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*%* PUBLIC DISCLOSURE COPY **

-~ 990

Department of the Treasury
internal Revenue Service

Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)
B Do not enter social security numbers on this form as it may be made public.

OMB No. 1545-0047

2020

Open to Public

Inspection

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

A FEor the 2020 calendar year, or tax year beginning

and Bndigg

D Employer identification number

B Checkif C Name of organization
applicable:

fswess | Tnternational Rett Syndrome Foundation
tere. | Doingbusinessas Rettsyndrome.org 31-1682518

'[:Ii';m Number and street (or P.0. box if mail is not delivered o street address) Room/suite | E Telephone number
a | 4677 Devitt Drive 513-874-3020
- City or town, state or province, country, and ZIP or foreign postal code G Gross receipts $ 6 y 227 , 317
W Cincinnati = 45246 H(a) Is this a group retum

Dﬁ:ﬁ F Name and address of principal officer: Me 1 issa Kennedy for subordinates? L lYes [X]No

pend® | game as C above H(b) Are a subordinates includea? ] Yes | No

| Tax-exempt status: [ X1 501(c)(3) |

| 501(c) (

' (nsertnoy | 4947(a)(1) or [ 527

J Website: p www.rettsyndrome.org

If "No.* attach a list. See instructions
H(c) Group exemption number B

K Form of organization: IZ

Corporation I |Trust I |

Association | | Other >

L Year of formation: 1999

M State of legal domicile: OH

_| Partl| Summary
| 1 Briefly describe the organization’s mission or most significant activities: To fund research aimed at
= potential cures for Rett syndrome and to empower families through
&l 2 Check this box P |:| if the organization discontinued its operations or disposed of more than 25% of its net assets.
E 3 Number of voting members of the governing body (Part VI, fine 1a) . 3 11
g 4 Number of independent voting members of the goverming body (Part VI, line 1b) 4 11
@| 5 Total number of individuals employed in calendar year 2020 (Part V, line2a) ... 5 9
E 6 Total number of volunteers (estimate if necessary) ... .. ... 6 250
E 2 a Total unrelated business revenue from Part VI, column (C), line . R e Ta 0.
b Net unrelated business taxable income from Form 990-T, Part |, line 11 T 0.
Prior Year Current Year
o| 8 Contributions and grants Bt WL eIl . cescenernnesaneemn i 4,909,551. 3,832, 059,
% 9 Program service revenue (Part VIIl, line2g) . ... 4,166. 0.
2| 10 Investment income (Part VIIl, column (A), lines 3, 4, T R SO 154,956. 94,218.
E| 44 Other revenue (Part VI, column (A), lines 5, d, 8¢, 9¢, 10¢c, and 11€) -286,353. -75,303.
12 Total revenue - add lines 8 through 11 (must equal Part VIll, column (A). line 12) ... 4,782,320. 3,850,950,
43 Grants and similar amounts paid (Part [X, column (A), lines 1-8) ... 1,413,091. 246,263.
14 Benefits paid to or for members (Part IX, column (A), line 4) 0. 0.
2| 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) ... 811,871, 1,003,987,
@| 16a Professional fundraising fees (Part X, column T s 0. 0.
8| b Total fundraising expenses (Part IX, column (D). line 25) | 236,333.
Wi| 47 Other expenses (Part IX, column (A), lines 11a-11d, 11f-24¢) 673,147. 1,215,558,
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), ine28) ... 2,898,109. 2,465,808.
19 Revenue less expenses. Subtract line 18 from line 12 1,884,211. 1,385,142.
= Beginning of Gurrent Year End of Year
£ 20 Total assets (Part X, line 16) 6,238,893, 6,281,992.
48 21 Total liabilities (PartX, M@ 26) ..ot 1,953,212, 659,024.
B3, Net assets or fund balances. Subtract line 21 from N 20 . ooveeveccicnsnnocmvneocennes 4,285,283. 5,622,968,

[Part i | Signature Block

Under penalties of perjury, | declace (Bakaaye examined this return,
true, correct, and complete!

Deﬁeraiﬂn of %eparer {other than officer)

including accompanying schedules and statements, and to the best of my knowledge ana belief, il is
is based on all information of which preparer has any knowl2oge. , - ~ 54

Lo - A N

s | P SRR bate
Here Melissa Kennedy, Executive Director
Type or print name and title (—_Igﬂﬁiﬂmd by: ]
Print/Type preparer's name Preparér's st S D%t:-}? /2021 ﬁh*f-‘! LJ PTIN

Paid Paula Hume C10780361DA0403 sotempioyes  IP00537 516
Preparer |Fimsneme p Barnes, Dennig & Co., LTD Fim's EINp 31-1119890
Use Only | Frm'saddressy, 150 East Fourth Street

Cincinnati, OH 45202 Phoneno. (513)241-8313
May the IRS discuss this return with the preparer shown above? See instructions PRy 11 es No

see the separate instructions. Form 990 (2020)

pazo01 12-23-20

LHA For Paperwork Reduction Act Notice,
dee Schedule O for Organizatio

n Misgion Statement

Continuation



DocuSign Envelope ID: CSEBB8D3-5F 1A-4C79-8B00-8BC6D18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518 page2
Part Il | Statement of Program Service Accomplishments
Check if Schedule O contains a response ornoteto any lineinthisPart il .............................. R —— T_i

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

BRI AT D" oo i A S R A S U [ Ives [XINo
If "Yes," describe these new services on Schedule O.
3  Did the organization cease conducting, or make significant changes in how it conducts, any program services? | Yes [X]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 $ 1,392,499- including grarts of $ 245;253- ) (Revenue s )
Our commitment to finding treatments and a cure for Rett syndrome
compels us to advance cutting edge research. Through our research
programs we fund basic, 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 § 604,464 . incudinggantsol$ ) (Revenuc $ )
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: ) (Expenses § including grants of § } (Revenue § )

4d Other program services (Describe on Schedule O))

(Expensas § including grants of $ ) (Revenue $ )
4e Total program service expenses P 1,996,963.

Form 990 (2020)

032002 12-23-20
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DocuSign Envelope ID:; C5EBB8D3-5F 1 A-4C79-8B00-8BCED18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518 Page3
art IV | Checklist of Required Schedules
Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
IR R e e e 1 e 1Y SR ————————— S e B
2 Is the organization required to complete Schedule B, Schedule of Contributors? _........ ez o R
3 Did the organization engage in direct or indirect political campaign activities on behalf uf orin oppasmon tn candtdates fnr
public office? If *Yes," complete SChEdUlB C, PAIEL ..........ccouceicooiiiiariesmssssbss s s s s eSS 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? jf "Yes," complete Schedule C, Part il . i s L3 X
5 Is the organization a section 501(c)(4), 501(c)(3), or 501(cHe) nrgamzatmn that receives membarsh:p duas assassments. or
similar amounts as defined in Revenue Procedure 98-18? f *Yes, " complete Schedule C, Part lll ............c.ccccooveoiiiiiinnns 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the ng ht to
provide advice on the distribution or investment of amounts in such funds or accounts? Jf "Yes," complete Schedule D, Part | 6 )4
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 .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets'? ;f "Yes,* mmpfsga
et L O om0 8 N bttt s oo AP S L B X
9 Did the organization report an arnuunt in Part X, line 21, for escrow or custodial aucnunt liability, serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
if “Yes," complete Schedule D, Part IV . T e——— TR X
10 Did the organization, directly or thruugh a related cfgamzatmn hold assets in donor-restricted endnwmems
or in quasi endowments? Jf *Yes,* complete SCheaUIe D, PArt V. ....... ... ioiiiieeeemmississrs s ssssissssms s 10| X
{1 Ifthe organization's answer to any of the following questions is *Yes," then complete Schedule D, Parts VI, VII, VI, IX, 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,
[ 777 27, SR e | 112 X
b Did the organization repnrt an ammnt fnr mvestmem;s uther SEGUI’]T]ES in Part }{ iune 12 that is 5% or more nf its tt:-tal
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 its total
assets reported in Part X, line 16? if “Yes," complete Schedule D, Part VIll ............... o AN X
d Did the organization report an amount for other assets in Part X, line 15, that is 5% or more nf its tntal as.sets reported in
Part X, line 167 Jf “Yes, " complete Schedule D, Part IX . - I Lt X
e Did the organization report an amount for other !mbtlltles in Part K Ime 25'? ;‘f Yes cﬂmpfete Schadur‘e D Part X __________________ 11e X
{f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? |f “Yes," complete Schedule D, Part X ............ 11| X
12a Did the organization obtain separate, independent audited financial statements for the tax year? |f "Yes," complete
Schedule D, Parts Xl and XII .. e | 120 X
b Was the organization mcluded in consnildated mdependent audrted flnanclal statements fcr the ta::-: yaar‘?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts XI and Xll is optional ........ P - X
43 Is the organization a school described in section 170(b)(1)(A)I)? If "Yes, " complete Schedule E ... 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? .. ... | 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundrajsmg, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
OF MOTE? [f *Yes,* COMPIETE SCHEAUIE F, PAIS 1 ANG IV ........c.ouuvusesissssereeessssssssssss 140 14b | X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? /f "Yes, " complete Schedule F, Parts lland IV . ... 15 | X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? f *Yes,* complete Schedule F, Parts 1 8NA IV __.._.______........cccoourimmrmmemucummssssmmemeemsariseessssssssasisnes 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 1162 If "Yes," complete SCHEAUIR G, Pt I .................cowwwuuwsiieietiiuuisiorimrass st oo 17 X
18  Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIII, lines
1c and 8a? Jf *Yes,* complete Schedule G, Part Il ... . |81 X
19  Did the organization report more than $15,000 of gross income fmm gaming actwmes on Part VIII I:ne Qa‘? ,F,F "Ygs:
complete Schedule G, Partlll ............... | ST R R S SR A X
20a Did the organization operate one or more hﬂsmtal facilities? If "'5"'&5 ' cﬂmp.‘ete Schadu!e H _________________________________________________ _20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to thisreturn? . 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domeastic organization or
domestic government on Part [X, column (A), line 17 Jf "Yes." complete Schedule I, Parts 1and Il 21 | X
032008 12-23-20 Form 990 (2020)
3
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DocuSign Envelope 1D: C5EBBSD3-5F1A-4C79-8B00-8BC6D18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518 page 4
[Part IV | Checklist of Required Schedules ontinueq)

