~m 990

Return of Organization Exempt From Income Tax
Under section 501(c}), 527, or 4847(a)(1) of the Internal Revenue Code {except private foundations) 20 1 3

OMB Mo, 1545-0047

Department of the Treasury P Do not enter Social Security numbers on this form as it may be made public, Open'to Public
Internal Revenue Service P _Information about Form 980 and its instructions is At i irs gov/formagn Inspection
A For the 2013 calendar year, or tax year beginning and ending
B Check if C Nama of arganization D Employer identification number
applicable:
tinee | Intermational Rett Syndrome Foundation
Qﬁéﬁaa Boing Businass As 31-1682518
e Number and street (o7 P.0. box if mail is not delivered 1o straat address) Roomisuite | E Telephona number
[_lemn- | 4600 Devitt Drive 513-874-3020
&?L?ﬁ“‘“’ City or town, state or province, country, and ZIP or foreign postal code G Gross receipls § 5,125 ' 369.

[ ifepies | Cincinnati,

pending

OH 45246

H{a) Is this a group return

F Name and address of principal officenShannon Starkey-Taylor
same as C above

for subordinates? DYes No

Hib) Are ot subordinates incmaam[_._._]‘{es D No

| Tex-exempt status: [ X] 501(c)(3) |__] 501(c)

) (inserino.) [__] 4847(a){1yor L_J 527 If "Mo," aitach a list. {(see instructions)

J Website: pr www.rettsyndrome.org

Hic) Group sxemption number P

K Form of organization: [ | Corporation [ ] Trust {__] Association |__] Othar | L vear of formation: 199 9] m State of fegal domigile: OH

[Part 1] Summary

o | 1 Briefly dascribe the organization’s mission or mast significant activitles: TO fund research for treatments
E and a cure for Rett Syndrome while enhancing the overall gquality of
; 2 Checkthisbox B L !if the organization discontinued its operations or disposed of more than 25% of its net assets.
3| 3 Number of voting members of the govarming body Part Vi, line 1) 3 13
:: 4 Number of indepandent voting members of the governing body {Past VI, line 1b) 4 13
& | 5 Total number of individuals employed in calendar year 2013 (Part V, line 2a) 5 10
:‘E 6 Total number of volunteers {estimate if necessary) _ 6 350
g 7 a Total unrelated business revenue fram Part VAll, column (C), line 12 7a 0.
b Net unrelated business taxable income fram Form 990-T, INE 34 ...oo.ioiiiiiiieeeis e eseesssse e 7b 0.
Prior Year Current Year
o | B Contributions and grants (Part VIIl, ine 1h) ... 4,387,084.] 4,404,603,
E | 9 Program service revenue (Part VU, fine2g) 175,680. 60,066,
é 10 Investment income (Part VI, column (&), ines 3, 4, and 7d)y ... . 67,956. 102,486.
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, ¢, 10c, and 11g) -238,100. -118, 355.
12 Total ravenue - add lines 8 through 11 (must equal Part VI, column (A}, I|ne 12] ......... 4 ' 332 ' 660. 4 r 448 ' 800.
13 Grants and similar amounts paid (Part X, column (A}, lines 1-3) 3,642,363, 2,181,863.
14 Benefits paid to or for members {Part IX, column {8), ine 4y . 0. 0.
9 15 Salaries, other compensation, employee benefits {Part IX, column {A), linas 510) 807,948. 917,226.
§ 16a Professional fundraising fees (Part IX, column (A), Ine 11e) .. G. . 0.
3 b Total fundraising expenses (Part IX, column (D), Ine 25) b= 310,643, ) ] e ’
W47 Other expenses (Part [X, column (A), lines 11a-11d, 11#24e} 1,132,814, 850,307.
18 Total expenses. Add lines 13-17 (must equal Par [X, celumn (4), line 25) 5,583,125, 3,949,496,
19 Revenue less expensas. Subtract line 18 from line 12 -1,250,465. 499,304,
58 Baginning of Current Year End of Year
EE| 20 Total assets (Part X, e 16) ... 5,770,975.[ 5,595,449,
“o| 21 Totalliabilties (Part X, N6 26) .. 4,161,334.] 3,437,324,
3&:’ 22 Net assets or fund balances. Subtract line 21 fromline 20 ..o 1,609,641, 2,158,125,

[ Part:Nl | Signature Block

Under penallies of perjury, | declara that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belied, it is
trug, corract, and gomplete. Declaration ol preparer (other than officer) is based o all information of which preparer has any knowledge.

“Svunah )\51%2’160\- Terty 0w | 7. 214,
Sign Signathrd 8T olficer Date
Here Shannon Starkey—Tayl or, Chief Operating OQOfficer
Type or print name and titte
Print/Type praparer's name Preparar 5 sigralure g 7 / Date bk ||| PTIN

Peid  Paula Hume ’ izﬁ% ,§4~«_ 07/08/14 |1 e P00537516
Preparer |Firm'sname |, BAarnes, Dennig & Co./, LTD FirmsENp 31-1119890
Use Only |Firm'saddressp, 150 Fast Fourth Street

Cincinnati, OH 45202 Fhaneno. { 513)241-8313
May the IRS discuss this return with the preparer shown above? (see instructions) . LK_I Yes |_| No
339001 102913 LHA For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2013)

See Schedule 0 for Organization Mission Statement Continuation



Form 990 (2013) International Rett Syndrome Foundation 31-1682518 page 2
Part Il ] Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part Il
1  Briefly describe the organization's mission:
The core mission of the IRSF is to fund research for treatments and a
cure for Rett Syndrome while enhancing the overall quality of life for
those living with Rett Syndrome by providing information, programs and
services.

