited financial statements to th|s retum" e e, | 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part [X, column (A), line 1? /f "Yes, " complete Schedule |, Parts land ll ... ... o 21 | X
932003 01-20-20 Form 980 (2019)
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Form 990 (2019) International Rett Syndrome Foundation 31-1682518  page4
Checklist of Required Schedules (ontinued)

Yes | No

22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 22 ff "Yes, * complete Schedule |, Parts land ill ............ . e |22 X
23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensa‘tuon of ﬂ"ne organnzatnon s current
and former officers, directors, trustees, key employees, and highest compensated employees? Jf "Yes, " complete
Schedule J . 23 | X
24a Did the crganlzartlon have a tax exempt bond issue wrth an outstandlng pnnmpa] amount of more ‘rhan $100 000 as of the
last day of the year, that was issued after December 31, 20027 Jf "Yes, " answer lines 24b through 24d and complete
Schedule K. If "No," go to line 25a _.
b Did the organization invest any proceeds oftax exempt bonds bayond a temporary penod exceptlon'? il
c Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? i
d Did the organization act as an "on behalf of“ issuer tor bonds outstandmg at an\_.r t:me dunng the year? o e
25a Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage in an excess beneﬁt
transaction with a disqualified person during the year? J "Yes, " complete Schedule L, Parti ...
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 980-EZ? ff "Yes," complete
Schedule L, Part! .................
26 Did the organization report any amount on Part X Itne 5 or 22 for recervables f'rcm or payables to any current
or former officer, director, trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons? I "Yes, " complete Schedule L, Part Il
27 Did the organization provide a grant or other assistance to any current or former officer, director, trustee, key employee
creator or founder, substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled
entity (including an employee thereof) or family member of any of these persons? "Yes," complete Schedule L, Partllf ... | 27 X
28 Was the organization a party to a business transaction with ane of the following parties (see Schedule L, Part IV
instructions, for applicable filing thresholds, conditions, and exceptions):
a A current or former officer, director, trustee, key employee, creator or founder, or substantial contributor? If

FOEE ER

i
b4

s
b

"Yes," complete Schedule L, Part IV , ettt e, | 288 X
b Afamily member of any individual described in ine 2827 f *Yes,* complete Schedule L, Part IV ... |28b X
€ A 35% controlled entity of one or more individuals and/or organizations described in lines 28a or 28b? If
“Yes,* complete Schedule L, Part IV ... - i | X
29 Did the organization receive more than $25 000 in non-cash contnbutlnns? J'f 'Yes, aomp.tete smedure | I~ X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? Jf *Yes,* complete Schedule M . — e, |30 X
31 Did the organization liquidate, terminate, or dlssol\re and cease oparatmns" ,ff -yes compfete Schedu.‘e N Part ; __________________ 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? /f "Yes, " complete
Schedule N, Part il ............... R & . X
83 Did the organization own 100% oi an en'trty drsregarcied as saparate from 1he arganlzatlon under Heguia’uons
sections 301.7701-2 and 301.7701-3? Jf "Yes," complete Schedule R, Part! ... ... SRRSO I X
34 Was the organization related to any tax-exempt or taxable entity? /f *Yes, " compiete Schedu{e R Par: H .‘ﬂ or IV, a.nd
PartV,line 1 ... T T X
35a Did the organization have a controlled entnty wd:hm the meaning of sectlon 512([1-}{13}" . | 85a X
b If "Yes" to line 353, did the organization receive any payment from or engage in any transaction wrti-n a controi!ed entrty
within the meaning of section 512(b)(18)? Jf "Yes," complete Schedule R, Part V, line 2 . . | 85b
36 Section 501(c){3) organizations. Did the organization make any transfers to an exempt non- charrtable related organnzajnon‘?
If "Yes," complete Schedule R, Part V, line 2 . R, | |
37 Did the organization conduct more than 5% of rts actn.-mes through an entnty 1ha1 is not a related organnzatlun
and that is treated as a partnership for federal income tax purposes? if *Yes, " complete Schedule R, Part Vi ................... | 27 X
38 Did the organization complete Schedule O and provide explanations in Sehedule O for Part VI, lines 11b and 187
Note: All Form 990 filers are required to complete Schedule O _ S | B |
[PartV]| Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains aresponse ornoteto any ling inthisPart V. o ]
Yes | No
1a Enter the number reported in Box 3 of Form 1096, Enter -0 if not applicable 1a 29
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable e 1B 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prizewinners? ..o | Te | X
932004 01-20-20 Form 990 (2019)
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Form 990 (2019) International Rett Syndrome Foundaticn 31-1682518 page5
|Part V| Statements Regarding Other IRS Filings and Tax Compliance (ontinusd)

Yes | No
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, ’ |
filed for the calendar year ending with or within the year covered by thisreturn 2a 11
b If at least one is reported on line 2a, did the organization file all required federal employment tax retums'? ______________________________ o | X
Note: If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (seeinstructions) . ... ... .

3a Did the organization have unrelated business gross income of $1,000 or more during the year? .. . 3a X
b If *Yes," has it filed a Form 990-T for this year? |f "No" to line 3b, provide an explanation on Schedule O — | 3b

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a

financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a X
b If “Yes," enter the name of the foreign country B>
See instructions for filing requirements for FINGEN Form 114, Report of Foreign Bank and Financial Accounts (FEAR).

Sa Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? =~~~ 5a X
b Did any taxable party notify the arganization that it was oris a party to a prohibited tax shelter transaction? | 5h X
¢ If "Yes" to line 5a or 5b, did the organization file Form 8886-T7 S5c

6a Does the organization have annual gross receipts that are normally greater 1han $1 00 000 and dnd the organlzarbon SOIICI‘I

any contributions that were not tax deductible as charitable contributions? Ba X
b If "Yes," did the organization include with every solicitation an express statement that such contnbutluns or gifts
werenottaxdeductible? e e ee e B

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

a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? NP I -
< Did the organization sell, exchange, or otherwise dispose of tangible personal property for which !t was requu'ad

to file Form 82827 ........c.ccceeeiicienincns ST T T it 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year . el
e Did the organization receive any funds, directly or indirectly, to pay premlums ona personal beneﬁt contract? | T7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? O I i | X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? _ | 79 | N/R
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h N/ A

8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year?
9 Sponsoring organizations maintaining donor advised funds.
a Did the spansering crganization make any taxable distributions under section 49667 N/A 9a
b Did the sponsering organization make a distribution to a donor, donor advisor, orrelatedperson? _ N/A | op
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part Vil line12 . N/A  |10a
b Gross receipts, included on Form 990, Part VIIl, line 12, for public use of club facilites | 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders . N/A
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.) I 11b
12a Section 4947(a)(1) non-exempt charltable trusts ls ma organlzatlon ﬁlmg Form 990 in Ineu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year _____ N/A.. Iizb [
13 Section 501(c){29) qualified nonprofit health insurance issuers.
a s the organization licensed to issue qualified health plans in more thanonestate? ... N/A |13a
Note: See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the

N/A | 8

organization is licensed to issue qualified heatthplans ...~ | 13b
¢ Enter the amount of reserves on hand __ . g ' 13¢
14a Did the organization receive any payments for mdoor tannlng services dunng l'he tax year'? sl 4 | 14a X
b If "Yes," has it filed 2 Form 720 to report these payments? Jf “No," provide an explanation on Sched‘u.fe O T & _ |
15 Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or
excess parachute payment(s) during the year? T A S s ssspe oy L T X
If "Yes," see instructions and file Form 4720, Sdledu!e N
16 s the organization an educational institution subject to the section 4968 excise tax on net investment income? 16 X

If “Yes." complete Form 4720, Schedule O.

Form 980 (2019)

932005 01-20-20
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Form 980 (2019) International Rett Syndrome Foundation 31-1682518 pageb
| Part VI | Governance, Management, and Disclosure ror each "Yes® response to lines 2 through 7b below, and for a “No* response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes on Schedule O. See instructions.

Check if Schedule O contains a response or note to any line in this Part VI
Section A. Governing Body and Management
Yes | No

1a Enter the number of voting members of the govemning body atthe end of thetaxyear | 1a 10
If there are material differences in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committee or similar committee, explain on Schedule 0.

b Enter the number of voting members included on line 1a, above, who are independent 1b 10

2 Did any officer, director, frustee, or key employee have a family relationship or a business I'elahOﬂSh]p with any other
officer, director, trustee, or key employee?

3 Did the organization delegate control over management dutlas custamanly performed by or under the drrect supenrlsmn
of officers, directors, trustees, or key employees to a management company or other person?