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 If “Yes," complete Schedule |, Parts 1and Ml ... 22 X

23 Did the organization answer “Yes® to Part VI, Section A, line 3, 4, or 5 about compensation of the organization’s current
and former officers, directors, trustees, key employees, and highest compensated employees? Jf "Yes," complete
AR 1 e N B VAT 23 | X

243 Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the
last day of the year, that was issued after December 31, 20027 Jf "Yes, " answer lines 24b through 24d and complete

Schedule K. If "No," go to line 25a . R gl & ... X
b Did the organization invest any prnceeds c-'f tax- exampt bnnds beynnd a tempnrary per:nd exceptmn’? ________ oo gaeeo | SO0
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year 1o defeas.e
Ay RAXEXOMPEDONMBTY | . i sias i ien sty s A R A e 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during theyear? ... | 24d
D5a 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? ff "Yes,* complete Schedule L, Part | T U X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a pnor year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? |f “Yes, " complete
Schedule L, Part] ... PR | X

26 Did the organization report ang.r amnurrt on Part X llne 5 or 22 for recewables fmm or payabisﬁ to any c:urrent
or former officer, director, trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons? If "Yes," complete Schedule L, Partll  ...........cccooooiinmmincnns 26 X

97 Did the organization provide a grant or cther 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? |f "Yes," complete Schedule L, Partlll ......... 27 X

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

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

VoS, " COMPIONS SCHEOUIB Ly PRIV ..............cosoeeeemsesssessseessmsassesssissossnssshssss s s RR Rt | 28a X
b A family member of any individual described in line 28a? If "Yes," complete Schedule L, Part IV _ T Tl X
c A 35% controlled entity of one or more individuals and/or organizations described in lines 28a or zam If
"Yes," complete Schedule L, Part IV . : s . <K X
29 Did the organization receive more than $25 CIDG in nﬂnvcash cnntnhutmns‘? ,‘f 'Yes . camp!ere Schedui'e M ___________________________ 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
CONADULIONS? [f *YeS, * COMPIBLE SCHBAUIE M ............. ieveeeceeeeeeieeiisisess oo s oo e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease nparatinn s? Jf "Yes," complete Schedule N, Part | . - X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? |f "Yes," complete
Schedule N, Partlf ............. . | 32 X
33 Did the organization own 1 DD% uf an em’n‘r:yr dlsrega.rdad as saparate frnm me orgamzatmn under Heg uiatlons
sections 301.7701-2 and 301.7701-37 ff "Yes, " complete SCheaul R, PAITI ..............cccoowcirriimissemiisiamssssmsssssnsssnsssisssniss X
34 Was the organization related to any tax-exempt or taxable entity? if "Yes," complete Schedule R, Part Il, lll, or IV, and
PRIEVERIET oo S e N i A ST S i sy e e SRS ST BRI S s 34 X
35a Did the organization have a controlled entity within the meaning of section 512B)(13)7 ... 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction wnth a r:-cntmlied entity
within the meaning of section 512(0)(13)? If “Yes," complete Schedule R, Part V, line 2 . . 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt noncharrtable related orgamzatmn'?
If "Yes, " complete Schedule R, Part V, line 2 . " WA TONPIRUEVRTPIN Lt .. X
37 Did the organization conduct more than 5% nf its a{:’tn.r!tles ﬂ*umugh an enhty that is nc-t a related -::rgamzatmn
and that is treated as a partnership for federal income tax purposes? |f "Yes," complete Schedule R, Part VI ... 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part Vi, lines 11b and 197
Note: All Form 990 filers are required to complete Schedule O ..o it el B g | X
| Eart\r [ Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response ornoteto any lineinthisPartV . .o -
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable .. ........cooeee.. . LL1a 21
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable “ 1ib 0
¢ Did the organization comply with backup withholding rules for reportable payments 1:0 vendurs and repurtahle gaming
(gambling) WINNINGS t0 PIize WINNEIS? | oo s i 1c | X
032004 12-23-20 Form 990 (2020)
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DocuSign Envelope |D: C5EBB8D3-5F1A-4C79-88B 00-8BCED18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518  Paged
[PartV| Statements Regarding Other IRS Filings and Tax Compliance (continued)
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 9
b If at least one is reported on line 2a, did the organization file all required federal employment taxretums? ... | 2b X
Note: If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) ...

3a Did the organization have unrelated business gross income of $1,000 or more during the year? ... ... |38 X
b If “Yes." has it filed a Form 990-T for this year? jf "No" to line 3b, provide an explanation on Schedule O oo | BB

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)? ... ... |43 X
b If "Yes," enter the name of the foreign country P>
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).

Ba Was the organization a party to a prohibited tax sheiter transaction at any time during the taxyear? ... 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? .. ... |5b X
¢ If "Yes" to line 5a or 5b, did the organization file Form BRATTT o e R ST 5c

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization selicit

any contributions that were not tax deductible as charitable B e R s Ga X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
WETE O TX GOUCHDIE? e tveeeeeestiesessesmisseecesesseeeiesessetieeieeessesrsIeIoisesisieessiisierisnoiiesiedsees 6b
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? ... 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
R I e e R Ee SRS E LU 7c X
If “Yes," indicate the number of Forms 8282 filed during the year ... ... l 7d ‘
Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? X
X

78
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f
If the organization received a contribution of qualified intellectual property, did the organization file Form 8839 as required? | 79 N/
If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h N/RA
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time R N/A | 8
9 Sponsoring organizations maintaining donor advised funds.

o ™ O o

a Did the sponsoring organization make any taxable distributions under section 49667 . e N/H 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, of colatedperson? . N/A |9
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part VI, line 12 i e o SRR S
b Gross receipts, included on Form 990, Part VIIl, line 12, for public use of club facilities ... 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders ... .. N/A |11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem.) . B s b | -
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a
b If “Yes," enter the amount of tax-exempt interest received or accrued during the year ... N/A.. I 12b
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a s the organization licensed to issue qualified health plans in more than one state? NfA 13a
Note: Sce the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified healthplans ... -~ 113b
c Enterthe amount of reserves ONNaNd .. ...ceocoooiiiioe e 13c
14a Did the organization receive any payments for indoor tanning services R L U — 14a X
b If “Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation on Schedule O __.........covvveens 14b
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? ... e . |18 X
If "Yes," see instructions and file Form 4720, Schedule 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 990 (2020)

032005 12-23-20
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DocuSign Envelope ID: C5EBB8D3-5F1A-4C79-8B00-8BCED18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518 page6
Part Governance, Management, and Disclosure roeach “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 noteto any lineinthis Part VI ..o . @_
Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body at the end of thetaxyear .. ... .. 1a 11
If there are material differences in voting rights among members of the governing boay, or if the guuernmg
hody 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 11
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
R R DR D RO DI, o s e B SR B4 a
3  Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, trustees, or key employees to a management company or other PEORE | oo cocenasacunn 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 | A
5 Did the organization become aware during the year of a significant diversion of the organization's assets? 5 X
6 Did the organization have members or stockholders? —— 6 X
7a Did the organization have members, stockholders, or nmer pen-.‘-uns whu had the power ta elec:t or appmm‘ one or
more members of the goveming body? | 7a X
b Are any governance decisions of the organization reserved to {or suh;ect to approua] by} members stﬂckhnlders or
persons other than the governingbody? . oot MY X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by tne falluwmg
. S R ——— ga | X
b Each committee with authority to act on behalf of the goveming body? ., o1& ]| X
9 Is there any officer, director, trustee, or key employee listed in Part VI, Section A whn cannnt be reached at the
organization's mailing address? Jf "Ye ide the na S e . X
Section B. Policies s Section B req al Revenue Cnde.}
Yes | No
10a Did the organization have local chapters, branches, or affiliates? ... ... 10a X
b If “Yes," did the organization have written policies and procedures governing the activities of such chapters affiliates,
and branches to ensure their operations are consistent with the organization’s exempt purposes? _ |L10b
11a Has the organization provided a complete copy of this Form 990 to all members of its govemning body befure ﬁimg the. funn"-’ i1a| X
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 O I NG I IO TEIE iiisiinsiirtis oo s RN S i i 12a X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? 12| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? |f "Yes," describe
in Schedule O how this was done ........... s e e, | B ST X
13  Did the organization have a written wiiltisbiower pallcy" ___________________________________________________________________________________________________ 13| X
14 Did the organization have a written document retention and destruction policy? . oo |4 | XK
15 Did the process for determining compensation of the following persons include a review and apprwal b';.r mdependem
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEQ, Executive Director, or top management official .. 15a | X
b Other officers or key employees of the OFGaNIZAtION .. 15p | X
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year? R L X
b If "Yes." did the organization follow a u.-'rltten p-u!ncy or prm:edure reqmrlng thre orgamzatmn to evaluate its partlcspatmn
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's
exempt status with respect to such arrangements? oo 16b

Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed pAL,AK,AZ ,AR,CA,CO,CT,DE, FL,GA, HI,ID
18 Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A, if applicable), 990, and 930-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 IZ] Upon request D Other (explain on Schedule Q)
19 Describe on Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization's books and records »
Brittney Gibson - 513-874-3020
4600 Devitt Drive, Cincinnati, OH 45246
032008 12-23-20 See Schedule O for full list of states Form 990 (2020)
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DocuSign Envelope 1D: C5EBB8D3-5F1 A-4C79-8B00-8BC6D18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518  Page?
[Part VII| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

'Employees, and Independent Contractors
Check if Schedule O contains a response or note to any lineinthis Part VIl o, L_-]

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax year.
® | ist all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® List all of the organization's current key employees, if any. See instructions for definition of “key employee.”

® List the organization’s five current highest compensated em ployees (other than an officer, director. trustee, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

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

® |ist 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.