2  Did tha organization undariake any significant program services during the year which wera not listed on

the prior Form 880 0 880:€27 | e Cves XIno
If "Yes," dascribe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes In how it conducts, any program services? |__—|Yes IX] No

If "Yes," describs these changes on Schedule O.

4  Describe the organization's program service accomplishmeants 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
revanus, if any, for sach program service reported.

4a  (Code: ) (Expenses § 2,841,960, including grams of § 2,181,963, ) (Revenues )
Research programs include activities focused on finding treatments and
a cure for Rett Syndrome and include items such as research grants,
medical symposliums and support of Rett Clinics.

4b  (Codm: } (Expanses $ 409 ’ 769, including grants of § } {Revanuss 60 ,066. )
The family support program includes activites focused on enhancing the
overall lives of those afflicted with Rett Syndrome and their families
and includeg such items as an 800 phone number, 2 staff members devoted
to connecting with families and offering information support, regional
representatives program and a family advisory board.

4¢c  (Code: } (Expanses & 116,627. intluding grants of $ ) (Revenue s }
Education activities focused on providing informatlion about and raising
awareness of Rett Syndrome and includes activities such as the website,
newsletters and the annual family conference.

4d Other program services (Describe in Schedule O.)
(Exparses § Inziuging grants of § ) (Revenue 3 )
4e Total program service axpenses P 3,368,356,

Form 980 (2013)
a3za02
10-28-13
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Form 990 (2013) International Rett Syndrome Foundation 31-1682518 pages
{ Part IV | CheckKiist of Required Schedules

Yes | No
1 Is the arganization described in section 501(c)(3) or 4947{a)(1} (other than a private foundation)?
{t "Yes," complete Schedule A 1] X
2 Isthe organization required to complete Schedule B, Schedule of Contributors? e, 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidatss for
public office? If "Yes,* complete Schedule C, Part! ... D 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? If "Yes, " complete Schiedule C. Partif 4 X
5 s the organization a section 501(c)(4), 501 (c)(5), or 501{c)(B) organization that recelves membership dues, assessments, or
simitar amounts as defined in Revenue Procedure 98-197 If "Yes, " complete Schedule C, Partitt 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which doners have the right to
provide advice on the distribution or Investment of amounts in suck funds or accounts? If *Yes," complete Schedule O, Partt 6 X
7 Did the organization receive or hold a conservation easamsnt, including sasements to preserve open space,
the environmeant, historic land areas, or historic structures? if "Yes," complete Schedule 0, Partd e 7 X
8 Did the organization maintain collections of works of ari, historical treasures, or other similar assets? /f "Yes, " complete
SChEdu"e D' Part I” ............................................................................................................................................................ B X
9 Did the organization repari an amount in Part X, lina 21, for escrow or custodial account liability; serve as a custodian for
amounts not listed in Part X; or pravide credlt counseling, debt management, credit repair, or deht nagotiatien services?
7 “Yes," complete Schedule D, Part IV e 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowmenis, permanant
endowments, or quasi-endowments? if "Yes," complete Schedule D, Fart V. e B R 10| X
11 If the organization's answar to any of the following questions is “Yes,” then complete Schedule D, Parts VI, VI VL 1Y, or X
as applicable.
a Bid the arganization report an amount for fand, buildings, and equipment in Part X, line 107 If "Yes, " complete Schedule D,
b Did the organization report an amount for investments - othar securities in Part X, line 12 that is 5% or maore of its total
assets reported in Part X, line 167 /f "Yes,” complete Schedule O, Part Vit 11b X
¢ Did the organization report an amount for investments - program ralated In Part X, line 13 that is 5% or more of its total
assets reported In Part X, line 167 If "Yes," complete Schedule O, Partvity . 11c X
d Did the organizatlon report an amount for other assets in Part X, line 5 that Is 5% or mors of its total assets reported in
Part X, line 167 /f "Yes,” compiste Schedule D, Partix . SR e, 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 If ‘Yes," complete Schedule D, Fart X 11e X
f Did the organization’s separate or consolidated financial staterents for the tax yaar include a fooinote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 74Q)7 /f "Yes," complete Schedule D, Part X 11f X
12a Did the organization obtain separate, indepsndent audited financial statemants for the tax year? If "Yes," complete
Sohedule B, Parts XIand Xl ..o 12a X
b Was the organization inciuded in cansolidated, independent audited financial statements for the tax year?
If "Yes," and if the organization answerad "No" to fine 12a, then completing Schedule D, Parts Xt and Xit is optional 12b X
13 Is the organization a schocl described in section T70(L)INANI? If "Yes," complete Schedule £ i 1B X
14a Did the organization maintain an oifice, Bmployees, or agents outside of the United States? o 14a X
b Did the crganization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregale foreign investments valued at $1 006,000
or mare? If 'Yes," complete Schedule F, Parts tandtv TR I P: 1ol ..o
15 Did the organization report on Part I1X, column {A), line 3, more than $5,000 of grants or other assistancs to or for any
foreign organization? If "Yes, " compiete Schedule F, Parts ffand v 15 | X
16 Did the organization report on Part IX, column (A), line 3, mare than $5,000 of aggregate grants or other assistancs to
or for foreign individuals? If "Yes, " complete Schedule F, Parts ftfandtv 16 X
17 Did the arganization report a total of more than $15,000 of expenses for professional fundraising services on Part [X,
columnn (A), lines & and 11s? If *Yes," complete Schedule G, Part! . ... 17 £
18  Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI, lines
lcand Ba? If "Yes," complete Schedule G, Part il ... ... ... . |lw|X
18 Did the organization report mare than $15,000 of gross income from gaming activities on Part VIli, line 9a? /f "Yes,"
complete SChedule G, PAIL I | e . L9 X
20a Did the arganization operate ons or mare hospital facilities? If "Ves," complete Schequie H 20a X
b_If "Yes" to lng 20a, did the organization attach a copy of its audited financial statements to this reten? 20b
Form 980 (2013
332003
40-29-13
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Form 890 (2013) International Rett Syndrome Foundation 31-1682518  pag=4
[ Part IV [ Checklist of Required Schedules contimed)