N
e

4 Did the organization make any significant changes to its goveming documents since the prior Form 990 was filed?
5§ Did the organization become aware during the year of a significant diversion of the organization's assets?
6 Did the organization have members or stackholders?
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or
more members of the governing bady? . s || 09
b Are any governance decisions of the organization reeerved to (or suh}ec*t to appruval byj members. stockholders or
persons other than the goveming body? .
8 Did the organization contemporaneously document the mee‘angs held or wrrrterl acnnns undertaken dunng the year hy the fo[iowing
a The governing body? i 8a
b Each committee with aufnonty to act on I::-ehalf ofthe gnvernmg body'? e 1180 X
9 s there any officer, director, trustee, or key employee listed in Part VI, Section A, whc cannot be reached at 1:he

organization's mailing address? ﬁ"YgLWMmm;&mmo e X
Section B. Policies (This Section B requests inform

fion &l

Yes | No
102 Did the organization have local chapters, branches, or affiliates? ... ... |10 X

b If "Yes," did the organization have written policies and procedures goveming the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization's exempt purposes? .. 1 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before f !lng the form" 11a
b Describe in Schedule O the process, if any, used by the organization to review this Form 990,
12a Did the organization have a written conflict of interest policy? "No," go to line 13 . i 1 122
b Were officers, directors, or trustees, and key employees required to disclose annually interests that cnulc! gn.re rise m cunﬂacts‘-" __________________ 12b
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? if "Yes," describe
in Schedule O how this was done .............. B T T | b -
13 Did the organization have a written whistieblower puhcy" | B
14 Did the organization have a written document retention and destructlon pol my? _________________________________________________________________ 14
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contempaoraneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official e | 15a
b Other officers or key employees of the organization
If "Yes" to line 15a or 15b, describe the process in Scheduie 0 (see |nsiruct|ons}
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year? . =y . | 16a X
b If "Yes," did the organization follow a wrrtten polncy or prncedure requmng the organlzatlon to e\raluate rts partrcu patlon
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's
exempt status with respect to such arrangements? ... .. |4gp
Section C. Disclosure
17  List the states with which a copy of this Form 990 is required to be filed BOH ,AL,CT, IL,NJ,NY,PA,WA,CO,FL,GA,MD
18  Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A, if applicable), 990, and 980-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
@ Own website @ Another’'s website @ Upon request D Other (expiain on Schedule (o)}
19  Describe on Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available o 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 B
Brittney Gibson - 513-874-3020

4600 Devitt Drive, Cincinnati, OH 45246
932008 01-20-20 See Schedule O for full list of states Form 990 (2019)
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Form 990 (2019) International Rett Syndrome Foundation 31-1682518 page7
| Part Vll| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note to any line in this Pant VIl . D

Section A. _Officers, Directors, Trusiees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax year.
® |jst all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D}, (E), and (F) if no compensation was paid.
@ | ist all of the organization’s current key employees, if any. See instructions for definition of "key employee.”
@ | ist the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who received report-
able compensation (Box S of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

@ |ist zll of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.

@ List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
See instructions for the order in which to list the persons above.

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

(A) (8) ©) (D) (3] (F)
Name and title Average | o Posiion oo Reportable Reportable Estimated
hours per | bex, unless person is both an compensation compensation amount of
week officer andl 3 descior/mustes) from from related other
(istany | & the organizations compensation
hoursfor |3 | _ = organization (W-2/1099-MISC) from the
related | |3 = (W-2/1099-MISC) organization
organizations| £ | 2 =4 and related
below | § 5| S |25 = organizations
ling) E|§|E |52
(1) Steve Tomes 1.00 =
Trustee X 0 - 0 . U .
{2) John Foard 1.00
Trustee - Left 6/30 X 0. 0 0.
(3) Beth Parnum 1.00
Trustee X 0. 0. 0.
(4) William Babiarz 1.00
Trustee 5.4 0. 0. 0.
(5) Jospeh Horrigan, MD 1.00
Trustee - Started 7/1 X 0. 0. 0.
(6) Lisa Monteggia, PhD 1.00
Trustee - Started 7/1 X 0. s 0.
(7) David Pass, PharmD 1.00
Trustee - Started 7/1 X 0. 0. 0.
(8) Mitch Eleske 1.00
Trustee - Started 7/1 X 0. B 0.
(9) Christian McMahan 1.00
Vice Chair X 0. 0. 0
(10) Gordon Rich 2.00
Treasurer/Secretary X 0. 0. 1
{11) Peter Wnite 2.00
Board Chair X 0. e 0.
{12) Melissa Kennedy 50.00
Executive Director X 165,908. 0. 0.
932007 01-20-20 Form 990 (2019)
7
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Form 990 (2019) International Rett Svndrome Foundation 31-1682518 Page8
| Part Vil | section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B8) (€) @) (E) (F)
Name and title Average | o POSHON anone Reportable Reportable Estimated
NoUrs per | box, unless person is bath an compensation compensation amount of
week officer and a director/trustee) from from related other
(istany | = the organizations compensation
hoursfor | £ - organization (W-2/1099-MISC) from the
related | £ | & 2 (W-2/1089-MISC) organization
organizations| | £ | |2 |E and related
below E| -§ = _E = - organizations
i) |E|E|E|5 |55

B SUBTOTAL ,......o.ooo oo 165,908. 0. 0.
¢ Total from continuation sheets to Part VII, Section A ___ 0. 0. 0.
d Total {add lines 1b and 1¢) _ 165,908, 0. 0.

2 Total number of individuals (i nc!udlng but not Iummad to 'those I:sted above) who received more than $100,000 of reportable

compensation from the organization B> 1

Yes | No

3  Did the organization list any former officer, director, trustee, key employee, or highest compensated employee on

line 1a? Jf *Yes,* complete Schedule J for such individual - X
4  For any individual listed on line 13, is the sum of reportable compensabon and other compensatlon from the orgamza‘tlon

and related organizations greater than $150,000? f "Yes,* complete Schedule J for such individual - e | 4| X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or mdmdua] for services

rendered to the organization? Jf Yes " complate Schedule J forsuchperson oo | 5 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) ()
Name and business address NONE Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization P> 0

Form 990 (2019)

832008 01-20-20
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Form 990 (2019) International Rett Synmdrome Foundation 31-1682518 Page9
[PartVill | Statement of Revenue
................................ s []

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

A (B) © D)
Total revenue Related or exempt Unrelated Revenue excluded
function revenue |business revenue| from tax under
sections 512 - 514
% 1 a Federatedeampaigns . |1a
& b Membershipdues . |1ib
e ¢ Fundraisingevents _ |de 1,573,018,
% d Related organizations _______ [1d
g e Government grants (contributions) |1e 528,881,
é £ All other contributions, gifts, grants, and
2 similar amounts not included above | 1f 2,807,652,
s g Noncash contributions included in lines 12-11 | 19($
3 h Total. Add lines 1aAf ... N—— | = 4,909,551,
Business Code
@ 2 5 Conference Registration 611710 4 166, 4,166,
Sd b
] c
£ d
i
o e
a f All other program service revenue
g Total. Addlines2a2f . ... P 4,166,
3  Investment income {including dividends, interest, and
other similaramounts) . ... b 20,649, 90,649,
4 Income from investment of tax-exempt bond proceeds P>
5 Roval®s .. o i s s m DB
() Real (i} Personal
6 a Grossrents s, |82
b Less: rental expenses _ |6b
¢ Rental income or (loss) 6c
d Netrentalincomeor(oss) ... B
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory |7a| 1,933,013,
b Less: cost or other basis
9 and sales expenses 7b| 1,868,706,
8| ¢ Ganor(oss) . |7c 64,307,
& o Netgainof(e88), s e s i, e ecaeseces | 3 64,307. 64,307.
E 8 a Gross income from fundraising events (not
] including $ 1,573,018, of
contributions reported on line 1¢c). See
PAENCBieI8) vnnnnune |88 151,808.
b Less:directexpenses | ... ... .. [|8b 440,714.
¢ Netincome or (loss) from fundraisingevents .. | 3 -288,906. -288,906,
8 a Gross income from gaming activities. See
PatlV,line19 ... |92
b Less:directexpenses .. ... [9b
¢ Net income or (loss) from gaming activities |
10 a Cross sales of inventory, less retums
andallowances . ... 1 2,022,
b Lessicostofgoodssold 1% 0,
c Netincome or (oss) from sales of inventory ... P> 2,022, 2,022,
R Business Code
E 11 a Consulting Income 900099 531, 531,
E b
5 c
= d Allotherrevenue ...
e Total. Addlines11a11d ... P> 531.
12 Total revenue. Seeinstructions ... B 4,782,320, 4,697, 0. -131,928.
532009 01-20-20 Form 990 (2019)
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Form 990 (2019) International Rett Syndrome Foundation 31-1682518 page 10
[Part IX | Statement of Functional Expenses
Section 501(c)(3) and 501 (c)(4) organizations must complete all columns. All other organizations must complete column (A).
Check if Schedule O contains a response or note to any lineinthisPart IX . .. s s i |:]
Do not include amounts reported on lines 6b, Total e‘fgenses Prograﬁlsenrice Managéncn{ent and Funcgn?eﬁsing
7b, 8b, 9b, and 10b of Part VIIl. exXpenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 1,040,581. 1,040,581.
2 Grants and other assistance to domestic
individuals. See Part IV, line22
3 Grants and other assistance to foreign
organizations, foreign govermments, and foreign
individuals. See Part IV, lines 15and 16 312,510 372,510,
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 165,908. 135,775. 19,658. 10,475.
6 Compensation not included above to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4858(c)(3)(B)
7 Othersalariesandwages 577,588 472,655, 68,197. 36.,704.
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions) K O 5 3,075. 682.
9 Otheremployeebenefits 8,137. 6,659. 964. 51.4.
0 Poyollboed ooovamammasmaisisisig, 56,513. 46,249. 6,696. 3,568.
11 Fees for services (nonemployees):
a Management 20,812. 20,812.
b Legal 1,549. 1,549.
¢ Accounting . 30,332. 30,332,
d Lobbying i, N
e Professional fundraising services. See Part |V, line 17
f Investment managementfees
g Other. (If line 11g amount exceeds 10% of line 25,
column (A) amount, list line 11g expenses on Sch 0.) 202 ,466. 119,085. 20,000. 63,381.
12 Advertising and prometion
13 Officeexpenses Tdab 9l 35,125 . 7,980. 28,486.
14 Information technology 115.936. 43,389. 16,127, 56,420.
15 Royalties | .
16 Occupancy
17 Travel 118,619. 112,083. 5,895. 641.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings
20 Interest oo
21 Paymentsto affiliates
22 Depreciation, depletion, and amortization
28 Insurance oo 5,577, 2 5T+
24  Other expenses. Itemize expenses not covered
above (List miscellaneous expenses on line 24z, If
line 24e amount exceeds 10% of line 25, column (A)
amount, list line 242 expenses on Schedule 0.)
a Miscellaneous 105,265. 16,888. 31,436. 56,941.
b Bad Debt Expense 1,000. 1,000.
[+
d
e All other expenses
25 Total functional expenses. Add lines 1 through 24e 2,898,109. 2,404,074, 235,905. 258,130.
26 Joint costs. Complete this line enly if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check here b |:| if following SOP §8-2 [ASC 958-720)
932010 01-20-20 Form 990 (2019)
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Form 980 (2019)