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

(A) (B) (C) (D) (E) (F)
Name and title Average | oo cfegfg:j?:im o Reportable Hepc}rtahI‘e Estimated
hours per | box, unless person is both an compensation compensation amount of
week S AL R from from related other
(list any 2 the organizations compensation
hoursfor | =] _ = organization (W-2/1099-MISC) from the
related g § E (W-2/1099-MISC) organization
organizations| = | = :|E and related
below |2|2|.|E |28 = organizations
ine) | E|E|E| 5555
(1) Dominigue Pichard 50.00
Chief Science Officer T 260,981. 0. 0.
(2) Melissa Kennedy 50. 00
Executive Director X 145 f 042. 0. 0.
{3) Steve Tomes 1 00
Trustee X 0. 0 . [ 2%
{4) Beth Farnum 1,00
Trustee X e 0. 0.
(5) wWilliam Babiarz 2«04
Board Chair X X 0. 0. 0.
(6) Jospeh Horrigan, MD 1.00
Trustee X ) 4 0. 0.
(7) Lisa Monteggia, PhD 1.00
Trustee X D . D . 0 .
(8) David Pass, PharmD Ll
Vice Chairman X X B 0 s
() Mitch Bleske 1.00
Trustee X {] . 0. 0.
(10) Christian McMahan 1.00
Secretary X p:4 0 . U - {] .
(11) Gordon Rich 2.00
Treagurer X X 0 . n » []' .
(12) Peter White 1.00
Trustee X 0 . D . 0 .
(13) Alan Shukovsky 1.00
Trustee X 0. 0. s
032007 12-23-20 Form 990 (2020)
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Form 990 (2020) International Rett Syndrome Foundation 31-1682518  Page8
|_ Part Vil Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (B) (C) (D) (E) (F)
Name and title Average ionck cmsgj:::‘thm - Reportable Reportable Estimated
hours per | pox, unless person is both an compensation compensation amount of
week officer and a director/irustoo) from from related other
(list any B the organizations compensation
hours for | & - organization (W-2/1099-MISC) from the
related | = | & - (W-2/1099-MISC) organization
organizations| £ | £| | & |E and related
below 2| . 2 25 5 organizations
T BRI .o oncensionee iR T B B > 406,023. 0. 0.
¢ Total from continuation sheets to Part VIl, SectionA ... P tF B 0.
d Total ol e 1hand §6) e e s e > 406,023. 0. 0.
2  Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P 2
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 — ............... 3 X
4 For any individual listed on line 1a, is the sum of reportable cnmpensatlcn and atner campensaﬂnn frnm tfna nrgan:zatmn
and related organizations greater than $150,000? jf “Yes," complete Schedule J for such Y T e e 4 | X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendered to the organization? If *Yes," complete Schedule J for SUCH DEISON —oooovvceeeeereiienieiiioiiisinsencesiiiie | 8 X

Section B. Independent Gontractors
1 Complete this table for your five highest com pensated independent contractors that received more than $100,000 of compensation from
the organization. Report compensation for the calendar year ending with or within the organization’s tax year.

(A) (B) (C)
Name and business address NONE 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 | < 0

Form 990 (2020)

032008 12-23-20
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DocuSign Envelope ID: C5EBB8D3-5F1A-4C79-8B00-8BC6D18143EE

Form 990 (2020) International Rett Syndrome Foundation 31-1682518 Page9
] Eart Vili Statement of Revenue
Check if Schedule O contains a response or note to any line in this Part | A T . =1
(A) (B) (C) (D)
Total revenue | Related or exempt Unrelated Revenue excluded
function revenue |business revenue| from fax under
sections 512 - 514
g 1 a Federated campaigns ... |1a
® b Membershipdues ... |1b
A ¢ Fundraisingevents ... |1c 1,021,571,
g d Related organizations . 1d
2-' e Government grants (contributions) | 1e 669,668,
=) § All other contributions, gifts, grants, and
E similar amounts not included above ___ | 1f 2,140,796,
g g Noncash confributions included in lines Ja-1f | 1g $
T L o AR 3,832,053,
Business Code
o 2a
E b
c
Ed a
2 IS
a f All other program service revenue |
g Total. Add Ies 2881 . ... i | <
3  |nvestment income (including dividends, interest, and
other similar amounts) o e N 78,707, 78,707.
4 Income from investment ef tax exampt bcnd pmceads >
B RO ..o omms i R R S |
(i) Real (i) Personal
6a Grossrents ... |ba
b Less: rental expenses | 6b
¢ Rental income or (loss) 6c
d Netrentalincomeor{loss) ... ceceeaiiiiiiiiiieiaaaee. | -
7 a Gross amount from sales of (i) Securities (ii) Other
assets other than inventory |7a| 2,260,165,
b Less: cost or other basis
§ and sales expenses 7b| 2,244 ,654.
o ¢ Ganor(loss) . ... .. 7e 15,511,
2l O NeORRarDOsE) . s P 15,511, 15,511,
%| 8 a Grossincome from fundraising events (not
g including $ 1,021,571, of
contributions reported on line 1c). See
PartIV,line18 8a 37,432,
b Less: directexpenses . ... 8b 127,595.
¢ Net income or (loss) from fundraisingevents ... B> -30,163, -90,163.
9 a Gross income from gaming activities. See
PEtL e TS e na 9a
b | ass: direct expenses 9b
¢ Net income or (loss) from gammg actw:tnes' e TR
10 a Gross sales of inventory, less returns
T ARG ..oovmmscnsmrs: 10 18,978.
b Less:costof goodssold ... 10b 4,118,
¢ Net income or (loss) from sales of muentnn.r N 14,860, 14,860.
Business Code
% 11 a
S b
E c
B d Allotherrevenue . ... e
. e Total. Add lines 11a-11d____........... o o e B
12  Total revenue. Seeinstructions ... B 3,850,950, 0. 0, 18,915,
032008 12-23-20 Form 990 (2020
9
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Form 980 (2020)
Part IX | Statement of Functional Expenses

International Rett Syndrome Foundation 31-1682518 Page 10

Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).

Check if Schedule O contains a response or note to any line in thisPart IX ...

Do not include amounts reported on lines 6b, (A) B) (C) (D)
7b, 8b, 9b, and 10b of Part VL oo smpences e g‘:,:;ﬂ,g?;"xif;‘ni’;;’, e
1  Grants and other assistance to domestic organizations
and domestic governments, See Part IV, line 21 1316 .517- 116.,517.
2 Grants and other assistance to domestic
individuals. See Part IV, line22 ... . ..
3 Q@rants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 129,746. 129,746.
4 Benefits paidtoorformembers .
5 Compensation of current officers, directors,
trustees, and key employees 406,023. 335,281. 47,746. 22,994.
6 Compensation not included above 10 disquahf ad
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Other salaries and wages 451 . 723. 3173.021. 53,120, 25,582.
8 Pension plan accruals and cuntnbmmns unmude
section 401(k) and 403(b) employer contributions)
9 Otheremployee benefits 18,869. 15,581 . 2-219. 1,069.
10 Payrolitaxes o 127,312, 105,181 14,978. T.213.
11 Fees for services (nonemployees}
a Management . ...
B RO 5117{}' Slll}lo'
e oAmmoneig: 29,012. 29,012.
d Lobbying . .
e Professional fundralsmg SErvices. See Part I‘u' hne 1?
f Investment managementfees 22,526. 22.,526.
g Other. (If line 11g amount exn&eds 10% ﬂf hne 25
column (A) amount, list line 11g expenses on Sch 0.) 266,888. 192,973. 18,005. 55,910.
12 Adbvertising and promotion
13 Officeexpenses . 78,015, 46 ,449. 4. 029, 27.8537,
14 Infnnnahontechnﬁiugy _________________________________ 133,550, 73,.078. 14,081. 46,391.
N ROEER i
16 ODOpEney . o uniibnsdasmitimtss:
17 Travel e coicn 19, 543. 19, 543.
18 Payments of trauel or entertalnment expenses
for any federal, state, or local public officials __
19 Conferences, conventions, and meetings
20 HROARE e s
21 Payments to affiliates .. .
22 Depreciation, depletion, and amurtizatmn ,,,,,,
23 Insurance 3. 70l 00 R
24 Other expenses. Itemlze expenses nut cwereﬂ
above (List miscellaneous expenses on line 24e. If
line 24e amount exceeds 10% of line 25, column (A)
amount, list line 24e expenses on Schedule 0. )
a Direct Program Costs 560,054. 560,054,
b Miscellaneous 82,449. 14,887. 7;925. 49,637.
¢ Survey Expense 14,650, 14,650.
d
e All other expenses
25 _ Total functional expenses. Add lines 1 through 24e 2,465,808.] 1,996,963. 232,512. 236,333,
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Chock here o || i following SOP 98-2 (ASC 958-720)
032010 12-23-20 Form 990 (2020)
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Form 990 (2020) ) International Rett Syndrome Foundation 31-1682518 Page11
Part X | Balance Sheet
Check if Schedule O contains a response ornotetoany ine inthis Part X ittt eeeeeeeeeen |_|
(A) (B)
Beginning of year End of year
1 Cash-non-interestbearing . 1
2 Savings and temporary cash bwostments 2,712;644.]| 2 3,156,870.
3 Pledges and grants receivable, net ] 396,138.| 3 255,986.
4 Accounts receivable, net i 4
5 Loans and other receivables from arl':.f current or f-::nm"ler Dfﬁcer dlrectﬂr
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of thesepersons ===~ 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 Notes and loans PRI NI i i i s 7
& 8 Inventories forsaleoruse 8
< | 9 Prepaid expenses and deferred charges ______________________________________________________ 40,862.] o 16,529.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VIl of ScheduleD 10a
b Less: accumulated depreciation . 10b 10c
11 Investments - publicly traded securities 30871, 489.| 11 2.829._633.
12 Investments - other securities. See Part IV, line 11 s 12
13 Investments - program-related. See Part V, line14 . 13
14 Intangible assets 14
16 Otherassets. See Part IV, line 1 21,382.| 15 22,974.
16 Total assets. Add lines 1 through 15 (mustequal line33) ... .. ... 6,238,495.] 16 6,281,992,
17 Accounts payable and accruedexpenses 143 ,844.| 17 246 ,321.
R 1,809,368.] 18 412,703.
B EMSEORTRNENINIRG o e ey 19
20 Tax-exempt bond IIabitIt:as 20
21 Escrow or custodial account Iial:nlrty,r Domplete Par‘t I'U 1::-f Schedu!e D 21
» | 22 Loans and other payables to any current or former officer, director,
E trustee, key employee, creator or founder, substantial contributor, or 35%
% controlled entity or family member of any of thesepersons 22
= | 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
DRSO R oo e e e e R s e s 25
26 Total liabilities. Add lines 17 through25 ..o T 1,953,212.] 28 659,024.
Organizations that follow FASB ASC 958, check here P E}E
E and complete lines 27, 28, 32, and 33.
£ | 27  Net assets without donor restrictions 2,741,682.| 27 d.127 .539.
@ | 28 Net assets with donor restrictions 1,543,601.] 28 1,495,429.
T Organizations that do not follow FASB ASC B&B check hare: P' D
':-z_ and complete lines 29 through 33.
O | 59 (Capital stock or trust principal, or current funds 29
ﬁ 30 Paid-in or capital surplus, or land, building, or equipment fund 30
3. 31 Retained eamings, endowment, accumulated income, or other funds 31
5 |32 Totalnetassets orfund balances ... ..o 4,285,283.| 32 5,622,968,
33 __ Total liabilities and net assets/fund balances ..o 6,238,495.]| 33 6,281,992,
Form 990 (2020)
032011 12-23-20
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Form 990 (2020) International Rett Syndrome Foundation 31-1682518 pPagei2
[ Part Xl | Reconciliation of Net Assets
Check if Schedule O contains a response ornoteto any lineinthis Part XI ..o s [X]
1  Total revenue (must equal Part VIl, ColIMN (N, 06 12) ......_.....ouvrmrmsiassrsemmicsssssrssmmsssssssmsessessssesesseone 1 3,850,950.
2 Total expenses (must equal Part IX, column (A), line 25) 2 2,465,808.
4 Revenue less expenses. Subtract line2 from line 1 ... ... ... . o 3 1,385,142.
4 Net assets or fund balances at beginning of year (must aqual Part X, line 32, column {A}} ______________________________ 4 4,285,283.
5 Net unrealized gains (losses) on investments 5 -49,049.
6 Donated servicesanduse of faCilifI®S | e s 6
T IR BEDORBES: . . o i R 7
b B s asesesei s RS 8
9 Other changes in net assets or fund balances {expiam on Scheduie O) N 9 1.5892
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part }{ hne 32
calumn{B}} ................................................................................................................................ g 10 5,622,568.
Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part Xt .......................o..ooooooer oo
Yes | No