Yes | No
21 Did the organization report mare than $5,000 of grants or other assistznce to any domestic organization or
government on Part IX, column (A), line 17 If "Yes,” complete Schecule I, Parts fandt 21 | X
22 Did the organization report more than $5,000 of grants or other assistance to individuals in the United States on Part IX,
column (A), line 27 If "Yes, " compiete Schedule |, Partsland 22 X
23  Did the organization answer "Yes” to Part VI, Ssction A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compansated emplayees? /f "Yes," complete
SCABOUI J o | X
24a Did the organization have a tax-exempt bond issus with an outstanding principal amount of mere than $100,000 as of the
last day of the year, thal was issued afler December 31, 20027 if “Yes,” answer fines 244 through 24d and complete
Schedule K. 1 "NO", 0 L0 liN€ 258 B 24a X
b Did the organization invest any proceads of tax-exempt bonds beyond a temporary pericd exception? 24b
Did the arganization maintain an escrow account other than a refunding escrow at any time during the year to defease
any taxX-exempt DONAS? | Lo 24¢

24d

25a Section 501(c){3) and 501(c)(4) organizations, Did the organization engage in an excess beneflt transaction with a
disqualified person during the year? If "Yes, " complete Schedule L, Part | 253 X

b Is the organization aware that it engaged In an excess benefit transaction with a disqualified persen in a prior year, and

that the transzction has not been reporied on any of the organization’s prior Forms 990 or 990-EZ7? If “Yes," complete
Schedule L, Part | 25h X

26 Did the organization raport eny amount on Part X, line 5, 6, or 22 for raceivablas from or payables to any current ar

former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? If S0,
complete Schedule L, Part || 26 X

27  Did the organization provide & grant or other assistance to an cfficer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committes mermber, or to a 35% controlled antity or family mamber
of any of these persons? /f "Yes," compiete Schedule L, Partit 27 X

28 Was the organization a parly to a business transaction with one of the following parties {see Scheduta L, Part IV
instructions for applicable filing thresholds, conditions, and axceptions):

a Acurrent or former officer, director, trustes, or key amployee? If "Yes," complete Schedule L, Part IV 28a X
b 28b X
c
28¢c X
29 20 | X
30
30 X
31
31 X
32
3z X
33
33 X
34
34 X
35a 35a X
b
within the meaning of section 512{(b){13)7? /f "Yes, " complete Schedule R, Part V, ipe2 o 35b
36  Section 501{c){3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule B, Part V. fine 2. 86 X
37  Did the organizatien conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? if "Yes, " complele Schedule R, Partvi 37 X
38 Did the organization complete Schedule © and provide explanations in Schedula Q for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complete Schedule O ... ... as | X
Form 990 2013)

332004
10-20-13
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Form 990 (2013) International Rett Syndrome Foundation 31-168B2518 page5
| Part\l| Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a responss or note to any line in this Part v e D

Yes | No
ta Enter the number reported in Box 3 of Form 1098, Enter -0- if not applicable 1a A

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

¢ Did the organization comply with backup withhelding rules for reportable payments to vandors and reportable gaming
(gambling) winnings to prize WINMEIS? .., . ...

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 coverad by this return 2a

Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (sae instructions)