International Rett Syndrome Foundation

31-1682518 page 11

[ Part X | Balance Sheet

932011 01-20-20

13200505

5 i |

758989 06125.T 2019.03041

INTERNATIONAL RETT SYNDRO 06125.T1

Check if Schedule O contains a response or note to any line in this Part X e Re————
(A) (B)
Beginning of year End of year
1 Cash - non-interest-bearing 1
2 Savings and temporary cash investments 2,229,449.| 2 2,772,624,
3 Pledges and grants receivable,net 880,738.| 3 396,138.
4 Accountsreceivable,net 4
5 Loans and other receivables from any current or former officer, director,
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons 5
6 Loans and other receivables from other disqualified persons (as defined
under section 4958(f)(1)), and persons described in section 4958(c)(3)(B) 6
@ | 7 Notesandloansreceivable,net . . . 7
AU 8
< | 9 Prepaid expenses and deferred charges 30,571.] @ A0,862.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of Schedule D 10a g
b Less: accumulated depreciation . L10b 10c
11  Investments - publicly traded securities 2,348,456.] 11 3,007,489.
12 Investments - other securities. See Part IV, line11 .~ 12
13  Investments - program-related. See Part IV, line11 .~ 13
A Iengileassels . oo o e 14
15 Other assets. See Part IV, lRe 11 18,719.( 15 21,382,
16 Total assets. Add lines 1 through 15 (must equal line 33) 5,507,8933.{ 16 6,238,495,
17  Accounts payable and accrued expenses 449,714, 17 143,844.
18 Grantspayable | . ... ... 3,016,944.] 18 1,809,368,
19 Defemedrevenue 19
20 Tax-exempt bond liabilites ... e 20
21  Escrow or custodial account liability. Complete Part IV of Schedule D 21
» | 22 Loans and other payables to any current or former officer, director,
é trustee, key employee, creator or founder, substantial contributor, or 35% ==
% controlied entity or family member of any of these persons 22 L
= [23 Secured mortgages and notes payable to unrelated third parties 23
24  Unsecured notes and loans payable to unrelated third parties 24
25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X
of Schedule D e 25
26  Total liabilities. Add lines 17 through25 . . 3,466,658.] 26 1,953,212,
Organizations that follow FASB ASC 958, check here P
9 and complete lines 27, 28, 32, and 33. g : e 55
& |27 Net assets without donor restrictions 418,835.| 27 2,741,682,
@ | 28  Netassets with donor restrictions 1,622,440.]| 28 1,543,601.
e Organizations that do not follow FASB ASC 958, check :
'-E and complete lines 29 through 33. - == g
; 29  Capital stock or trust principal, or current funds 29
% 30 Paid-in or capital surplus, or land, building, or equipment fund 30
< | 31 Retained earnings, endowment, accumulated income, or cther funds 31
g 32 Totalnetassetsorfundbalances 2,041,275.] 32 4,285,283.
33 Total liabilities and net assets/fund balances 5,507,933.| 33 6,238,495.
Form 990 (2019)



Form 990 (2019) International Rett Syndrome Foundation 31-1682518 page12
Reconciliation of Net Assets

Check if Schedule O contains a response or note toany lineinthisPartXl ... oo [X]

1 Total revenue (must equal Part VIIl, column (A), line 12) 1 4,782,320.

2 Total expenses (must equal Part IX, column (A), line 25) 2 2,898,1089.

3 Revenue less expenses. Subtractline 2 from line 1 3 1,884,211.

4 Netassets or fund balances at beginning of year (must equal Part X, line 32, column (A)) 4 2,041,275,

§ Netunrealized gains (losses)oninvestments 5 357,134.
6 Donated services and use of facilities 6
7 Investmentexpenses 7
8 Prior period adjustments 8

9 Other changes in net assets or fund balances (explain on Scheduley 9 2,663.

10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 32,
columl{_B'J} 10 4,285,283,
| [ Fmanclal Statements and Reportmg
Check if Schedule O contains a response or note to any line inthis Part X1l ..ot
Yes | No

1 Accounting method used to prepare the Form 990: |:| Cash Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O. ==
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a X
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:
|:| Separate basis ]:] Consolidated basis D Both consolidated and separate basis E %
b Were the organization’s financial statements audited by an independent accountant? 2| X

If "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis,
consolidated basis, or both:
Separate basis |:| Consolidated basis I:] Both consolidated and separate basis

¢ If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2¢ | X
If the organization changed either its oversight process or selection process during the tax year, explain on Schedule O.

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

Act and OMB Circular A-1337? 3a X

b If "Yes," did the organization undergo the required audit or audits? If the orgamzatwn did not undergo the required audit
or audits, explain why on Schedule O and describe any steps taken fo undergo suchaudits ... 3b

Form 990 (2019)

932012 01-20-20
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OME Na. 1545-0047
SCHEDULE A Public Charity Status and Public Support
PRl SR By Complete if the organization is a section 501(c)(3) organization or a section 20 1 g
4947(a){1) nonexempt charitable trust. b ol o
Department of the Treasury B Attach to Form 990 or Form 990-E2. Open to Public
Inferrialisninus Service P Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518

[Part] | Reason for Public Charity Status (All organizations must complete this part) See instructions.
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 |:| A church, convention of churches, or association of churches described in  section 170(b)(1){A)(i).
2 |:| A school described in section 170(b){1)(A)ii). (Attach Schedule E (Form 990 or 990-EZ))
3 |__—| A hospital or a cooperative hospital service organization described in section 170(b)(1){A)(iii).
4 Ij A medical research organization operated in conjunction with a hospital described in section 170(b){1){A)jiii). Enter the hospital's name,
city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)(1)(A)(iv). (Complete PartIl.)
A federal, state, or local government or governmental unit described in section 170{(b}{1)(A}(v).
An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170{b){1}{A)}vi). (Complete Part I1.)
A community trust described in section 170{b)(1){A)vi). (Complete Part I1.)
An agricultural research organization described in section 170(b){ 1{A)(ix) operated in conjunction with a land-grant co llege
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2} no more than 33 1/3% of its su pport from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part I11.}
11 D An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
12 |:| An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509{a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12, 121, and 12g.
a D Type |. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving
the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.
b |:| Type I A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.
e [] Type Il functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.
d :l Type lll non-functionally integrated. A supporting organization operated in connection with its supported organization(s)
that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.
e |:| Check this box if the organization received a written determination from the IRS that it is a Type |, Type I, Type Il
functionally integrated, or Type Ill non-functionally integrated supporting organization.

5

o

0 00 B0 O

f Enterthe number of supported organizations
g Provide the following information about the supported organization(s).
(i) Name of supported {ii) EIN {iii) Type of organization | (V115 e organizafian Tiste {v) Amount of monetary (i) Amount of other
= ; i In your qoverning dogument?
organization (described on lines 1-10

above (see instructions)) | Yes No | support {seeinstructions) |support (see instructions)
above (see inst

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. sez021 09-25-9  Schedule A (Form 990 or 980-E7) 2019
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Schedule A (Form 990 or 990E7) 2019 International Rett Syndrome Foundation 31-1682518 page2
Partll| Support Schedule for Organizations Described in Sections 170(b)(1){A)(v) and 170 Vi

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part IIl. If the organization
fails to qualify under the tests listed below, please complete Part Ill.}

Section A. Public Support
Calendar year (or fiscal year beginning in) B> (a) 2015 {b) 2016 (c) 2017 (d) 2018 (e} 2019 (f) Total
1 Gifts, grants, contributions, and

membership fees received. (Do not

include any "unusual grants.") 4745137 .| 4944983.| 3866793.| 4174598.| 4905551.22641062.

2 Taxrevenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf

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

4 Total. Addlines1throughs | 4745137.] 4944983.| 3866793.| 4174598.| 4909551.P2641062.

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

i 366,648.
6 Public support. Subtract line 5 from line 4. 22274414,
Section B. Total Support
Calendar year (or fiscal year beginning in) p- (a) 2015 ___{b) 2016 (c) 2017 (d) 2018 {e) 2019 (f) Total
7 Amoustsfomined 4745137.| 4944983.] 3866793.] 4174598.] 4909551.22641062.