1 Accounting method used to prepare the Form 990: [:l Cash ]:E Accrual [:l 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 rewewed ona
separate basis, consolidated basis, or both:
[ ] Separatebasis || Consolidatedbasis ~ [__| Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? ob | 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 D Consclidated 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? .. 2c| X

If the organization changed either its oversight process or selection process during the tax year, explain on Schedule 0.
3a As a result of a federal award, was the organization required 1o undergo an audit or audits as set forth in the Single Audit

Act and OMB Circular A1337 ... 3a X
b If “Yes," did the organization undergo the requlred audtt or audlts? If the nrgamzatlan d|d nat undergo tha requured audlt
or audits, explain why on Schedule O and describe any steps mkentoundemgosuchaudits ... ... .. ... 3b
Form 990 (2020)

032012 12-23-20
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SCHEDULE A " . ; OMBE No. 1545-0047
Public Charity Status and Public Support
(Form 990 or 990-EZ) : AT« ; G s : 2020
Complete if the organization is a section 501(c)(3) organization or a section
4947(a)(1) nonexempt charitable trust. .
Department of the Treasury P> Attach to Form 990 or Form 990-EZ. Open to Public
Intenal Revenus 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

rpal"t I T Reason for Public CEEﬁU 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 l:l A church, convention of churches, or association of churches described in section 170(b) 1)(AXi).

2 [ ] Aschool described in section 170(b)(1)(A)ii). (Attach Schedule E (Form 990 or 990-E2).)

3 |:[ A hospital or a cooperative hospital service organization described in section 170(b){ 1)(A)Gii).

4 [:I A medical research organization operated in conjunction with a hospital described in section 170(b)(1)A)iii). Enter the hospital's name,
city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)(1)(A)(iv). (Complete Part I1.)
A federal, state, or local government or governmental unit described in section 170(b)( 1IHA)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 i)
A community trust described in section 170(b)(1){A)(vi). (Complete Part Il.)
An agricultural research organization described in section 170(b){1)}{A)ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:
An organization that normally receives (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions, subject to certain exceptions; and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part liL.)
11 An organization organized and operated exclusively to test for public safety. See section 509(a){4).
12 ]__—l An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.
a |:| Type l. 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 [j Type II. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.
c [j Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.
d |:l Type Il 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 lil
functionally integrated, or Type Ill non-functionally integrated supporting organization.
Enter the number of supported organizations

© o,

0 00 8O O

10

]

=y

g Provide the following information about the supported organization(s).
(i) Name of supported (i) EIN (iii) Type of organization ir{wﬁrmguirrg?mrghugﬂ:nﬁﬁg (v} Amount of monetary fvi) Amourit of cther
organization (described on lines 1-10 L1 10U S0VEITHQ SoeuPE support (see instructions) | support (see instructions)

above (see instructions)) Yes No

Total
|LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 032021 012521  Schedule A (Form 990 or 990-EZ) 2020
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Schedule A (Form 990 or 990£2) 2020 International Rett Syndrome Foundation 31-1682518 page2
| Eart II] Support Schedule for Organizations Described in Sections 170(b){1)(A)(iv) and 170(b)(1)(A)(vi)

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

fails to qualify under the tests listed below, please complete Part lIl.)

Section A. Public Support

Calendar year (or fiscal year beginning in) P> {a) 2016 {b) 2017 (c) 2018 (d)} 2019 (e) 2020 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not

include any "unusual grants.") 4944983.| 3866793.| 4174598.| 4909551. 3832035.21727960.

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

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

4 Total. Add lines1throughs | 4944983.| 3866793.| 4174598.| 4909551.] 3832035.21727960.

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,

QORI . e cns 436,044.
6 Public support. Subtract line 5 from line 4. 21291916.
Section B. Total Support
Calendar year (or fiscal year beginning in) P> | (a) 2016 (b) 2017 (c) 2018 (d) 2019 (e) 2020 (f) Total
7 Amounts fromline4 4944983.| 3866793.| 4174598.| 4909551.]| 3832035.121727960.

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

and income from similarsources | 103,670.] 88,718.| 89,817.| 90,649.| 78,707.| 451,561.
9 Net income from unrelated business
activities, whether or not the
business is regularly carried on
10 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1.)

11 Total support. Add lines 7 through 10 22179521.
12 Gross receipts from related activities, etc. (see instructions) 12 -85,790.
13 First 5 years. If the Form 990 is for the organization’s first, second, thm:l four!h or f fth tax year asa sectmn 501 (c)(3)

organization, check this box and stop here ... R T i e it LD_
Section C. Computation of Public Support Percentage
14 Public support percentage for 2020 (line 6, column (f), divided by line 11, column () .. ... 14 96.00 =%
15 Public support percentage from 2019 Schedule A, Part Il, line 14 15 96.36 %
16a 33 1/3% support test - 2020. If the organization did not check the box on Ima 13 and hna 14 is 33 1!3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization N |

b 33 1/3% support test - 2019, If the organization did not check a box on line 13 or 1Ea and hne 15 is 33 1!% or more, check this box
and stop here. The organization qualifies as a publicly supported organization . e =3 i__l

17a 10% -facts-and-circumstances test - 2020. |f the organization did not check a box on hne 13 16a or 1Eb 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 ... .. ... ]
b 10% -facts-and-circumstances test - 2019, If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or
more, and If the organization meets the facts-and-circumstances test, check this box and stop here. Explain in Part VI how the
organization meets the facts-and-circumstances test. The organization gualifies as a publicly supported organization

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b. check this box and see instructions ... > :L
Schedule A (Form 990 or 990-EZ) 2020
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Schedule A (Form 990 or 990-E2) 2020 International Rett Syndrome Foundation 31-1682518 pages
uppert §chedz"|e for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please complete Part I1.)
Section A. Public Support
Calendar year (or fiscal year beginning in) P {a) 2016 {b) 2017 {c) 2018 (d) 2019 (e) 2020 {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 fumished 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
furnished by a governmental unit to
the organization without charge

6 Total. Add lines 1 through5

7a Amounts included on lines 1, 2, and
3 recejved from disgualified persons

b Amounts includaed on lines 2 and 3 received
from other than disqualified persons that

excead the greater of $5,000 or 1% of the
amounton line 13fortheyear =~

¢ Add lines 7a and 7b

8 Public support. (Subtractling 7c from ling 5
Section B. Total Support

Calendar year (or fiscal year beginning in) b (a) 2016 {b) 2017 (c) 2018 (d) 2019 (e) 2020 {f) Total

8 Amounts fromline6
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

c Add lines 10aand 10b

11 Net income from unreleted business
activities not included in line 10b,
whether or not the business is
regularly carried on

12 Other income. Do not include galn
or loss from the sale of capital
assets (Explain inPart VI.) -

13 Total support. (Add lines 9, 10c, 11, and 12)
14 First 5 years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c}(3) organization,

check this box and stop here .......... e L]
Section C. Computation of Public Suppert Percentage
15 Public support percentage for 2020 (line 8, column (f), divided by line 13, colurn () |15 %%
16 Public support percentage from 2019 Schedule A, Partlll, line 15 . ... L 16 %o
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2020 (line 10c, column (f), divided by line 13, column(f)) . [ 17 %
18 Investment income percentage from 2019 Schedule A, Part I, ine 17 18 %
19a 33 1/3% support tests - 2020. If the organization did not check the box on line 14, and hne 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organizaton N |:|

b 33 1/3% support tests - 2019. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization =3 D