3a Did the organization have unrelated business gross Income of $1,000 or more duringthe year? . . 3Ja X
b If*Yes," has it filed a Form 880-T for this year? If "No," to fine 3b, provide an explanation in Schedule © 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or othar authority over, a
financiat account in a foreign country (such as a bank account, securities account, or other financial accounty? 4a X
b If"Yes,” enter the name of the foreign country: B Sl
See instructions for filing requirements for Farm D F 90-22.1, Report of Foreign Bank and Financial Accounis.
5a Was the organization a party to a prohibited tax shelter transaction at any time during the {ax year? L Sa X
b Did any {axable party notify the organization that it was oris a parly to a prohibited tax sheiler transaction? | 5h X
¢ If"Yes," toline Sa or 5b, did the organization file Form888&-T? 5c
6a Does the organization have annual gross receipts that are normally greater than 51 00 000, and did the organization salicit
any contributions that were nat tax deductible as charitable contrbutions? Ga X
b If "Yes,” did the organization include with every solicitation an express statement that such contributions or qQifts
Were MOt tax dedUCHIDIBT . e 6b
7 Organizations that may receive deductible contributions undar section 170(c). TER
a Did the organization receive a payment in excess of 575 made partly as a contribution and parily for goods and services provided to the payer? | 7a | X
b If "Yes,” did the organization notify tha donor of the value of the goods or services provided? i X
¢ Did the organization sell, exchangs, or otherwise dispose of tangibte personal praperty for which it was required
tofile FOMM BZBAT oot 7c X
d If "Yes," indicate the numbar of Forms 8282 filed during the VOB e l 7d |
e Did the crganization receive any funds, dirsctly or indirectly, to pay premiums on a personal benefit contract? e X
T Did the organizatlon, during the year, pay premiums, directly or indIrectly, on a personal benefit contract? ... 7f X
g If the organization recelved a contribution of qualifled intellectual property, did the organization file Form 8899 as required? g N/A
h If the organization raceived a contribution of cars, boats, airplanes, or ather vehicles, did the organization file a Form 1098-C7? | 7h | N/A

8  Sponsoring organizations maintaining donor advised funds and section 508{a){3) supporting orgapizations, Old the supporting N/ A

organization, ar a donor advised fund maintained by a sponsaring organization, have excess business haoldings al any tima during the year? 8
9 Sponsoring organizations maintaining donor advised funds. i
a Did the organization male any taxable distributions under section 49867 N/A | oa

N/A |

b Did the organization make a distribution to a donor, denor advisor, or relatad person?
10 Section 501(c)(7} organizations. Enter:

a Initiation fees and capital contributlons included on Part VIl line12 N /A 10a
b Gross receipts, included on Form 990, Part VI, ling 12, for public use of glub facilities | 10B
11 Section 501(c)(12} crganizations. Enter:
a Gross income from members or sharehelders N/A 11a
b Gross income from other sources (Do not net amounts |:Iue or pald to other sources against
amounts due or recelvad fromthem.) 11b .
12a Section 4947(a){1) non-exempt charitable trusts. |s the organization filing Form 990 in lieu of Form 10417 12a
b If “¥Yes," enter the amount of tax-exampt interest racelved or accrued during the year ... N/A I 12b I o
13 Section 501(c){29} qualified nonprofit health insurance issuers. .
a Is the organization licensed 1o issue qualified health plans in more than one state? ] N / A 13a
Note. See the instructions for additional information the organization must report on Schadule O. T
b Enter the amount of reserves the organization Is required to maintain by the states in which the
organization is licensed to issue qualitied healthplans 13b
¢ Enterthe amountol resarvesonhand 13c
14a Did the organization receive any payments for |ndcn:rr tanning services during the tax year? 14a X
b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O ... 14h
Form 990 (2013)
332005
10-29-13
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Form 990 (2013) International Rett Syndrome Foundation 31-1682518 pageb

Part VI | Governance, Management, and Disciosure For each “ves® response to lines 2 through 7b befow, and for a "No* response

to line 8a, 8b, or 10b below, describe the ciroumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or note to any line Inthis Part VI .o
Section A. Governing Body and Management
Yes | No
1a Enter tha number of voting members of the governing body at the end of the tax vear ... 1= 13
I there are materiat differences in voting rights among members of the governing body, or if the governing
body delegated broad authority (o an execidive committee or similar committee, explain in Schedule 0.
b Enier the number of voting members included in line 1a, above, who are independert 1b 13
2 Did any officer, dirsctor, trustee, or key employee have a family relationship or a business raianonshlp with any other
officer, director, trustee, or key employee? 2 b:8
3 Did the organization delegate control over management duties customarily performmed by or under the diract supervision
of officers, directors, or trustess, or key employees to a management company or ctherperson? . ... 3 X
4 Did the organization make any slgnificant changes to its governing documents since the prior Form 990 was filed? | 4 X
5 Did the arganization become aware during the year of a significant diversion of the organization's assets? . 5 X
& Did the organization have members or stockhalders? . o 6 X
7a Did the organization have members, stockholders, or other persons who had the powar to elect or apposnt one or
mere members of tha governing body? 7a X
b Are any gavernance decisions of the arganization reserved to (or sub]ect to approval by) rnernbers stocictholders, or
persons other than the governing body? X

8 Did the organlzation contemporangously decument the meetings held or written aclions underizken during the year by the following:
@ THE GOVEIMING BOUYP | ... ittt oo oo
b Each commitiee with authority to act on behalf of the governing body?