8 Gross income from interest,
dividends, payments received on
securities loans, rents. royaities,
and income from similarsources . | 101,780.| 103,670.| 88,718.| 89,817.| 90,649.| 474,634.

9 Netincome from unrelated business
activities, whether or not the
business is regularly carried on

10 Other income. Do not include gain
or loss from the sale of capital
assets (Explain inPart V1)

11 Total support. Add lines 7 through 10 23115696.

12 Gross receipts from related activities, etc. (see instructions) 12 | 460,416.

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

organization, check this ok and stophgre. ..oy e s o e [ ]
Section C. Computation of Public Support Percentage

14 Public support percentage for 2019 (line 8, column (f) divided by line 11, column (f)
15 Public support percentage from 2018 Schedule A, Part Il line 14
16a 33 1/2% support test - 2019. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization . ... . > @
b 33 1/3% support test - 2018. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization =2 I___[

17a 10% -facts-and-circumstances test - 2019. If the organization did not check a box on line 13, 16a, or 186b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization . P D
b 10% -facts-and-circumstances test - 2018. If the organization did not check a box on line 13, 183, 16b, or 172, and line 15 is 10% or
moare, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the

erganization meets the "facts-and-circumstances" test, The organization qualifies as a publicly supported organization > ]:l
18 Private foundation. If the organization did not check a box on line 13, 16a. 16b, 17a. or 17b. check this box and see instructions ... >

Schedule A (Form 990 or 920-EZ) 2019

932022 09-25-19
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Schedule A (Form 990 or 990-£2) 2019 International Rett Syndrome Foundation 31-1682518 pages
E: E | %upport Schedule for Organizations Described in Section 509(2)(2)

(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part 1. If the organization fails to
qualify under the tests listed below, please complete Part I1.)
Section A. Public Support
Calendar year (or fiscal year beginning in) b~ | (2) 2015 (b} 2016 (c) 2017 {d) 2018 (e} 2019 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities funished 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 revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf

5 The value of services or facilities
fumished by a governmental unit to
the organization without charge

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

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

cAddlines7aand7b

8 Public support. (Sutreine 7¢ fram line 6.
Section B. Total Support

Calendar year (or fiscal year beginning in) B~ {a) 2015 {b) 2016 (c) 2017 (d) 2018 {e) 2018 {f) Total
9 Amounts from line 6

10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources
b Unrelated business taxable income
(less section 511 taxes) from businesses
acquired after June 30, 1975

¢ Add lines 10a and 10b

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carriedon

12 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part VI.)

13 Total support. (addlines 8, 10c, 11, and 12,

14 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,
cHgckithie BOK and SO EFS. oot S s
Section C. Computation of Public Support Percentage

15 Public support percentage for 2019 (ine 8, column (f), divided by line 13, column (f) [T I - %
16 Public support percentage from 2018 Schedule A. Part lll, line15 . ... 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2019 (line 10¢, column {f), divided by line 13, column (f)) o I 174 %

18 Investment income percentage from 2018 Schedule A, Part IIl, line 17 18 %

moare than 33 1/3%, check this box and stop here. The organization qualifies as a publ icly supported organization »[]
b 33 1/3% support tests - 2018. If the organization did not check a box on line 14 or line 19a, and line 16 is maore than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization = P ]
20 Private foundation. [f the organization did not check a box on line 14, 192, or 19b, check this box and see instructions ... B[ ]
932023 09-25-19 Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-€2) 2019 International Rett Syndrome Foundation  31-1682518 pages
[Part V| Supporting Organizations

{Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A

and B. If you checked 12b of Part [, complete Sections A and C. If you checked 12¢ of Part |, complete

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

Yes | No

1 Are all of the organization's supported organizations listed by name in the organization's governing
documents? jf *No, " describe in Part VI how the supported organizations are designated. If designated by :
class or purpose, describe the designation. If historic and continuing relationship, explain. 1

2 Did the organization have any supported organization that does not have an IRS determination of status
under section 508(aj(1) or (2)? if "Yes, * explain in Part VI how the organization determined that the supported
organization was described in section 509(a)(1) or (2). 2

8a Did the organization have a supported organization described in section 501(c}(4), {5), or (8)? I "Yes," answer
(b) and (c) below. 3a

b Did the organization confirm that each supperted organization qualified under section 501(c)(4), (), or (6) and
satisfied the public support tests under section 509(a)(2)? I "Yes, " describe in Part VI when and how the
organization made the determination. 3b
¢ Did the organization ensure that all suppart to such organizations was used exclusively for section 170(c)(2)(B)
puUrposes? If "Yes, " explain in Part VI what controls the organization put in place to ensure such use. 3¢
4a Was any supported organization not organized in the United States (“foreign supported organization")? ¢
“Yes," and if you checked 12a or 12b in Part I, answer (b) and (c) below. 4a
b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? jf "Yes," describe in Part VI how the organization had such control and discration :
despite being controlied or supervised by or in connection with its supported organizations. 4b
¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? ff *Yes," explain in Part VI what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B) .
purposes. 4c
5a Did the organization add, substitute, or remove any supported organizations during the tax year? |f "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part VI, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed: (ii) the reasons for each such action;
(iii) the authority under the organization's organizing document authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the organizing document). 5a
b Type | or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document? Sb
¢ Substitutions only. Was the substitution the resuit of an event beyond the organization’s control? 5S¢

6  Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone 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 (iii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? Jf "Yes," provide detail in
Part VI. B

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(as defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard 1o a substantial contributor? Jf "Yes," complete Part | of Schedule L (Form 990 or 890-EZ). 7

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 72 =
If “Yes," complete Part | of Schedule L (Form 990 or 890-E2). 8

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described
in section 509(2)(1) or (2))7 if "Yes," provide detaif in Part V1. 9a

b Did one or more disqualified persons (as defined in line 9a) hold a centrolling interest in any entity in which

the supperting organization had an interest? ff "Yes, " provide detail in Part VI. 9b

¢ Did a disqualified person (as defined in line 92) have an ownership interest in, or derive any personal benefit

from, assets in which the supporting organization also had an interest? ff "Yes," provide detail in Part VI. 9c

10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type Il supporting organizations, and all Type Il non-functicnally integrated

supporting organizations)? f “Yes, " answer 10b befow., 10a

b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to

geterminge whether the organization had excess business holdinaos 10b

932024 09-25-19 Schedule A (Form 950 or 930-EZ) 2019
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Schedule A (Form 990 or 990-E7) 2019 International Rett Syndrome Foundation 31-1682518 pages
|Part V| Supporting Organizations continued)

Yes | No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c) I
below, the governing body of a supported organization? 112
b A family member of a person described in (a) above? 11b

c_A 35% controlled entity of a person described in (a) or (b} above? Jf “Yes" to a_b, or ¢, provide detail in Part VI, 11¢
Section B. Type | Supporting Organizations

Yes | No

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

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? j¢ "Yes," explain in

Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
ing oraanization, 2

___supenvised, or controlled the supporting organ
Section C. Type |l Supporting Organizations

Yes | No

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 "Wo, " describe in Part VI how control
or management of the supporting organization was vested in the same persons that controlled or managed

Section D. All Type Il Supporting Organizations

-k

Yes | No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the .
organization's tax year, () a written notice describing the type and amount of support provided during the prior tax
vear, (i) a2 copy of the Form 980 that was most recently filed as of the date of notification, and (iii) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided? 1

2 Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (ii) serving on the goveming body of a supported organization? ff "No," explain in Part VI how
the organization maintained a close and contintious working relationship with the supported organization(s). 2

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? f "Yes,* describe in Part VI the roje the organization's

—_supported organizations played in this regard, 3
Section E. Type Il Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).
a :l The organization satisfied the Activities Test. Complete line 2 pegiow,
b |:| The organization is the parent of each of its supported organizations. Complete line 3 pelow.
¢ [__] The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions
2 Activities Test. Answer (a) and (b) below. Yes | No
a Did substantially 2l of the organization's activities during the tax year directly further the exemnpt purposes of
the supported organization(s) to which the organization was responsive? | "Yes," then in Part VI identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
hew the organization was responsive to those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities. 2a
b Did the activities described in (a) constitute activities that, but for the organization's involvement, one or more
of the organization's supported organization(s) would have been engaged in? Jf "Yes," explain in Part Vl the
reasons for the organization's position that its supported organization(s) would have engaged in these
activities but for the organization's involvement. 2b

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or :
trustees of each of the supported organizations? Provide details in Part V. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each

of its supported organizations? Jf "Ye . ! ad | snization in this reaard 3b
932025 08-25-19 Schedule A (Form 9390 or 980-EZ) 2019
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Schedule A (Form 990 or 990E7) 2019 International Rett Syndrome Foundation 31-1682518 pages
[PartV | Type Ill Non-Functionally Integrated 509(a)(3) Supporting Organizations
1 |:| Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1870 (explain in Part VI). See instructions. All
other Type IIl non-functionally integrated supporting organizations must complete Sections A through E.