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ... | D_

032023 01-25-21 Schedule A (Form 990 or 990-EZ) 2020
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Schedule A (Form 990 or 990-E7) 2020 International Rett Syndrome Foundation 31-1682518 Paged4
| Part IV] Supporting Organizations

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

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

Sections A. D, and E. If you checked box 12d, 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 refationship, explain. 1
2 Did the organization have any supported organization that does not have an IRS determination of status

under section 509(a)(1) or (2)? If “Yes, " explain in Part VI how the organization determined that the supported
organization was described in section 508(a)(1) or (2). 2
3a Did the organization have a supported organization described in section 501 (c)(4), (5), or (B)? If "Yes," answer
lines 3b and 3c below. 3a
b Did the organization confirm that each supported organization qualified under section 501(c){4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes," describe in Part VIl when and how the
organization made the determination. 3b
¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? [f "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")? f
"Yes, " and if you checked box 12a or 12b in Part |, answer lines 4b and 4c below. 4a
b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? /f "Yes, " describe in Part VI how the organization had such control and discretion
despite being controlled or supervised by or in connection with its supported organizations. 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)? If "Yes," explain in Part VI what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170{c)2)(B)
purposes. 4c
5a Did the organization add, substitute, or remove any supported organizations during the tax year? /f "Yes,*
answer lines 5b and 5¢ below (if applicable). Also, provide detail in PartVl, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed: (ii) the reasons for each such action;
(i) the authority under the organization's organizing document authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the organizing document). | _Sa
b Type I or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization’s organizing document? 5b
¢ Substitutions only. Was the substitution the result of an event beyond the organization's control? 5c
6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (i) its supported organizations, (ii) 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. 6
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 to a substantial contributor? Jf "Yes," complete Part | of Schedule L (Form 990 or $90-E2). 7
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 77
If "Yes,* complete Part | of Schedule L (Form 990 or 890-EZ). 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 4948 (other than foundation managers and organizations described
in section 509(a)(1) or (2))? if *Yes, " provide detail in Part VI. 9a
b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? if "Yes," provide detail in Part VI. | 9b
¢ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? Jf *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-functionally integrated
supporting organizations)? [f "Yes, " answer line 10b below. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
starming whether the 3niz3 inass holdings.) 10b
032024 01-25-21 Schedule A (Form 990 or 990-EZ) 2020
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Schedule A (Form 990 or 990-62)2020 International Rett Syndrome Foundation 31-1682518 pages
Part IV | 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 lines 11b and
11c below, the goveming body of a supported organization? 11a
b A family member of a person described in line 11a above? 11b
¢ A 35% controlled entity of a person described in line 11a or 11b above? |f "Yes" to line 11a, 11b, or 11c, provide

detail in Part VI 11c
Section B. Type | Supporting Organizations

Yes | No

1 Did the goveming body, members of the goveming body, officers acting in their official capacity, or membership of one or
more supported organizations have the power to regularly appoint or elect at least a majority of the organization’s officers,
directors, or trustees at all times during the tax year? Jf "No," describe in Part VI how the supported organization(s)
effectively operated, supervised, or controlied the organization's activities. If the organization had more than one supported
organization, describe how the powers to appoint and/or remove officers, directors, or trustees were allocated among the
supported organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 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? [f “Yes," explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,

ised ntro e sy ' [zation. 2
Section C. Type Il Supporting Organizations

Yes | No

1 Were a majority of the organization's directors or trustees during the tax year aiso a majority of the directors
or trustees of each of the organization's supported organization(s)? /f “No," describe in Part VI how control
or management of the supporting organization was vested in the same persons that controlled or managed

ization(s). 1

_the supported organiza
Section D. All Type Il Supporting Organizations

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, (i) a written notice describing the type and amount of support provided during the prior tax
year, (i) a copy of the Form 990 that was most recently filed as of the date of notification, and (iii) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided? 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 governing body of a supported organization? |f "No," explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s). 2

3 By reason of the relationship described in line 2, above, did the organization’s supported organizations have a
significant voice in the organization's investment policies and in directing the use of the organization's
income or assets at all times during the tax year? Jf "Yes," describe in Part Vl the role the organization's

Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).
a D The organization satisfied the Activities Test. Complete line 2 palow.
b [:| The organization is the parent of each of its supported organizations. Complete line 3 below.
¢ [ The organization supported a governmental entity. Describe in Part VI how you supported a governmental entity (see instructiong)
2 Activities Test. Answer lines 2a and 2b below. Yes | No
a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? If “Yes," then in Part Vl identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined

that these activities constituted substantially all of its activities. 2a
b Did the activities described in line 2a, above, constitute activities that, but for the organization’s involvement,

one or more of the organization's supported organization(s) would have been engaged in? |f *Yes," explain in
Part VI the reasons for the organization's position that its supported organization(s) would have engaged in
these activities but for the organization's involvement. 2b
3 Parent of Supported Organizations. Answer lines 3a and 3b 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? Jf "Yes" or *No* provide details in Part VI. 3a
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? Jf "Yes, " descril '
032025 01-25-21
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Schedule A (Form 990 or 990-67) 2020 International Rett Syndrome Foundation 31-1682518 Pages6
[PartV | Type lli Non-Functionally Integrated 509(a)(3) Supporting Organizations

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

> Current Year
Section A - Adjusted Net Income (A) Prior Year = (optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3.

Depreciation and depletion

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

8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8

Iny |

L B E-

o | |8 |00 | |

=1

=]

Current Y
Section B - Minimum Asset Amount (A) Prior Year = {nlgtianal}ear

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):
Average monthly value of securities 1a
Average monthly cash balances 1b
Fair market value of other non-exempt-use assets ic
Total (add lines 1a, 1b, and 1¢) 1id
Discount claimed for blockage or other factors
(explain in detail in Part VI):
2 Acquisition indebtedness applicable to non-exempt-use assels
3 Subtract line 2 from line 1d.
4 Cash deemed held for exempt use. Enter 0.015 of line 3 (for greater amount,
see instructions).
Net value of non-exempt-use assets (subtract line 4 from line 3)
Multiply line 5 by 0.035.
Recoveries of prior-year distributions
Minimum Asset Amount (add line 7 to line 6)

o | |0 |T @

=]

(5]

@ |~ ;|
00 |~ [Oh [On |da

Section C - Distributable Amount Current Year

Adjusted net income for prior year (from Section A, line 8, column A) 1
Enter 0.85 of line 1. 2
Minimum asset amount for prior year (from Section B, line 8, column A) 3
4
5

Enter greater of line 2 or line 3.

Income tax imposed in prior year

Distributable Amount. Subtract line 5 from line 4, unliess subject to
emergency temporary reduction (see instructions). 6
7 [:| Check here if the current year is the organization's first as a non-functionally integ rated Type Il supporting organization (see
instructions).

& (on |8 | | |

Schedule A (Form 990 or 990-EZ) 2020
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Schedule A (Form 990 or 990-E2) 2020 International Rett Syndrome Foundation 31-1682518 Ppage7
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 1
2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity 2
_8 Administrative expenses paid to accomplish exempt purposes of supported organizations 3
4 Amounts paid to acquire exempt-use assets 4
5 Qualified set-aside amounts (prior IRS approval required - provide details in Part Vl) 5
6 Other distributions (describe in Part VI). See instructions. 6
7 Total annual distributions. Add lines 1 through 6. 7
8 Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions. 8
9 Distributable amount for 2020 from Section C, line 6 9
10 Line 8 amount divided by line 8@ amount 10
(i) (ii) (iii)
Section E - Distribution Allocations (see instructions) Excess Distributions Underdistributions Distributable
Pre-2020 Amount for 2020

1 Distributable amount for 2020 from Section C, line 6

5 Underdistributions, if any, for years prior to 2020 (reason-
able cause required - axplain in Part VI). See instructions.

3 Excess distributions carryover, if any, to 2020

a From 2015

b From 2016

¢ From 2017

d

e

f

From 2018
From 2019
Total of lines 3a through 3e
g Applied to underdistributions of prior years
h Applied to 2020 distributable amount
i Carrvover from 2015 not applied (see instructions)
i Remainder. Subtract lines 3g, 3h, and 3i from line 3f.

4 Distributions for 2020 from Section D,

line 7: S
a Applied to underdistributions of prior years
b Applied to 2020 distributable amount
¢ Remainder. Subtract lines 4a and 4b from line 4.

5 Remaining underdistributions for years prior to 2020, if
any. Subtract lines 3g and 4a from line 2. For result greater
than zero. explain in Part VI. See instructions.

6 Remaining underdistributions for 2020. Subtract lines 2h
and 4b from line 1. For result greater than zero, explain in

Part VI_See instructions.
2  Excess distributions carryover to 2021. Add lines 3

and 4c.
8 Breakdown of line 7:
a Excess from 2016
b Excess from 2017
¢ Excess from 2018
d
&

Excess from 2018
Excess from 2020

Schedule A (Form 990 or 990-EZ) 2020
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Schedule A (Form 990 or 990-E2 2020 International Rett Syndrome Foundation 31-1682518 Pages

|_Eﬂl't VI| Supplemental Information. Provide the explanations required by Part Il line 10; Part Il, line 17a or 17b; Part Il line 12;
Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4¢c, 5a, 6, 9a, 9b, 9¢, 11a, 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 1g; 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.)