8 s there any officer, diractor, trustee, or key employee listed in Part VII, Section A, who cannot he reachad at the

organization's mailing address? If "Yes, " provide the names and addresses in Schedule O 9 X
Section B. Policies (1his Section B requests information about policies not required by the Intemal Revenue Cade.)
: Yes | No
10a Did the organization have local chapters, branches, or affilates? ... ... 108 X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters affiliates,
and branches ta ensure their operations are consistent with the organization's exempt purposes? | 10b
11a Has the organization provided a complsta copy of this Form 990 to all members of its govermning body before filing the form? | 14a | X
b Describe in Schedule O the process, if any, used by the organization to raview this Form 980, SR
12a Did the organization have a written conflict of interest policy? f "Ne,"go totine 73~ 12a | X
b Were oflicers, directors, or trustees, and key employees required o disclose annually interests that could give rise io conflicls? 12p | X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes." describe
in Schedule O how this was dona 12¢ | X
13 Did the organization have a written whistleblower pullcy? 13 | X
14 Did the organization have a written document retention and destruction policy? 19 {X

15 Did the process for detarmining compensation of tha following persons include a review and approval by independent
persens, comparability data, and contemporaneaus substantiation of the delibaration and decision?

a The organization's CEO, Executive Director, or top management official ... .~~~ 15a; X
b Other officers or key employees of the organization o ‘ 150 | X
It *Yes® to line 15a or 15b, dascribe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in & joint venture or similar arrangement with a
taxable entity during the year? 16a )8
b If "Yes," did the organization {ollow a written policy or procadure requmng the organization to evaluate its participation
in joint venture arangements under applicable federal tax law, and take steps to safeguard the organization's
exempt status with respect to such arrangements? ... ..o 16b

Section C. Disclosure

17  List the statas with which a capy of this Form 980 is required to be filed »OH , AL, CT, IL ,MA ,NJ ,NY, PA , WA, CO,FL,GA

18 Sectlion 6104 requires an organization to make its Forms 1023 {or 1024 i applicable}, 990, and 980-T (Section 501{c)(3)s only) available

for public inspection, Indicate how you made these available. Check all that appty.
X] Own website (] Another's website (X3 Upen requast Other (expfain in Schedule O)

19 Describe in Schedule O whether {and If so, how), the organization made its govemning documents, canflict of interest policy, and financial

statements availabla to the public during the tax year.

20 State the name, physical address, and telsphone number of the person who possesses the books and records of the arganization: p»

Mary Joyce Griffin - 513-874-3020

4600 Devitt Drive, Cilncinnatil, OH 453246

332005 10-29-13 See Schedule O for full list of states Farm 990 (2013)
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Form 990 {2013} International Rett Syndrome Foundation 31-1682518 page7
[Part-\lll Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

Check if Schedule O contains a response or note to any line in this Part VII L___!

Section A. _Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complets this table for all parsons required to be listad. Report compansation for the calendar yaar ending with or within the arganization’s tax year.

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

*® List all of the organization's current key employees, if any. See instructions for definition of “"ksy employes.”

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

* List all of the organization's former offlcers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any refated organizations.

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

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

|:| Check this box if neither the organization nor any related organization compensated any current officer, directar, or trustes.

(A) (B) (c) (D} (E) {F)
Name and Titie Average | (e cr?e%l?irslirgglhan ane Reportable Reportable Estimated
hours per | box. untess persan is balh an compensation compensation amount of
week officar and & diractorirustes) from from related other
{list any g the organizations compensation
hours for | = B organization (W-2/1089-MISC) from the
related | g [ & 8 (W-2/1098-MISC) organizatian
organizations| £ | 5 ElE_ and related
below g £ 5 E 1532 5 organizations
ne) |E|E|s|E15E| 8
(1) Rick Altschuler 1.00
Trustee X 0. 0. 0.
(2) Daniel Brinkhaus 1.00
Trustee X 0. 0. D .
(3) Eric Diamond 1.0G0
Trustee X 0. 0. 0.
{4) Pamela Diener 1.00
Trustea X 0. 0. 0.
{5) Bill Farnum . 1.00
Trustes X 0. 0. 0.
{6) John Foard 1.00
Trustee b4 0 . 0 . 0 .
{7) Steven Jones 1.00
Trustee X 0. 0. 0 .
{8} HKathryn Kisgam 2.00
Trustee X o. 0. 0.
{9) Barry Rinehart 1.00
Trustee X 0. 0. 0.
{10) Judi Rees 1.00
Trustee X 0. 0. 0.
{11) Steve Galluceci 1.00
Trustee X 0. 0. 0.
(12} Michsel Joyce 1.00
Vice Chair X x 0. 0. 0.
{13) Rajat Shan 5.00
Chairman X X 0. 0. 0.
(14) Kenna Seiler 1.00
Secretary b4 X 0. 0. 0.
(15) John Corpus 1.00
Treasurer X X 0. 0. 0.
(16) Steven Kaminsky 45.00
Chief Science Officer b4 250,129, 0. 113,
(17} Stephen Bajardi 45.00
Executive Director X 178 . 487. 0. 5,137.
332007 10-29-12 Form 990 (2013)