(B) Current Year

Section A - Adjusted Net Income (&) Prior Year (optional)

Net short-term capital gain
Recoveries of pricr-year distributions
Other gross income (see instructions}
Add lines 1 through 3.
Depreciation and depletion
Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income (see instructions)
7 __ Other expenses (see instructicns)
8 Adjusted Net Income (subtract lines 5. 6. and 7 from line 4) 8

LB P [ IS O P

a0 |d | N

o

~

(B} Current Year

Section B - Minimum Asset Amount (A} Prior Year (optional)

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):
a_Average monthly value of securities 1a
__b Average monthly cash balances ib
¢ _Fair market value of other non-exempt-use assets 1c
d Total (add lines 1a, 1b, and 1¢) 1d
e Discount claimed for blockage or other
factors (explain in detail in Part VI):
2 Acquisition indebtedness applicable to non-exempt-use assets 2
Subtract line 2 from line 1d.
Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,
see instructions).
S5 Net value of non-exempt-use assets (subtract ling 4 from line 3)
6  Multiply line 5 by .035.
7
8

w
W

E

Recoveries of prior-yvear distributions
Minimum Asset Amount (add line 7 to ling 6)

@ |~ [ |

Section C - Distributable Amount Current Year

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

Enter 85% of line 1.

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

Enter greater of line 2 or line 3.

Income tax imposed in prior year

Distributable Amount. Subtract line 5 from line 4, unless subject to

emergency temporary reduction (see instructions). 6

[1 Check here if the current year is the organization's first as a nonfunctionally integrated Type Ill supporting organization (see
instructions).

Lo B B L0 o B

@ ;|| |

-]

Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 890-E7) 2019 International Rett Syndrome Foundation 31-1682518 pagez
[PartV | Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D - Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
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 requirad)
6 Other distributions (describe in Part V). See instructions.
7 Total annual distributions. Add lines 1 through 8.
& Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part V). See instructions.
9 Distributable amount for 2019 from Section C, line 6
10 Line 8 amount divided by line 9 amount

(i) (i) (iii)
Section E - Distribution Allocations (see instructions) Excess Distributions Underdistributions Distributable
Pre-2019 Amount for 2019

1 Distributable amount for 2019 from Section C. line 6
Underdistributions, if any, for years prior to 2019 (reason-
able cause required- explain in Part VI). See instructions.
Excess distributions carryover, if any, to 2019

From 2014

From 2015

From 2016

From 2017

From 2018

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2019 distributable amount

i__Carryover from 2014 not applied (see instructions)
i _Remainder. Subtract lines 3g. 3h, and 3i from 3f.

4 Distributions for 2019 from Section D,

ling 7: 5
a Applied to underdistributions of prior years
b Applied to 2019 distributable amount
¢ _Remainder. Subtract lines 4a and 4b from 4.

5 Remaining underdistributions for years prior to 2019, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero, explain in Part V1. See instructions.

6 Remaining underdistributions for 2019. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain in
Part V1. See instructions.

7 Excess distributions carryover to 2020. Add lines 3j
and 4c.

8 Breakdown of line 7:

Excess from 2015

Excess from 2016

Excess from 2017

Excess from 2018

Excess from 2019

[

T m ot e o |0 o |w

w o |0 |or |w

Schedule A (Form 990 or 980-EZ) 2019
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Schedule A (Form 990 or 990-EZ)201¢ International Rett Syndrome Foundation 31-1682518 pPages
[Part VI | Supplemental Information. provide the explanations required by Part I, line 10; Part II, fine 172 or 17b: Part IIl, line 12;

Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4¢, 5a, B, 92, 9b, S¢, 112, 11b, and 11¢; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part v,

Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.
(See instructions.)

932028 09-25-19 Schedule A (Form 990 or 980-EZ) 2019
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** PUBLIC DISCLOSURE COPY **

Schedule B Schedule of Contributors OMB No. 15450047

(Form 930, 990-EZ, B> Attach to Form 990, Form 990-EZ, or Form 990-PF.

er oL T) P Go to www.irs.gov/Form@90 for the latest information. 2 0 1 g

Department of the Treasury

Internal Revanue Service

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

Organization type (check one):

Filers of; Section:

Form 990 or 920-EZ 501(e) 3 ) (enter number) organization

4947(a)(1) nonexempt charitable trust not treated as a private foundation

Form S90-PF 501(c)(3) exempt private foundation
4947(a)(1) nonexempt charitable trust treated as a private foundation

L
[1 527 political organization
[
]
=]

501(c)(3)} taxable private foundation

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

General Rule

] For an organization filing Form 990, 990-E2, or 990-PF that received, during the year, contributions totaling $5,000 or more (in money or
property) from any one contributer. Complete Parts | and Il. See instructions for determining a contributor's total contributions,

Special Rules

[X] Foran organization described in section 501(c)(3) filing Form 990 or 990-EZ that met the 33 1/3% support test of the regulations under

sections 509(2)(1) and 170(b)(1){A)vi), that checked Schedule A (Form 990 or 880-E2), Part 11, line 13, 162, or 16b, and that received from

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

For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, total contributions of mare than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for the
prevention of cruelty to children or animals. Complete Parts |, II, and |1l

For an organization described in section 501(c)(7), {8), or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box

is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,

purpose. Don't complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions totaling $6,000 or more during theyear |

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 980, 990-EZ, or 990-PF),

but it must answer "No" on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Part |, line 2, to
certify that it doesn't meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF) (2019)

923451 11-06-19



Schedule B (Form 990, 890-EZ, or 980-PF) (2019)

Page 2

Name of organization

International Rett Syndrome Foundation

Employer identification number

31-1682518

Part | Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.

(@)
No.

(b)
Name, address, and ZIP + 4

{c)
Total contributions

(d)
Type of contribution

1

$ 791,276.

Person
Payroll ]
Noncash [ |

{Complete Part |l for
noncash contributions.)

(@
No.

{b)
Name, address, and ZIP + 4

(e)
Total contributions

(d)
Type of contribution

$ 129,234.

Person [ZI
Payroll ]

Noncash [ |

{Complete Part [l for
noncash contributions.)

(a)
No.

(b}
Name, address, and ZIP + 4

{c)
Total contributions

(d)
Type of contribution

Person D
Payroil D
Noncash [ |

(Complete Part Il for
nencash contributions )

(a)
No.

(b)
Name, address, and ZIP + 4

(c)
Total contributions

(d)
Type of contribution

Person ]:'
Payroll d
Noncash [ ]

(Complete Part || for
noncash contributions.)

(a)
No.

(b)
Name, address, and ZIP + 4

(c)
Total contributions

(d)
Type of contribution

Person [:[

Payroll [ ]

Noncash [ ]
(Complete Part 1l for
noncash contributions.)

(a)
No.

(B)
Name, address, and ZIP + 4

(c)
Total contributions

(d)
Type of contribution

Person D
Payroll [ |
Noncash [ |

(Complete Part Il for
noncash contributions.)

923452 11-06-19
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Schedule B {Form 990, 890-EZ, or 990-PF) (2019)

Page 3

Name of organization

International Rett Syndrome Foundation

Employer identification number

31-1682518

Partll Noncash Property (seeinstructions). Use duplicate copies of Part |l if additional space is neaded.
(a)
(c)
f:::-;-. Description of nc.r:::i h pr i FIVIV (c Bstiniath) D - i
ey ip sh property given (Geeinstructions) ate received
(a)
No. (b) () (@
o ) FMV (or estimate)
from Description of noncash . i i
i pti n property given (See instructions.) Date received
(a) ©
No. () & (@
_— . FMV (or estimate)
from Description of noncash i
iy pt property given (See instructions.) Date received
(a) ©
No. ) £ )
. N FMV (or estimate)
from Description of noncash pro - i
iy pti property given ( instructions.) Date received
(a)
No. () _— 1D o ) (@
from Description of noncash pro iven S i
b property g (See instructions.) Date received
(a) ©
No. {b) S
. (d)
from Description of noncash pro i PRV (or &stimate) i
! property given (See instructions.) Date received
923453 11-06-19
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Schedule B (Form 990, 990-EZ, or 930-PF) {2019) Page 4

MName of organization Emplover identification number
International Rett Syndrome Foundation 31-1682518
Part I Exclusively religious, charitable, etc., contributions to organizations described in section 501(c)(7), (8}, or (10) that total more than $1,000 for the year

from any one confributor. Complete columns (a) through () and the following line entry. For organizations
completing Part lll, enter the total of exclusively religious, charitable, ete., contributions of $1,000 or less for the year. (Enter this info. onca.) 5
Use duplicate copies of Part lll if additional space is needed.

(a) No.
;fa?;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.
;rg;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.
;r:rrtﬂl (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 transferar to transferee
(a) No.
;f;!t'ﬁl (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
923454 11-06-19 Schedule B (Form 990, 990-EZ, or 990-PF) {2019)
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= = OMB No, 1545-0047
SCHEDULE D Supplemental Financial Statements -
{Form 990) P Complete if the organization answered "Yes" on Form 990, 201 9

Part IV, line 6,7, &, 9, 10, 113, 11b, 11c, 11d, 11e, 11f, 123, or 12b. Open to Public
Department of the Treasury P> Attach to Form 990. i 3 i il
Internal Revenue Service P-Co to www.irs.gov/Form990 for instructions and the latest information. nspection
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518

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

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

Total numberatendofyear . . .
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregate valueatendofyear
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization's property, subject to the organization's exclusive legal controt? . D Yes :| No
6 Did the organization inform all grantees, donors, and donor advisers in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private Denefil? ... e s see s e eneene et s ranrecesaias [: Yes |:| No
[Partll | Conservation Easements. Complete if the organization answered "Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (for example, recreation or education) :[ Preservation of a historically impeortant land area
[_] Protection of natural habitat [ Preservation of a certified historic structure
]:| Preservation of open space
2 Complete lines 2a through 24 if the organization held a qualified conservation contribution in the form of a conservation easement on the last

(33 - T &

day of the tax year. Held at the End of the Tax Year
a Total number of conservation easements e 2a
b Total acreage restricted by conservation easements 2h
¢ Number of conservation easements on a certified historic structure includedinf@ . 2c
d Number of conservation easements included in (c) acquired after 7/25/06, and not on a historic structure
listed in the National Register | 2d

8 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 policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easementsitholds? . |:[ Yes |__—| No
6 Staff and volunteer hours devoted to menitoring, inspecting, handling of violations, and enforcing conservation easements during the year

| 2
7 Amount of expenses incurred in menitoring, inspecting, handling of violations, and enforcing conservation easements during the year

| g

8 Does each conservation easement reported on line 2{d) above satisfy the requirements of section 170(h)(4)(B)()
and section 170(h)(4)(B)(ii)?