032028 01-25-21 Schedule A (Form 990 or 990-EZ) 2020

20
15280604 758989 06125.T 2020.03050 INTERNATIONAL RETT SYNDRO 06125.T1



DocuSign Envelope ID: C5EBB8D3-5F1A-4C79-8B00-8BC6D18143EE - SCLOSURE COPY **
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Schedule B Schedule of Contributors OMB No. 15450047

(Form 890, 990-EZ, P Attach to Form 990, Form 990-EZ, or Form 990-PF.

g:pﬁ?i}m ik P> Go to www.irs.gov/Form990 for the latest information. 2020

Internal Revenus Service

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

Organization type (check one):

Filers of: Section:

Form 990 or 990-EZ [X] 501 (el 3 ) (enter number) organization

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

Form 990-PF

501(c)(3) exempt private foundation

4947(a)(1) nonexempt charitable trust treated as a private foundation

-0 £ L

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

Special Rules

[X] For an 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(a)(1) and 170()(1)(A)(vi), that checked Schedule A (Form 830 or 990-E4), Part I, line 13, 16a, or 1€b, 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 () Form 890, Part VIil, line 1h;
or (i) Form 990-EZ, line 1. Complete Parts | and Il

1 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 more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purposes, or for the prevention of cruelty to children or animals. Complete Parts | (entering
*N/A" in column (b) instead of the contributor name and address), Il, and lil.

l:[ 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 ehecked, 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 uniess the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions totaling $5,000 or more duringtheyear ... P 3

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990, 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) (2020)
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Schedule B (Form 990, 990-EZ, or 990-PF) (2020) Page 2
Name of organization Employer identification number
International Rett Syndrome Foundation 31-1682518

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

(@) (b) (c) (d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
2 Person IE
Payroll =1
$ 90,000. Noncash [ |

(Complete Part Il for
noncash contributions.)

(@) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
2 Person X]
Payroll k)
s 120,000. Noncash [ |

(Complete Part Ii for
noncash contributions.)

(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 Person IE
Payroll -
$ 14D . 211 Noncash [ |

(Complete Part Il for
noncash contributions.)

(a) (b) (c) (d)

No. Name, address, and ZIP + 4 Total contributions Type of contribution
4 Person [X]
Payroll [ ]
$ 137 .,300= Noncash [ |

(Complete Part Il for
noncash contributions.)

(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person 1___|
Payroll (]
$ Noncash [ |

(Complete Part Il for
noncash contributions.)

(a) (b) (c) (d)
No. Mame, address, and ZIP + 4 Total contributions Type of contribution

Person ]:I
Payroll D

3 Noncash [ |
(Complete Part Il for

noncash contributions.)
023452 11-25-20 Schedule B (Form 990, 990-EZ, or 990-PF) (2020)
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Schedule B (Form 990, 990-EZ, or 990-PF) (2020)

Page 3

Name of organization Employer identification number
International Rett Syndrome Foundation 31-1682518
Partll Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.
(a)
No. (b) FMV [nrt:!sﬁmata] ()
from D ipti i i
o escription of noncash property given (e isiation) Date received
(a)
fr o - or estimate .
o ::I Description of noncash property given (See instructions.) Date received
(a)
No. ()
from Description of nnrfish operty given R {or wetnete) Date o ived
Okl PrOpRrY @ (See instructions.) i
(a)
No. (b) () (d)
FMV ti
from Description of noncash property given (See E:stfj ct:;:;e}] Date received
Part | '
(a)
(c)
No. (b) . (d)
from Description of noncash property given l{:;: E:;t:Js:t::nB:} Date received
Part | '
(a)
(c)
No. o (b) ) FMV (or estimate) ) -
from Description of noncash property given (See instructions.) Date received
Part | ;

023453 11-25-20
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Schedule B (Form 990, 990-EZ, or 990-PF) (2020) Page 4
MName of organization Employer identification number
International Rett Syndrome Foundation 31-1682518

Partlll  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 contributor. Complete columns (a) through (e) and the following line entry. For organizations
completing Part Ill, enter the total of exclusively religious, charitable, etc., contributions of $1,000 or less for the year_ (Enter this info. once.) L g
Use duplicate copies of Part |l if additional space is needed.

(a) No.
gﬂl (b) Purpose of gift (¢) 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.
I‘;raanl (b) Purpose of gift {c) Use of gift (d) Description of how gift is held
(e) Transfer of gift
Transferee's name, address, and Z2IP + 4 Relationship of transferor to transferee
(a) No.
Igﬂr:rrtnl (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.
;";_TI (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
023454 11-25-20 Schedule B (Form 990, 990-EZ, or 990-PF) (2020)
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SCHEDULE D Supplemental Financial Statements ]
(Form 990) P Complete if the organization answered "Yes" on Form 990, 2020
PartlV, line 6,7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 123, or 12!:
Department of the Treasury P> Attach to Form 990. Open to Public
Intarnal Revenue 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

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
1 Tatalswmberatendofyear.
2 Aggregate value of contributions to (during year)
3 Aggregate value of grants from (during year)
4 Aggregate value at end of year
5 Did the organization inform all donors and dunnr adwsnrs in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization's exclusive legal control? , |:] Yes D No

6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funcls can be used anry
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
UDDSETTRERIDG DIVERD DRIBIIE o s o e e e e B I i l: Yes [_INo
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 important land area
|:[ Protection of natural habitat ]:I Preservation of a certified historic structure
|:] Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

day of the tax year. Held at the End of the Tax Year
a Total number of conservation easements T —— TR g £
b Total acreage restricied by conservation easements 2b
¢ 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
B L O R B S T R G S SR ST _2d
3 Number of conservation easements modified, transferred, released, extmgmshed or terminated by the crgamzatmn during the tax
year p

4 Number of states where property subject to conservation easement is located Pp
§ Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easements it holds? [:] Yes ]:I No
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of wolatlons and enfurcmg ccnsewat:on easemrants during the year

>
7 Amount of expenses incurred in monitoring, inspecting, handling of viclations, and enforcing conservation easements during the year

| ]
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)

and section 170MNAIBII? ... ..o [ Ives [InNo

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

organization's accounting for conservation easements. _ _
{ Part lli 5rgamzatmns Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes" on Form 290, Part IV, line 8.

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

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:

) Revenue bokided on RO 990, Part VLB Y oo o nmmnnas s e e I
() A nGudsd BVPOIR I PR oo i s e i ST e LS > 5

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

a Revenueincluded on Form 990, Partvil,linet ... p»§
b _Assets included in Fom G900, Part K i oottt ettt sttt ettt ssssnnnes |
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2020

032051 12-01-20
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DocuSign Envelope ID: CSEBB8D3-5F1A-4C79-8B00-8BC6D18143EE

Schedule D (Form 990) 2020 International Rett Syndrome Foundation 31-1682518 page?2
[Partlll| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets onsingeq)
3 Using the organization’s acquisition, accession, and other records, check any of the following that make significant use of its
collection items (check all that apply):
a [:l Public exhibition d |:| Loan or exchange program
b [:l Scholarly research [ |:| 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 XIII.
5 During the year, did the organization sclicit 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? ... R [ INo
Part IV | Escrow and Custodial Arrangements. Complete if the organization answered “r’es on Form QBD Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.
1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X7 e R R I:]YES i:]hln

b If "Yes," explain the arrangement in Part Xlll and complete the following table:
Amount
G Begeing UGl oo cnnsiianmernn s s st o s oo | 38
i SO QUER TERNEE o i e et T A Ao it B S oS e s _1d
e AT
f Endingbalance 1f
Ea Did the organization lnclu-::le an a.rnuunt on Fon‘n QS}D Fart X Ilne 21 fnr eSCrow or GUStGdIﬂI ancount llablllty" _______________ [:l Yes D MNo
If "Yes," explain the arrangement in Part Xlll. Check here if the explanation has been providedon Part Xl ...........ocooooeeeieoooo . -
I_al't_v Endowment Funds. Complete if the organization answered "Yes" on Form 990, Part IV, line 10.
{a) Current year {b) Prior year {¢) Two years back | (d) Three years back | (e) Four years back
1a Beginning of year balance 1,203 115, 1,011,194, 1,130,621, 1.094 731, 1,026, 1459,
b Contriputons ...~~~
¢ Net investment eamings, gains, and losses 135,634. 191,921, -63,949, 135,830, 68,582,
d Grants or scholarships
e Other expenditures for facilities
DR RRERTRIE. it e 59,338, 55,478, 100,000.
f Administrative expenses ==
g Endofyearbalance . 1,279,391, 1,203 115, 1,011 194, 1 130, 621. 1,094, 731.
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment P> %
b Permanent endowment P 100 %
¢ Term endowment P %
The percentages on lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization
by: Yes | No
() Unrelated organizations e |32 ] X
(i) Related organizations e | Ba(i]) X
b I *Yes" on line 3alii), are the related nrganlzatmns I:sted as requlred on Scheduie F{"? 3b
4 Describe in Part Xlll 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 (e) Accumulated (d) Book value
basis (investment) basis (other) depreciation
T EROE o s S G AR
AT wi R O
¢ Leasehold improvements =
O EIRBPIOINE o cciainin s S A
@ Other ... i
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B). line 10¢) .. .oooooooooooerooooe jr 0.
Schedule D (Form 990) 2020
032052 12-01-20
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Schedule D (Form 990) 2020 International Rett Syndrome Foundation 31-1682518 page3
Part VIlI| 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 (inciuding name of security) (b) Book value (¢) Method of valuation: Cost or end-of-year market value
(1) Financial derivatives .
(2) Closely held equity interests
(3) Other

(A)

B

(C)

(D)

(E)

)

(G)

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

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

(1)

(2)

(3)

(4)

(S)

(6)

(7)

(8)

(9)
Total, (Col. (b) must equal Form 990, Part X, col. (B) line 13.)
| Part IX | Other Assets.

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

(1)
(2)
(3)
(4)
(5)
(6)
(7)
{8)
(9)

Total. (Colymn (b) must egual Form 990, Part X, col. (B line 15.) —oooooooeoeocerorcneesseiisssssisienicccec P
Part X | Other Liabilities.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25.

1. (a) Description of liability (b) Book value
(1) Federal income taxes
(2) 1
(3)

(4)
(5)
(6)
(7)
(8)
)]

2. Liability for uncertain tax positions. In Part Xll|, provide tha text of the footnote to the crgamzatmn s ftnanclal 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 Xl
Schedule D (Form 290) 2020

032053 12-01-20
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Schedule D (Form 990) 2020 International Rett Syndrome Foundation 31-1682518 paged
| Part XI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" on Form 890, Part IV, line 12a.