7
13540708 758989 06125.0 2013.04000 International Rett Syndrome 06125 01



Form 990 {2013) International Rett Syndrome Foundation 31-1682518 page8
I Part VII | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (B} {C} (D) (E) {F)
i Position
Name and title Average (o 1t cheek mare than one Reporiable Reportable Estimated
hours per | pox, unless persan s satnan | compensation compensation amount of
waek officer and a dirsctor/trustes} from from related other
{list any g tha organizations compensation
hours for 5 = organization {W-2/1099-MISC} from the
related | 3 | & g (W-2/1099-MISC) organization
organizations| 5 | £ ElE and related
below 2l x| 8E organizations
- = B =] [ =1 ]
ne) 1Ef2|5|5|8E| 3
b Substotal e = 428,616, 0. 5,250.
c Total from continuation sheets to Part VI, Section A 0. 0. 0.
d_Total fadd lines Tband 16) ..o 428,616. 0. 5,250.
2 Total number of individuals (including but not limited to those listed ahova) who received mare than $100,000 of reportable
cormpensation from the organization
3  Did the organizatien list any former officer, dirsctor, or trustes, key employees, or highest compensated amployes on Sl
line 1a? /f "Yes," compiete Schedule J for such individual 3
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization '
and related organizations greater than $150,0007 /f "Yes, " complete Schedule J for such individual o 4 | X
§ Did any person listed an line & receive or accrue compensation from any unrelated organization or individual for services
rendared to the organization? /7 "Yes, " complete Schedule J for SUCh PeISOM | 5 X

Section B. Independent Contractors

1 Complete this table for your live highest compensated indspendent 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)
Name and business address

NONE

{B)

Description of services

(C}

Compensation

2 Total number of independent contractors (including but not limited to these listed above) who received more than

$100,000 of compensation from the organization b

g

332008
10-28-13
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Form 090 (2013) International Rett Syndrome Foundation 31-1682518B page9
PartVill | Statement of Revenue

Chack if Schedule O contains a response or note to any line in this Pact VIl ... B PO TOTOTPP YRR PTUUTTN D
L SRR L ~ S ) {B} (C} n ED)
Total revenue Related or Unrelated ?fgffr‘lugaffjﬂrlggfd
exempt function business sactions
B : - revenue ravenue 512-514
%42 a Federated campaigns . L s ‘"
58| b Membershipdues . ... .
m‘E c Fundraisingevents . [1e[l,974,535,
%_ﬁ; d Related organizations ~ |1d
ucz'(% e Government grants (coniributions) ig
2 ¥ All other contributions, gifts, grants, and
28 simifar amounts not included above 1#12,430,068.
'Eg 8 Noncash coniributions Included in lings 1a-15: § 198 [ 272, E ol o
88| _n TotalAddinestatf. . » 4,404,603, °
Business Code| .~ i
w | 2a Conference Registratio | 611710
Zal b
]
n 5 c
E3|
5L
8 e
o f All other program service revenue
g Total Adlines2aRf ... .. > 60,066.
3  Investment Income (including dividends, interest, and
other similar amMounts) ... » | 101,486. 101,486,
4 Income from investmant of tax-exempt hond proceeds b~
5  Royalties L P
(i) Real {ii) Personal
6a Grossrents
b less:rental expenses
¢ HRental income or (loss)
d Netrentalincome or (1058} ..o >
7 a Gross amount from sales of | {i) Securities (i) Other
assets other than inventory 35,797.
b Lsss: cost or other basis
and sales expenses 34,797,
¢ Gainorfloss) ... 1,000.
d Net gain or (I058) ... [ 1,000.
v { 8 a Grossincoms from fundraising events (nat . : B
E includings 1,974,535, o
E contributions reported on line 1¢). See
5 Part IV, line 18 al@07,651.| : _
g b Less: direct expenses bl629,612.] - EOR Dol e
¢ Net income or {loss} from fundraising events . N -121 . 961. “121; 961.
9 a Gross income from gaming activities. See : '
Partlv.line1e L a
b Less: direct expenses . . i b
¢ Netincome or (loss) from gaming activities ... . >
10 a Gross sales of inventory, less returns
and allowances a| 15,766. _
Less:costofgoodssold b| 12,160. ' e
¢ _Nat income or (loss) from sales of inventory ................ » 3,606. 3,606,
Miscallaneous Revenue Business Code o o *
11 a
b
c
d Allotherravenue . ...
e Total. Add lines 1a-1td > s T
112  Total revenue. See instructions. ... ... » 4,448,800. 60,066, 0.] ~15,869.
T0-29-13 Form 990 (2013)
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Form 990 (2013}