8  In Part X, describe how the crganization reports conservation easements in its revenue and expense statement and
balance sheet, and include, if applicable, the text of the footnote to the organization's financial statements that describes the

organization's accounting for conservation easements.
| Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes" on Form 990, Part |V, line 8.
1a [f the organization elected, as permitted under FASB ASC 958, not to report in its revenue statement and balance sheet works
of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public
service, provide in Part Xlil the text of the footnote to its financial statements that describes these items.

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

{i} Revenue included on Form 990, Part VI, line 1 y T X -
(if) Assets included in Form 990, Part X |

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

DNO

a Revenue included on Form 990, Part Vill, line1 P S
b _Assets included in Form 990, Part X |
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2019
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Schedule D {Form 990) 2018 International Rett Syndrome Foundation 31-1682518 page?
[Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets o .inued)
3 Using the organization's acquisition, accession, and other recerds, check any of the following that make significant use of its
collection items (check all that apply):
a D Public exhibition d [::l Loan or exchange program
b ]:[ Scholarly research e |:| Other
c D Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization's exempt purpose in Part XIIl.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? . ... D Yes ]:| No
and Custodial Arrangements. Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

1a Isthe organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 890, Part X? S i

b If "Yes," explain the arrangement in Part Xlll and complete the following table:

Amount

€ Beginningbalance e, ic

d Additions during the year ' id

e Distrbutions during the year 1e

f Ending balance f
2a Did the organization include an amount on Form 990, Part X, line 21 for escrow or custodial account liability? |:] Yes ]:| No

b If "Yes." explain the arrangement in Part Xlll. Check here if the explanation has been provided on Part Xl D

|PartV | Endowment Funds. Complete if the organization answered "Yes" on Form 990, Part IV, line 10,
|_(a) Current year {b) Prior year {c) Two years back | (d) Three vears back | (e) Four years back

1a Beginning of year balance 1,011,194, 1,130,621, 1,094,731, 1,026,149, 1,025,522,

b Contributions .~

c Netlnves‘tmenteamrngs gams,and losses 151,821, -63,849, 135,890, 68,582 627.

d Crantsor scholarships

e Other expenditures for facilities

S ) T 35,478, 168,500,

f Administrative expenses

g Endof year balance | 1,203,115, ,011, 194, 1,130,621, 1,094,731, 1,026,149,
2 Provide the estimated percentage of the current year end balance (line 1g column (2)) held as:

a Board designated or quasi-endowment P %

b Permanent endowment P %

¢ Term endowment b %

The percentages on lines 2a, 2b, and 2¢ should equal 100%.
8a Are there endowment funds not in the possession of the organization that are held and administered for the organization

by: Yes | No
B Unnalted opmanbalons: ..o i iy onessidiomasessseemses et e cos e et ot £t |3afi)| X
L i 3a(ii) X

b [f"Yes" on line 3a(ii, are the related organizations listed as required on SchedulerR? 3b
Describe in Part XlIl the intended uses of the organization's endowment funds.

| Part Vi | Land, Buildings, and Equipment.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

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

1a Land

Total. Add lines 1a through 1e. (Column (q) must equal Form 990. Part X. colump (). fine 10¢) .. B> 0

Schedule D (Form 920) 2018
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Schedule D (Form 990) 2019 International Rett Syndrome Foundation 31-1682518 paged
[Part VI Investments - Other Securities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of security or category (including name of security) (b) Book value {c) Method of valuation: Cost or end-of-year market value
(1) Financial derivatives .
(2) Closely held equity interests
(3) Other

A

(B)

©)

D)

(E)

(3]

@)

(H)
Total. (Col. (b) must equal Form 990, Part X, col. (B) line 12.) b
| Part Vill| Investments - Program Related.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.
(a) Description of investment (b) Book value (c) Method of valuation: Cost or end-of-year market value

(1)
— 2
(3)
(4)
(5)
(6)
(7)
(8
)]

Total. (Col. (b) must egual Form 990, Part X, col. (B) line 13.) B>
Other Assets.

Complete if the organization answered “Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
(a) Description {b) Book valug

{1)
(2)
{3)
{4)
{s)
(6)
(7)
(8)
(9)

Other Llabullues.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25.
1. (a) Description of liability (b) Book value

(1) Federal income taxes

2)

@3)

(4)

5)

(6)

@

(&)

(5]}
Total. (Cofunn (b) must equal Form 990, Part X. col. (B) ine 25.) .cowereeeere: T
2. Liability for uncertain tax positions. In Part XllI, provide the text of the footnote to the organlzatscn s fmanma] statements that reports the

organization's liability for uncertain tax positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part XIll . [Z]_
Schedule D (Form 920} 2019
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Schedule D {Form 990) 2019 International Rett Syndrome Foundation 31-1682518 paged
]Part Xl | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" on Form 980, Part IV, line 12a.

1 Total revenue, gains, and other support per audited financial statements 1 5,574,819.
2 Amounts included on line 1 but not on Form 980, Part VI, line 12:

a Netunrealized gains (losses) oninvestments | 5y 357,134.

b Donated services and use of faciltes 2b 12,900.

¢ Recoveriesofprioryeargrants .. ... ... 2¢

d Other (Describein Part XIIL) ... 2d 443,377.

e Addlines2athrough2d . . 2e 813,411.

3 Subtract line 2e from line 1
4 Amounts included on Form 920, Part VIII, line 12, but not on line 1:

3 4,761,508.

a Investment expenses not included on Form 990, Part VIIl, line7b | 4a 20,812.

b Other (Describe in PartXIlL) R R S e o | #b

O B N RTINS, s s o s R 4c 20,812,
5 Total revenue. Add lines 3 and 4c. (This must aqual Form 990, Part [_line 12.) oo 5 | 4,782,320.

| Part Xl ] Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Gomplete if the organization answered "Yes" on Form 980, Part IV, line 12a.
1 Total expenses and losses per audited financial statements 1 3,530,971,
Amounts included on line 1 but not on Form 990, Part IX, line 25:
Donated services and use of facilities
Prior year adjustments
OBEFIOESEN . s
Other (Describe in Part XIIL.)
Add lines 2a through 2d ... ... 2e 453,614.
3 Subtractline 2efromlinet 3 2,877,297.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VI, line 7b
b Other (Describe in Part XIIL.) .
C Addlinesdaanddb | ... 4c 20,812.

5 Total expenses. Add lines 3 and 4e. (This must equal Form 990, Part |, fing 18)  wveerooceeiiosioeeoeeeossrver.. 2,898,1089.
[Part XIll] Supplemental Information.

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

ﬂlﬂ.ﬂﬂ'ﬂM

0

Part V, line 4:

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

service 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 890 is subject to review and examination by federal and

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

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

932054 10-02-19 Scheduie D (Form 290) 2018
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Schedule D (Form 990) 2019 International Rett Syndrome Foundation 31-1682518 pages
[Part Xlll | Supplemental Information /.,rinved)

positions that are material to the financial statements.

Part XI, Line 2d - Other Adjustments:

Special Event Expense 440 ,714.
Change in Beneficial Interest in Trust 2,663.
Total to Schedule D, Part XTI, Line 24 443,377.

Part XII, Line 2d - Other Adjustments:

Special Event Expense 440,714.