1 Total revenue, gains, and other support per audited financial statements 1 3,910,930.
2 Amounts included on line 1 but not on Form 990, Part VIl line 12:

a Netunrealized gains (losses) oninvestments ... | 2a -49,049.

b Donated services and use of facilities ... ... |2 12,900.

¢ Recoverlosof priOrySarfIBINE: . . . s AR s 2¢

i Oher Dosedba PO i i s, | 133,305.

N N NI ] i it S i 2e 97,156.
3 Subtract line 2e from line 1 N I 3,813,774.
4 Amounts included on Form 990, Part 1Iv.l’III I|ne12 but nc}t on Ime1

a Investment expenses not included on Form 990, Part Vil line7o | 4a 22,526,

b Other (DescribeinPartXll) .. .. . . s 1 14,650.

¢ Addlines4aanddb TSRS NI, 37,176.
5 Total revenue. Add Ilnasaandd-c ﬁﬁwﬂw; Ime 12] 5 3 § 850 < 950.

Part Xll | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements | 2,573,248 .
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilites | 2a 12.900.

b Prior yearadjustments e, | 2D

il v e

G BT e 2 s (S 131 713

2R N DT crscacinmeson s e B T R R A A T 2e 144,613.
3 Subtractline2efromline1 . L 2,428,632.

4 Amounts included on Form 990, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part VIl line 70 4a 22,526

b CHNFIDERTINIE RN cccoviccov oo o S U et oo 4b 14,650.

T P R O S A 4c 37,176.
Total expenses. Add lines 3 and 4¢. (This must equal Form 990, Part [ line 18) oo | 5 2,465,808.

|T°art Xill] Supplemental Information.

Provide the descriptions required for Part Il, lines 3, 5, and 8; Part lll, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,
lines 2d and 4b; and Part Xl|, lines 2d and 4b. Also complete this part to provide any additional information.

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 Intermal 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 TRS Form 990 is subiject to review and examination by federal and

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

positions taken, and therefore, does not have any uncertain income tax
032054 12-01-20 Schedule D (Form 990) 2020
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Schedule D (Form 990) 2020 International Rett Syndrome Foundation 31-1682518 pages
[Part Supplemental Information oniinued)

positions that are material to the financial statements.

Part XI, Line 2d - Other Adjustments:

Special Event Expense 127 .595.
Change in Beneficial Interest in Trust 1,592.
Cost of Sales 4,118.
Total to Schedule D, Part XI, Line 2d 133,305

Part XI, Line 4b - Other Adjustments:

Survey Expense 14,650.

Part XII, Line 2d - Other Adjustments:

Special Event Expense 127 ,595.
Cost of Sales 4.118.
Total to Schedule D, Part XII, Line 2d 131.713.

Part XII, Line 4b - Other Adjustments:

Survey Expense 14,650.

Schedule D (Form 990) 2020
032055 12-01-20
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SCHEDULE F Statement of Activities Outside the United States Nl He iy
(Form 990) P> Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16. 2020
Department of the Treasury P> Attach to Form 990. Open to Public
Internal Revanua Service P Go to www.hrs.ggva orm990 for instructions and the latest information. Inspection

Name of the organization

International Rett Syndrome Foundation

Employer identification number

31-1682518

Part |

Form 990, Part IV, line 14b.

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

1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,

the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? 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 :éﬂegl't?fns& (by type) (such as, fundraising, pro- is a program service, expenditures
in the region | independent |gram services, investments, grants to describe specific type in::;ta“':;’nts
contractors ioi i i ; i : : ;
i the region recipients located in the region) of service(s) in the region in the region
Europe (Including Grants to recipients in the
Iceland & Greenland) 10 0 jegion Fesearch Grant 148 650,
Eaat Asia and the Brants to recipents in the
Pacific 2 0 fregion Research Grant 0,
Middle East and srants to recipents in the
North Africa 1 0 [egion Research Grant 37_411.
Brants to receipents in the
North America 0 0 fregion Research Grant 37,477.
3a Subtotal 13 0 223,538,
b Total from continuation
sheets to Partl 0 0 0.
¢ Totals (add lines 3a
and3b) ... 13 0 223 ,538.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2020
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Schedule F (Form 990} 2020 International Rett Syndrome Foundation 31-1682518 Page 2
i Part 1l | Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered “Yes® on Form 990, Part IV, line 15, for any
recipient who received more than $5,000. Part Il can be duplicated if additional space is needed.
1 : & -
L {b) IRS code section y d) Purpose of &} Amount Mannerof | (a) Amount of (h) Description (i) Method of
{a) Name of organization f_; £1N (i applicabie) ) Regen " [f :a:.h t 35[1?:1‘ j| e S DR VAR GOk, F R
PP grant o s |6 isbursament | ecistance assistance appraisal, other)
pe (Including
celand & Regular
Greenland) Research-Basic 36 250, 0.
Eurnpi {Including
celand & egular
Greenland) search-Basic 37, 400, 1.
L egular
orth America esearch-Basic 37,477, 0.
Furope (Including
Iceland & E:a'ular
Creenland) search-Basic 37,500, 0,
Eidﬂln East and
orth Africa HaART-Translational 37 411, 0.
E.vxape {Inclunding
celand & HeART-Neurc-Habilitati
Frasnland) on 37 500, 0.
2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as a tax
exempt 501(c)(3) organization by the IRS, or for which the grantea or counsel has provided a section 501(c){3) equivalancy latter | g
3 Enter total number of other organizations orentities ..., |
Schedule F (Form 990) 2020
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Schedule F (Form 990) 2020 International Rett Syndrome Foundation 31-1682518

Page 3
Partlll Grants and Other Assistance to Individuals Qutside the United States. Complete if the organization answered "Yes® on Form 990, Part IV, line 16.
Part lil can be duplicated if additional space is needed.
: ; {e) Number of | (d) Amount of (&) Manner of (f) Amount of (g} Description of (h) Method of
(a) Type of grant or assistance (b) Region recipients cash grant cash disbursement noncash noncash assistance valuation
S appraisal, other)
Schedule F (Form 990) 2020
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Schedule F (Form 990)2020 _International Rett Syndrome Foundation 31-1682518  pages
- Foreign Forms

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

the organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for Form 926) ... [ ves [X]No

2 Did the organization have an interest in a foreign trust during the tax year? "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 Retumn of Foreign Trust With a
U.S. Owner (see Instructions for Forms 3520 and 3520-A; don't file with Form 990) . T [ Yes No

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

the organization may be required to file Form 5471, Information Return of U.S. Persons With Respect to
Certain Foreign Corporations (see Instructions for Form 5471) ... ... . |:[ Yes IE No

= Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? if “Yes," the organization may be required to file Form 8621,
Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing
ERR A SRR R PO, - cossmnisusssmamrpmampssmnstimsmngss L% Xl

5 Did the organization have an ownership interest in a foreign partnership during the tax year? jf "ves,"
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for Form 8865) D Yes @ No

6 Did the organization have any operations in or related to any boycotting countries during the tax year? f
“Yes, " the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713; don'tfile with Form 990) ... I:] Yes @ No

Schedule F (Form 990) 2020
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Schedule F (Form 990)2020 International Rett Syndrome Foundation 31-1682518 Ppages
Supplemental Information

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

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 year 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.

032075 12-03-20 Schedule F (Form 990) 2020
34
15280604 758989 06125.T 2020.03050 INTERNATIONAL RETT SYNDRO 06125.T1



DocuSign Envelope ID: CSEBB8D3-5F 1A-4C79-8B00-8BC6D18143EE

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 IV, line 17, 18, or 19, or if the
organization entered more than $15,000 on Form 990-EZ, line 6a. 2020
Department of the Treasury B> Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service P> Go to www.irs.gov/Formg90 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 [:] Solicitation of non-government grants
b [ ] intermet and emalil solicitations f [ Solicitation of government grants
¢ |1 Phone solicitations g oo Special fundraising events

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

iii) Di Amount paid . :
(i) Name and address of individual (i) Activity mﬁégga?s:gr (iv) Gross receipts t-!lvz::r re’{aineg i;y} t{w{} Pun?unfmeabtdﬂ
or enti ndraise o ool from activi fundraiser B FEae
s ; contributions? e listed in col. (i) SRR
Yes | No
FOMl oo on o i i e e s |
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) 2020
032081 11-25-20
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Schedule G (Form 990 or 990E7) 2020 International Rett Syndrome Foundation 31-1682518 page2
Partll| 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.

{131 Event #1 ‘ (b) Event #2 (c) Other events (d) Total events
abiarz aise Glass
. (add col. (a) through
ents irtual Even 25 col. (c)
& (event type) (event type) (total number) :
-
=
1 Grossrecelpts 177,244. 164,810. 716,949.| 1,059,003.
oc
2 Less: Contributions 176 ,744. 157.,720. 687,107. 1.021,571.
3 Gross income (line 1 minus line2) 500. 7,090. 29,842, 37 . .432.
g RERITINE e s ey
e 7 . 013. 4 i 287 11 . 355,
5| 6 Rentfaciitycosts ... . ... 2,087. 2,087,
0
Bl 7 Foodandbeverages .. . ... . ... 500. Y ¥ 500. 1,077,
E
8 Entettanrrent ... 100. 100.
9 Other directexpenses 8,260. 17,343. 87,373 112,976,
10 Direct expense summary. Add lines 4 through 9 in column (d) > 127,595,
Net income summary. Subtract line 10 from line 3, column (d) B -90,163.

aming. Complete if the organization answered "Yes" on Form 990, Part |V, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a.