International Rett Syndrome Foundation

31-168B2518 Paga 10

| Part IX| Statement of Functional Expenses

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

Check If Schedule O contalns a response or note to any line in this ParIX oo L.J
Do not include amounts reported on lines 6b, Total exA]genses Progra&ﬁ’sawice Managé?n)ent and Funcslr:;)islng
7h, 8b, Bh, and 10b of Part VIll, expenses ganeral expanses axpanses
1 Grants and other assisiance to governments and T o U STy
organizations in the Uniled States. See Part IV, e 24| 1,936,518, 1,936,518.
2 Grants and other assistance to individuals in
the United States. See Part IV, line 22
3 CGrants and other assistance {o governments,
organizations, and individugls outside the
United States. Ses Part IV, lines 15 and 16 245,445, 245,445.)
4 Benefits paidtoorformembers | ... :
& Compensation of current officers, directors,
trustees, and key employees . 433,865. 397,142. 18,363. 18,361.
6 Compensation not included above, 1o disqualified
persons (a5 defined under section 4958(f)(1)) and
persons described in seclion 4958(c}3)NB)
7 Othersalariesand wages 414,731. 259,133, 55,043, 100,555.
8  Pension plan aceruals and contributions (include
section 401(k} and 403{h) employer coniributions)
9 Otheremployeebensfits ... 13,031. 9,912, 1,066, 2,053,
10 Payrolitaxes 55,508. 42,987. 4,805. 7.806.
11 Fees for services (non-amployees):
a Management |
b legal |
¢t Accounting 29,400. 29,400.
d Eobbying
e Professional fundraising services. See Part IV, lina 17 b
t Investment managementfees . ... 21,701. 21,701.
g Other. ({ ling +1g amount exceads 10% of line 25,
column {A) amount, list line 11g expenses on Sch 0.) 204,410. 116,588. 29,275. 58,547.
12 Advertlsing and promotlon
13 Office expensas 151,297- 41,999. 44,394, 74,904,
14 Information technology 43,755. 17,522, 10,648. 15,585.
15 Royalties ...
16 OCCUPANGY | . ... 65,742. 44,354. 10,784. 12,564.
A7 Travel e,
18 Paymants of travel or enteriainmant expenses
far any faderal, state, or local public officlals 166 , 736, 154,436. 3,231. 3,069.
19 Conferences, conventions, and meetings 92,270. 92,270,
20 Imterest
21  Payments to affiliates
23  Depreciation, depletion, and smortization 7,267. 7,267,
23 INSUMANGE ... 17,372, 105, 15,412, 1,855,
24  (Other expenses. ltemize expenses not covered B . o ' Lo
dbove. {List miscellaneous expensas in line 24e. If line
24e amount exceeds 10% of line 25, column (A) ; Lo Doty 3 . P
amount, list line 24e expenses on Schedule 0.) . Ll ) co L =K - CEL b
a Outside Service Expense 21,132, 8,463. 5,142, 7,527.
b Training & Development 9,161. 2,835, 966. 5,360.
¢ Loss on Inventory 7,000. 7,000,
d Miscellaneous 1,564. 607. 957.
e All other expenses 1,500. 1,500.
25  Total functional expenses. Add lings 1 through 24e 3,949,496, 3,368, 356. 270,497, 310,643.
26 Joint costs, Complete this line anly if the organization
repartad in calumn (B) joint costs from a combined
educational campalgn and fundraising solicitation.
Checl here |:I if following SOP 98-7 (ASC B58-720)
332010 10-20-13 Form 990 (2613)
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Form 990 (2013) International Rett Syndrome Foundation 31-16B2518 page 11
[Part X | Balance Sheet
Check if Schedule O contains a responss or Note to any lINE I this PAME X oot s e st L_|
(A) (B}
Beginning of year End of year
1 Gash-nominterestbearing .. ... 255,380.] 1 70.
2 Savings and temporary cash invastments 3,508,062, 2 1,938,488.
3 Pledges and grants recelvable, net 15,422.] 3 752,463,
4 Accounts recelvable, net 4
§ Loans and other receivables from current and former officers, directors,
trusiees, key employees, and highest compensated employees. Complete
Part Il of Schedtle L ... ..
6 Loans and other recelvables from other disqualified persons {as definad under
section 4958(f)(1}), persons dascribed in section 4858(c){3}(B), and contributing
employers and sponsoring crganizations of section 501(c)(9} voluniary
,g employees’ beneficlary organizations (see instr). Complets Part lof Scht | 5]
8 | 7 Notesand loans receivable, Net ... 7
< | 8 Inventoriesforsaleoruse ... . 11,383.] 8 9,216.
9  Prepaid expenses and deferred charges 50,987.] s 62,944,
10a Land, buildings, and sguipment: cost or other - . o
basis, Complete Part VI of Schedule D e G
b Less: accumulated depreciation 27 ' 251 . 10e 19 ,984.
11 Invesiments - publicly traded securities . ik 2,791,549,
12  Investments - other securities. See Part ¥V, line 11 . .. .. 1,883,022.] 12
13 Investments - programwelated. See Part V,line 11 13
14 Intangibleassets 14
15 Other asssts. See Part IV, line 11 15,468.] 15 20,735,
16 Total assets. Add lines 1 through 15 {must equaliine 34} ... ... . 5 ' 770 ' 975. 16 5,595 f 449,
17 Accounts payable and accrued expenses 62,4114 17 75,772,
18 Grants payable e 4,098,523. 18 3,361,552,
18  Deferred revenus
20 Tax-exempt bond liabilities
21 Escrow or custodial account liability, Complete Part IV of Schedule D |
F 22 Loans and other payables to current and former officers, directors, trustees,
= key employees, highest compensated employaes, and disqualified persons,
g Complete Part ll of Schedule L 22
= |23 Secured mertgages and notes payable to unrelated third parties 23
24 Unsecured notes and |oans payable to unrelated third parties ... ... 24
25 Other liabllities (including federal incoma tax, payables to related third
parties, and other liabilities not included on lines 17-24}. Complete Part X of
Schedule D e e, 25
26 Total llabilities. Add lines 17 through 25 ... ... ... o 4,161,334.} 6 3,437,324,
Organizations that follow SFAS 117 {ASC 958), check here B L% and e :
@ complete lines 27 through 29, and iines 33 and 34, )
S |27 Unestrictednetassets . .. 556,852, 351,409,
T |28 Temporarily restricted natassets ... ... 33,321. 785,981.
T |29 Permanently restricted netasssts 1,019,468, 1,020,735,
oz Organizations that do not follow SFAS 117 [ASC 958}, check here b A ol B .
<] and complete lines 30 through 34.
'E 30 Capiltal stock or trust principal, orcwrrent funds
E 31 Paidvin or capital surplus, or land, building, or equipment fund
% |32 Retained earnings, endowment, accumulated incoms, or other funds 32
Z |33 Totalnetassatsorfund balances 1,609,641.] aa 2,158,125,
34 Total liabilitiss and net assats/fund balances ... . 5,770,875.] 34 5,595,449,