Schedule D (Form 980) 2019
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SCHEDULE F Statement of Activities Outside the United States O Se 1S 00T
(Form 880) P Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16. 20 1 g
Department of the Treasury i > Attach_to Form $90. i . Open to Public
Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the |atest information. Inspection

Name of the organization Employer identification number

International Rett Syndrome Foundation 31-1682518
| Partl | General Information on Activities Outside the United States. Complete if the organization answered "Yes" on
Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,

13200505 758989 06125.T

the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? Yes :] No
2 For grantmakers. Describe in Part V the organization's procedures for monitoring the use of its grants and other assistance outside the
United States.
3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space is needed.)
(a) Region {b) Number of | (¢} Number of | (d) Activities conducted in the region {e) If activity listed in (d) (f) Total
offices :;“eﬂt‘gyea%sd (by type) (such as, fundraising, pro- is a program service, axp;endi-tures
inthe region | independent |gram services, investments, grants to describe specific type __forand
‘contractors recipients located in the region) of service(s) in the region e s
in the region in the region
Europe {Including [srants to recipients in the L
Iceland & Greenland) region esearch Grant # 3800 148,390,
East Asia and the
Pacific - Australia,
Brunei, Burma, Grants to recipients in the
Cambodia, region Research Grant # 3401 24 514,
3a Subtotal . 0 0 172,904,
b Total from continuation
sheetstoPart| 0 0 o
¢ Totals (add lines 3a
a3 e 0 0 172,904,
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2019
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Schadule F {Farm 990) 2019 International Rett Syndrome Foundation 31-1682518 Pagez
il | Grants and Other Assistance to Or or Entities Qutside the United States. Complete if the organization answared "Yes" on Form 980, Part IV, line 15, for any
recipient who received mote than $5,000. Part Il can be duplicated if additional space is needed.
1 . {g) Amount of {h) Description {i) Method of
IR Purpose of Amount M of 9
(a} Name of organization WD cm S.GGUCII'I () Regicn el Purge el 0 ; s nencash of noncash valuation (book, FMV,
and EIN (if applicable) grant of cash grant |cash disbursement | om0 assistence appraisal, other)
Electronic
Ll::l:t Syndrome Fund/Wire
Europe search 148 380, [Pransfer 0.
‘Bast Asia aad the
pacific -
pustralia,
prunei  Burma, Rett Syndrom Research 24,514, B
2  Erter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt
by the IR, or for which the grantee or counsel has provided a section 507(¢)(3) equivalency letter
3 Entertotal number of other organizations arentities 2
Schedule F (Form 990) 2019
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Schedule F (Form 990) 2019 International Rett Syndrome Foundation 31-1682518 Page 3
Partlll  Grants and Other A to Individuals Outside the United States. Complete if the organization answered “Yes® an Form 990, Part IV, line 16.
Part lll can be duplicated if additional space is needed.
7 : (c) Number of | {d) Amount of (e) Manner of {f) Amount of (g) Description of {h) Method of
(a) Type of grant or assistance (b) Region recipients cash grant cash disbursement nencash nancash assistance valuation
assistance (book, FMV,
appraisal, other)
Schedule F (Form 930) 2018
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Schedule F (Form 990) 2019 International Rett Syndrome Foundation 31-1682518 pages
|PartlV | Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? f "Yes, ' the
organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation. (5ee INSHUCHONS TOF FOMI B2B]. ..oovinimiioisssomssomi oo stk i ns it st kit s i e s b e s s [ ves No

2 Did the organization have an interest in a foreign trust during the tax year? |f "Yes," the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign
Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; don't file with Form 990) ... ..o |:[ Yes No

3 Did the organization have an ownership interest in a foreign corporation during the tax year? ¢ “Yes,"

the crganization may be required to file Form 5471, Information Return of U.S. Persons With Respect to
Certain Foreign Corporations (see InStructions for FOrm B47T) ... [ Yes No

4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? If “Yes, " the organization may be required to file Form 8621,
Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Elacting Fund
CY T N R T e N [ Yes No

5 Did the organization have an ownership interest in a foreign partnership during the tax vear? jf "Yes "

the organization may be required to file Form 8865, Retumn of U.S. Persons With Respect to Certain
Forefgn Partnerships (see Instructions for Form 8865) ... R A e [ ves No

6 Did the organization have any operations in or related to any boycotting countries during the tax year? jf

"Yes," the organization may be required to separately file Form 5713, International Baycott Report (see
Instructions for Form 5713; don't file with Form 990) ........ E———— e [ Yes No

Schedule F (Form 990) 2019
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Schedule F (Form 990) 2019  International Rett Syndrome Foundation 31-1682518 PpPages
[PartV | Supplemental Information

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

Part I, Line 2:

Our Grant award process includes a letter of intent (LOI) submitted to

the Foundation. LOIs are reviewed to determine whether the described

project fits the intended research program and grant mechanism.

Applicants with eligible LOIs are asked to submit a full grant

application and a peer-review meeting of scientific reviewers is convened

to determine which projects have the highest scientific merit. Research

grants are recommended to the foundation's Board of Directors who vote to

approve. Researchers are then required to sign an acceptance agreement

with the foundation and are required to submit two reports a vear on

progress. The Chief Science Officer and Manager of Grants & Research

review the reports and corresponds with the researcher to ensure proper

use of funds. The Foundation makes quarterly payments to all researchers,

unless there is a special exception.

932075 10-12-13 Schedule F {Form 990) 2019
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SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities OMB No. 1545-0047
(Form 990 or 990-EZ)| Complete if the organization answered "Yes" on Form 990, Part [V, line 17, 18, or 19, or if the 0
organization entered more than $15,000 on Form 990-EZ, line 6a.
Diapartment of foe Tressury P Attach to Form 990 or Form 990-EZ. Open to Public
Irpecnal Ppupniis Service B Go to www.irs.gow/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518
Fundraising Activities. Complete if the organization answered "Yes* on Form 990, Part IV, line 17. Form 990-EZ filers are not
required to complete this part.
1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.
a |:] Mail solicitations e D Solicitation of non-government grants
b D Internet and email sclicitations f [:] Salicitation of govemnment grants
¢ [ Phone solicitations g | Special fundraising events

d E[ In-person solicitations
2 a Did the organization have a written or oral agreemant with any individual (including officers, directors, trustees, or
key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? D Yes I:| No
b If "Yes." list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at [east $5,000 by the organization.

i) Di v) Amount paid 2 :
(i) Name and address of individual (i) Activity fI{.II" ra??gr (iv) Gross receipts g.{o %or retaineaa Ilsy} tl;';u{}oa?!:!e?;:t ega;d}
or entity (fundraiser e from activi fundraiser ained Dy,
Ve ) contbutons? Y listed in col. (i) SHgenizREn
Yes | No
i | T B | =
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G {(Form 990 or 990-EZ) 2019
932081 08-11-19
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Schedule G (Form 990 or 99062 2019 International Rett Syndrome Foundation

31-1682518 Pagez

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

(a) Event #1 . {b}.Event #2 . (¢) Other events (d) Total events
Samantha Cincinnati (add col. (a) through
Corpus Golf [Strollathon col. {c)
(event type) {event type) (total number) !
=
HE Grossreceipts 307,170. 176,423 1,241,233, 1,724,826.
o
2 Less: Gontributions 217 ,424. 174,052. 1,181,542. 1,573,018.
3 Grossincome (line 1 minus line2) ... 89,746. 2,371 59 ,691. 151,808,
4 CaSRPAZES e
5 Noncashprizes 27,944, 8,584, 36,528,
oW
§| 6 Rentfaciitycosts 1,000. 12,961. 13,961,
=
3|7 Foodandbevermges 26,802. 1,371 36,887. 65,060.
B
8 Entertainment 12,348. 1,305 5,581. 19,234,
9 Other direct expenses 65,984. 11707 228,240. 305,931.
10 Direct expense summary. Add lines 4 through S incolumn(d) > 440,714.
1_Net income summary. Subtractline 10fromline3. columnfd) ... . | 4 -288,906.

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

$15,000 on Form 990-EZ, line 8a.

; Pull tabs/instant . (d) Total gaming (add
B b) nsia g
g (o) Bingo bingo/progressive bingo e g col. {a) through col. ()
g
2
e L T
w| 2 CESRDIIES e
&
=
€ 3 Noncashprzes .. ... ... . .
w
i+ i
€| 4 Rentfaciltycosts
=
5 Otherdirectexpenses ... ... ..
[ Yes % [[1Yes % [[_]Yes %
6 Volunteerlabor . ... . [ INo [ INo [ INo
7 Direct expense summary. Add lines 2 through 5 in column f@ .~~~ | 2
8 Net gaming income summary. Subtract line 7 from line 1, column (d) ...oooooooeeeroio oo |

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

a Is the organization licensed to conduct gaming activities in each of these states? [ Jves [ _Ino
b If “Ne," explain:
10a Were any of the organization's gaming licenses revoked, suspended, or terminated during thetax year? D Yes [:l No

b if "Yes," explain:

932082 09-11-18 Schedule G (Form 990 or 990-EZ) 2019
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Schedule G (Form 990 or 990-E2) 2019 International Rett Syndrome Foundation 31-1682518 pages

11 Does the organization conduct gaming activities with nonmembers? [ Ives [ Ino
12 |Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed
to administer Chamtable GamMiNG Y [ Jves [ INo
13 Indicate the percentage of gaming activity conducted in:
NS SIS HERY. v s s s e e e 13a %
BEAROUSTAB TG cooc e com s o s o e T S A e s e e 18b %
14 Enter the name and address of the person who prepares the organization's gaming/special events books and records:
Name P
Address P
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? [ ves [ Ino
b If "Yes," enter the amount of gaming revenue received by the organization B $ and the amount

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

Name P

Address P

16 Gaming manager information:

Name P

Gaming manager compensation B $

Description of services provided B

|:] Director/officer |:| Employes C[ Independent contracter

17 Mandatory distributions:

a Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? [:] Yes ]__—I No

b Enter the amount of distributions required under state law to be dlstnbuted to other exempt organizations or spent in the

organization's own exempt activities during the tax vear b= $
Supplemental Information. Provide the explanations required by Part |, line 2b, columns (i) and (v); and Part I, lines 9, 9b, 10b,

15b, 15¢, 18, and 17b, as applicable. Also provide any additional information. See instructions.