1
| Part 1l

. (b) Pull tabs/instant ; (d) Total gaming (add

% sl bingo/progressive bingo k) SAneegoaing col. (a) through col. (¢))

T CECERTIRRE .
|8 CRR e
2
1S Ramswplaw
i
E 4 Rent/faciitycosts
a

5 Otherdirectexpenses ... s

[_1vYes % [[_] ves % |[_] Yes %

6 Volunteerlabor [ INe I Ne [ INe

7 Direct expense summary. Add lines 2 through 5 in column (d)

8 Net gaming income summary. Subtract line 7 from line 1. column (d)

9 Enter the state(s) in which the organization conducts gaming activities:
a Is the organization licensed to conduct gaming activities in each of these states? D Yes |:[ No

b If “No," explain:

10a Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year? | Yes ] | No

b if "Yes," explain:

032082 11-25-20 Schedule G (Form 990 or 990-EZ) 2020
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DocuSign Envelope ID: CSEBEB8D3-5F1A-4C79-8B00-8BC6D18143EE

Schedule G (Form 990 or 990£7) 2020 International Rett Syndrome Foundation 31-1682518 pages

11 Does the organization conduct gaming activities with nonmembers? = [:] Yes [:| No
12 Is the organization a grantor, beneficiary or trustee of a trust, or a memher of E partnershlp or other c-:-rrh!:;-r fonned
to administer charitable gaming? . R S ou PR TRRSP I |~ N
13 Indicate the percentage of gaming actwlty conducted in
a The organization's facility 13a %
b An outside facility 13b %
14 Enter the name and address n:-f the pErscrn who praparas tha urganlzatmn S gam:ngfspecnal euents bnai{s and records
Name P
Address P
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? = I:] Yes D No
b If “Yes," enter the amount of gaming revenue received by the organization P $ and the amount

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

Name P

Address p

16 Gaming manager information:

Name p

Gaming manager compensation p $

Description of services provided p»

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

17 Mandatory distributions:
a s the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? D Yes |:I No
b Enter the amount of distributions re-quwed under state an to be distﬂ buted tn other exempt organlzatmns or spent in the
organization's own exempt activities during the tax year - $
Part IV| Supplemental Information. provide the explanations required by Part |, line 2b, columns (iii) and (v); and Part Ill, lines 9, 9b, 10b,
15b, 15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions.

032083 11-25-20 Schedule G (Form 990 or 990-EZ) 2020
37

15280604 758989 06125.T 2020.03050 INTERNATIONAL RETT SYNDRO 06125.T1



DocuSign Envelope |D: CSEBB8D3-5F1A-4C79-8B00-8BC6D18143EE

Schedule G (Form 990 or 990-EZ) International Rett Syndrome Foundation 31-1682518 pages
IV] Supplemental Information onsinueq)

Schedule G (Form 990 or 990-EZ)

032084 04-01-20
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SCHEDULE | Grants and Other Assistance to Organizations, sy
(Form 990) Governments, and Individuals in the United States 2020
Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22.
Depariment of Ihe Treasury P> Attach to Form 990. Open to Public
i e P Go to www.irs.gow/Form930 for the latest information. _ Inspection
MName of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518

| Part| | General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibiiity for the grants or assistance, and the selection

‘res [ Ine

i Partll i Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered "Yes” on Form 980, Part IV, line 21, for any

racipient that ived more th 000, Part Il can be duplicated if additional space is needed.
1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of | (e) Amount of M ”P""ngk (g) Description of {h} Purpose of grant
or govemment (i applicable) cash grant non-cash MV iy noncash assistance or assistance
Siteraty el . appraisal,
other)

ganford Burnham Probys Medical
Center - 10501 N. Torrey Pines
Drive - La Jolla, CA 92037 51-01587108 37,500, 0. Fett Syndrome Research
Icahn School of Medicine at Mount
Sinail - 1 Gustave L, Levy Pl - New
York, WY 10023 13-6171147 37,4939, 0. Bett Syndrome Research
Cincinnati Children's Hospital
Medical Center - 3333 Burnec
Avenue - Cincinnaci, OH 45229 31-0833938 40 500, 0. Bect Syndrome Research

2  Enter total number of section 501(c)(3) and government organizations listed intheline 1tsble  _____  w 3.

3 Fmter total number of other organizations listed inthelne 1table ... ... ... ... ... D L ATy iseceiv e
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 280, Schedule | (Form 990) 2020

032907 1-(2-20
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Schedule | (Form 990) 2020 International Rett Syndrome Foundation 31-1682518 Page 2

Partlll | Grants and Other Assistance to Domestic Individuals. Complete if the erganization answered "Yes" on Form 990, Part IV_ line 22.
Part Il can be duplicated if additional space is needed.

(a) Type of grant or assistance (b) Number of {e) Amount of | (d) Amount of non- (e} Method of valuation {f) Description of noncash assistance
recipients cash grant cash assistance | (book, FMV, appraisal, other}

I, line 2: Part Il i iticnal information.

Part I, Line 2:

OQur 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 required to sign an acceptance agreement with the foundation and are

€42102 11-00-20 Schedule | (Form 890) 2020
40
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Schedule | (Form 990) International Rett Syndrome Foundation 31-1682518 page2
[Part IV]| Supplemental Information

required to submit two reports a year 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

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

Schedule | (Form 990)

032281

D4-01-20
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SCHEDULE J Compensation Information OMB No. 1645-0047

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

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

International Rett Syndrome Foundation 31-1682518
[Partl | Questions Regarding Compensation

Yes | No

1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990,
Part VII, Section A, line 1a. Complete Part lil to provide any relevant information regarding these items.
[ First-class or charter travel D Housing allowance or residence for personal use
1:| Travel for companions l:l Payments for business use of personal residence
[ Tax indemnification and gross-up payments [_] Health or social club dues or initiation fees
:I 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 Partlll toexplain .. .. ... | 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 1a7 2

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

4 During the year, did any person listed on Form 990, Part VII, Section A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment?
b Participate in or receive payment from a supplemental nonqualified retrremem plan'?
¢ Participate in or receive payment from an equity-based compensation arrangement? e : i,
If “Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each lt'E-'ITI in Part III

8|8
4| Dd >4

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 VI, Section A, line 1a, did the organization pay or accrue any compensation
cc:-ntingent on the revenues of:
b Any related organlzatlcn? i 5b X
If “Yes" on ling 5a or 5b, desmba in F‘art |I|
6 For persons listed on Form 990, Part VIl, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net eamings of:

R T — X
b ANy related OrGANIZAtON Y ettt e 6b X
If “Yes" on line 6a or 6b, describe in Part Il
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 672 If "Yes," describein Part Il . . T r— 7 X
8 Were any amounts reported on Form 990, Part VII, paid or a-::c:med pursuant tn a ccmtra-::t that was Si.lb]ﬂﬂt tn the
initial contract exception described in Regulations section 53.4958-4(a)(3)? If "Yes," describeinPartit | 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
Reptiiticns BecHB S AIBBBIENT «ovuvcsiin i s e S e S S e e e R 9
LHA For Paperwork Reduction Act Notice, see the Instru::tmns for Form 990. Schedule J (Form 990) 2020

032111 12-07-20
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DocuSign Envelope ID: CS5EBBBD3-5F1A-4CT8-BB00-8BCED18143EE

Schedule J (Form 990} 2020 International Rett Syndrome Foundation 31-1682518 Page 2
| Partli_| Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicale copies if additional space is needed.

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

Note: The sum of columns (B){iHiE) for sach listed individual must equal the total amount of Form 930, Part VII, Section A, line 1a, applicable column (D) and (E) amounts for that individual.

(B) Breakdown of W-2 and/or 1099-MISC compensation | (C) Retirement and (D) Wontaxable |(E) Total of columns | (F) Compensation

(B (i) B & (iii) Oth e 5 benefits (BHIHD) in column (B)
asoe onus i er tion

(A) Name and Title compensation incentive reportable . reported I: dnf;rmr?d

compensation compensation Ofl prorToam

{1} Dominigue Pichard mi 260,981. 0. 0. 0. 0 260,981. 0.
chiaf Science Officer {ii) 0. 0. 0. 0. 0. 0. 0.

S1EE EEICEIEICEICE)

(i)

(i}

0
(i)

Schedule J (Form 990) 2020
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Schedule J (Form 980) 2020 International Rett Syndrome Foundation 31-1682518 Page 3
| Part Il | Supplemental Information
Provide the information, explanation, or descriptions required for Part |, lines 1a, 1b, 3. 4a. 4b, 4c, 5a, 5b, 6a. 6b, 7, and 8, and for Part Il. Also complete this part for any additional information.

Schedule J (Form 2990) 2020

032113 12-07-20
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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 specific questions on 2020
Form 990 or 990-EZ or to provide any additional information.
Diepartment of the Treasury P Attach to Form 990 or 990-EZ. Open to Public
Internal Revenue Sarvice P> Go to www.irs.gov/Form990 for the latest information. Inspection
Mame 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 990, Part VI, Section A, line 4:

The Organization's Bylaws were updated in 2020.

Form 990, Part VI, Section B, line 1lb:

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

questions before it is filed.

Form 990, Part VI, Section B, Line 1l2c¢:

Annually the entire board reviews the policy 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:

AL ,AK,A%,AR,CA,CO,CT,DE,FL,GA,HI,ID,IL,IN,TA, KS,KY, LA ME, MD,MA 6 MT, MN,6MS, MO

MT ,NE,NV,NH,NJ ,NM,NY,NC,ND,OH,OK,OR,PA,RI,f SC,SD,TN,TX ,UT,VT,VA, VI , WA WV WY
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) 2020
032211 11-20-20
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Schedule O (Form 990 or 990-EZ) 2020 Page 2
Name of the organization Employer identification number

International Rett Syndrome Foundation 31-1682518

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

The governing documents of the organization are available on the Ohio

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

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

policy is available upon request.

Form 990, Part IX, Line 1llg, Other Fees:

Other Professional Fees:

Program service expenses 145,692.
Management and general expenses 8,894.
Fundraising expenses 25,895,
Total expenses 180,481.

Outside Services:

Program service expenses 47,281.
Management and general expenses 9,111,
Fundraising expenses 30,015,
Total expenses 86,407.
Total Other Fees on Form 990, Part IX, line 1lg, Col A 266,888,

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

Change in Beneficial Interest in Trust 1.,592.

Form 990, Part XI, line 2c:

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

032212 11-20-20 Schedule O (Form 990 or 990-EZ) 2020
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