932083 09-11-18 Schedule G (Form 990 or 990-EZ) 2018
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Schedule G (Form 990 or 990-E7) International Rett Syvndrome Foundation 31-1682518 Pages
[ Part IV | Supplemental Information (onfinued)

Schedule G (Form 990 or 990-EZ)
932084 04-01-19
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SCHEDULE | Grants and Other Assistance to Organizations, o S
(Faan 290) Governments, and Individuals in the United States 201 g
Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22. =S =
Depariment of tha Traasury P Attach to Form 990, Open to Public
rterrizd Riyvenyg Sarvico B Go to www.irs. gov/Form990 for the latest information. Inspection
MName of the crganization Employer identification numbear
International Rett Syndrome Foundation 31-1682518

| [Partl [ General Information on Grants and Assistance
1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantess’ eligibility for the grants or assistance, and the selection
criteria used to award the grants or assistance? T A e T e e s IR YR R
2 Deseribe in Part IV the organization's proc rant funds In the United States.
Grants and Other Assistance to Domestic Organizations and Domestic Governments. Gomplete if the organization answered "Yes” on Form 930, Part IV, line 21, for any
recipient that received more than $5.000. Part I ean be duplicated if additional space is needed.

sdures for monitoring the use of

1 (a) Name and address of organization {b) EIN {c} IRC section (d) Amount of | (e) Amount of v;wﬁ.t:"d °*k {g) Description of {h) Purpose of grant
or government (it applicabie) cash grant non-cash gy (boo I | noncash assistance or assistance
assistance »2p *
other)

Beard of Trustees for University
of South Florida - 3650 Spectrum
Boulevazd, Suite 100 - Tampa, FL

313612 51-3102112 61 500, a, Bett Syndrome Research

HBavler College of Medicine
One Baylor Plaza,K BECM310
Houston TK 77030 74-1613878 250,000, o Rett Syndrome Resaarch

Massachusetts General Hospital
55 Pruic st

Boston, MA 02114 C4-2657583 599 856. o. Rett Syndrome Research

Childen's Hospital of Philadelphia
2716 South Street, 4th Floor

Philadelphia, PA 19146 23-1352166 40,100, a. Fett Syndrome Raseaxch

University of Texas Southwestern
Medical Center - 5323 Harry Hines

Blvd - Dallas, TX 75390 17-5600286 89,125, 0. fRett Syndrome Research

2  Enter total number of section 501(c)(3) and govemment organizations listed in the line 1 table
3__Enter total number of cther organizations listed in the line 1 table S A S R | [P 5.
LHA  For Paperwork Reduction Act Motice, see the Instructions for Form 980, Schedule | {Form 990) (2019)
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Schedule | (Form 990 (2019) International Rett Syndrome Foundation 31-1682518 Page 2

Partlll | Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes® on Form 890, Part [V, line 22.
Part Il can be duplicated if agditional space is needed.

(a) Type of grant or assistance (b} Numberof | (c) Amountof | {d) Amount of non- {eﬂ Methed of valuation (f) Description of noncash assistance
recipients cash grant cash assistance | (book. FMV, appraisal, other)

| Part IV l Supplemental Information. Provide the information reguired in Part I, line 2: Part lll. column (b): and any other additional information.

Part I, Line 2:

Our Grant award process includes a letter of intent (LOI) submitted to the

Foundation. LOIs are reviewed to determine whether the described project

fits the intended research program and grant mechanisms. Applicants with

eligible LOIs are asked to submit a full grant application and a

peer-review meeting of scientific reviewers is convened to determine which

projects have the highest scientific merit. Research grants are recommended

to the foundation's Board of Directors who vote to approve. Researchers are

then reguired to sign an acceptance agreement with the foundation and are
232702 10-25-19

) Schedule | (Form 990) (2019)
4



Schedule | (Form 990) International Rett Syndrome Foundation 31-1682518 page2
[ Part V| Supplemental Information

required to submit two reports a year on progress. The Chief Science

Officer and Manager of Grants & Regsearch review the reports and corresponds

with the researcher to ensure proper use of funds. The Foundation makes

guarterly payments to all researchers, unless there is a special exception.

932291 Schedule | (Form 930)
04-01-19
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SCHEDULE J Compensation Information OME No. 1545-0047

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest g
Compensated Employees
P Complete if the organization answered "Yes" on Form 990, Part IV, line 23. — —

Public
Department of the Treasury P Attach I_D Form 990 . . °pl:: t:l:bun
Internal Revenue Service P> Go to www.irs.gov/Form990 for instructions and the latest information. : P

Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518
[Part1 | Questions Regarding Compensation

Yes | No

1a Check the appropriate box{es) if the organization provided any of the following to or for a person listed on Form 90,
Part VII, Section A, line 1a. Complete Part lll to provide any relevant information regarding these items.
D First-class or charter travel I__—[ Housing allowance or residence for personal use
[ Travel for companions (] Payments for business use of personal residence
D Tax indemnification and gross-up payments |:l Health or social club dues or initiation fees
E Discretionary spending account |:[ Personal services (such as maid, chauffeur, chef)

b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or ;
reimbursement or provision of all of the expenses described above? If "No," complete Part Il to explain 1b

2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEQ/Executive Director, regarding the items checked on line 1a? 2

3 Indicate which, if any, of the following the organization used to establish the compensation of the organization’s
CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEQ/Executive Director, but explain in Part [l
] Compensation committee [ written employment contract
Independent compensation consultant Compensation survey or study
Form 990 of other organizations Approval by the board or compensation committee

4 During the year, did any person listed on Form 990, 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? . 4a

Participate in, or receive payment from, a supplemental nonqualified retirement plan? 4b

¢ 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 Il

pa Db

Only section 501(c)3), 501(c}{4), and 501(c)(29) organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of: )
G T ORI .ot AT i omcmere e e SR e St 5a X
b Anyrelated organization? 5b X
If "Yes" on line 5a or 5b, describe in Part |11,
6 For persons listed on Form 990, Part VII, Section A, line 12, did the crganization pay or accrue any compensation
contingent on the net eamings of;

@ The Organization? ... ... 6a X
b Any related organization? 6b X
If "Yes" on line Ba or 6b, describe in Part |11
7 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed payments -
not described on lines 5 and 67 If "Yes," describein Partlll 7 | X
8 Were any amounts reported on Form 890, Part VII, paid or accrued pursuant to a contract that was subject to the =
initial contract exception described in Regulations section 53.4958-4(a)(3)? If "Yes," describe in Part Il 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.49586(¢)? ... .. .. oo g
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2019
832111 10-21-19
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International Rett Syndrome Foundation

31-1682518

Page 2

Schedule J (Form 980} 2019
Partll | Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is nesded.

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

Note: The sum of columns (BY{)-(ii) for each listed individual must equal the total amount of Form 990, Part VII, Section A, line 1a, applicable column (D} and (€] amounts for that individual,

[A) Name and Title

(B) Breakdown of W-2 and/or 1098-MISC compensation

(C) Retrement and

(i) Base
compensation

(i) Borus &
incentive
cam ation

(iii) Other
reportable

cor on

p

s

cikier:datarad
compensation

(D) Nontaxable
benefits

(E) Total of columns
{ENTHE })

(F) Compensation
in column {B)
reported as deferred
on prior Form 880

(1) Melissa Rennedy
Executive Directer

@
(ii)

145,050.

20,858.

0.

0.

165,908.

0.

0.

0.

0.

0.

0.

0.

[0}
(i)

(i)

(0]
(i)

(0]
{ii)|

0}
{ii

0]
(i)

0]

0]

@

0}

®

(i)

®
i)

®

0]

U}

i)

832112 10-21-19
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Schedule J (Form 950} 2018 International Rett Syndrome Foundation 31-1682518 Page 3
[Pareui] suppiomental Information

Provide the information, explanation, or descriptions required for Part|, lines 1a, 1b, 3, 4a, 4b, 4c, 5a, 5b, 6a, 68, 7, and 8, and for Part Il. Also complete this part for any additional information.

Part I, Line 7:

Performance bonus given to Melissa Kennedy.

Schedule J (Form 990) 2019

932113 10-21-1%
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ o
(Form 990 or 990-EZ) Complete to provide information for responses to spec_:ific que§ﬁons on 20 1 g
Form 990 or 990-EZ or to provide any additional information. O EEEIE
ﬂfﬁﬂ"ﬁﬁﬁ%ﬁiﬁ” P Go to ww:;:agg'\:f::mw‘?gﬂg ?:teEs%informa{ion. Inspection
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518

Form 990, Part I, Line 1, Description of Organization Mission:

education

Form 990, Part VI, Section A, line 2:

Beth Farnum and David Pass have a family relationship.

Form 980, Part VI, Section B, line 11b:

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

guestions before it is filed.

Form 980, Part VI, Section B, Line 12¢:

Annually the entire board reviews the poliecy and a vote is taken.

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

acknowledge their agreement.

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

We investigated compensation of other like-sized organizations. We also

benchmarked against other nonprofits on their websites. Compensation is

approved by the board.

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

OH,AL,CT,IL,NJ,NY,PA,WA,CO,FL,GA,MD,MI,MS,M0,0R,VA,AK,CA,KS,KY,LA,ME,N'H,NH

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

Form 890, Part VI, Section ¢, Line 19:

The governing documents of the organization are available on the Ohio
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or $90-EZ) (2019)
032211 09-06-19
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Schedule O (Form 990 or $90-E7) (2019) Page 2
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518

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

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

policy is available upon reguest.

Form 990, Part XI, line 9, Changes in Net Assets:

Change in Beneficial Interest in Trust 2,663

Form 990, Part XI, line 2c:

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

932212 09-06-18 Schedule O (Form 990 or 990-EZ) (2019)
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