33201
10-28.13
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Form 990 (2013) International Rett Syndrome Foundation 31-1682518 paga12
Part Xl | Reconciliation of Net Assets

Check if Schedule O contains a response or note fo any line inthis Part X1 .. e T e e, @
1 Total revenue {must equal Part VUL, GoIumn (A), In8 12) ..o, 1 4,448,800.
2 Total expenses (must equal Part IX, ColUmN A), 08 20} 2 3,949,496.
3 Ravenue less expenses. Subtract line 2 from line 1 3 499,304,
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A} 4 1,609,641.
5  Natunrealized gains (l08888) 0N NVBBIMENAS 5 -152,087.
6 Donated services and use of facllities ., 6
T IAWESHIMENT BXPENSBS e e e 7
B Priorperiod adjustments 8 200,000,
9 Other changes in net assets or fund bzlances {explain in Schedwe O} . 2] 1,267.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 {must equal Part X, lina 33,
QOITIN BY) oo e ettt 10 2,158,125,

Part XlIj Financial Statements and Reporting

Check if Schedule O contains a response or nota to any line in this Part Xl|

1 Accounting methed used io prepare the Form 990; D Cash Accruat D Other
If the crganization changed its method of accounting from a prior year or checked "Cther,” explain in Schedule C.
2a Wera the organization's financial statements compiled or reviewed by an independent accountard? .
If “Yes," check a box below to indicate whether the financial statements for the ysar were compiled or reviewed on a
saparaie basls, consolidated basis, or both:
|:| Separate basls I::] Consolidated basls E:] Both consolidated and separzte basis
b Were the organization's financial statements audited by an independent accountant?
If "Yes," check a box below to indicate whather the financial statements for the year were zudited on a separats basis,
consolidetad basis, or both:
xi Separate basis D Consolidated basis D Both consolidated and separate basis
¢ If"Yes" ioline 2a or 2b, does the organization have a committee that assumes responsibllity for ovarsight of the audit,
raview, or compilztion of its financial statements and selection of an independent accountant? ..
If the organization changed either its oversight process or selection process during ihe tax year, explain in Schedule O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
Act and OMB Circular A-1337 3a X

b If "Yes," did the organization undergo the reguired audit or audits? If the organization did not undergo the required audit
ar audits, explain why in Schadule O and describe any steps taken to undergosuch audils i 3b

Form 990 (2013)
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SCHEDULE A . . . OMB No. 1545-0047
\Form 880 or 890-EZ) Public Charity Status and Public Support 2013
Complete if the organization is a section 501(c}(3) organization or a section
4947{a)(1) nonexempt charitable trust.

Dapartment of tha Traasury P Attach to Form 986 or Form 990-EZ. Open to Public
ntemat Revenue Service P Information about Schedule A {Form 990 or 990-EZ) and its instructions is atwww.irs.gov/formSao0. Anspection
Name of the organization Employer identification number

International Rett Syndrome Foundation 31-1682518

| Partl-] Reason for Public Charity Status (Al organizations must complets this part.) Ses instructions.
The organization is not a private foundation because it is: (For lines 1 through 11, check only one box.)

A church, convention of churches, or association of churches described in section 170(b){1}{A){i}).
I:l A school described in section 170(b}{ 1){A)(ii}. (Attach Schadule E.)

A hospital ar a cooperative hospiial service organization described in section 170{k){ 1){A)iii).

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:

W N

[4)3

o0 B0 O

An organization oparsted for the benefit of a college or university owned or operated by a governmential unit described in

section 170(b)( 1){A)(iv). (Complete Part 1.}

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

An crganization that normally receives a substantial part of its support from a governmental unit or from the genaral public described in
section 170(b}{ 1){A){vi}. (Complete Part 11.)

A community trust described in section 170(b){ 1){A)vi}). (Complete Part I1.)

An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts irom
activities related to its exampt functions - subject to certain exceptions, and (2) ne more than 33 1/3% of its suppori from gross investmeant
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). (Completa Part I}

An organization organized and operated exclusively to test for public safety. See section 509{a){4}.

An organization crganized and operated exclusively for the bensfit of, to perform the functians of, or to carry out the purposes of one or
more publicly supported organizations described in section 503(a)(1) or section 509(z}(2). Ses section 508{a)(3}. Checl the box that
dascribes the type of supporting organization and complete lines 11a through 11h.

a Type b Type ll [ D Type Il - Functionatly integrated d I::] Type Ul - Nen-functionally integrated
e [::] By checking this box, ! certify that the organization Is not controlied directly or indirsctly by one or more disqualifted persons other than
foundation managers and other than one or more publicly supporied organizations described in section 509(a)(1} or section 509(a){2).

10
ik

L]

i If the organizatlon received a written determination from the IRS that it is a Type |, Type ll, or Type |1l
supporting organization, Check thIS BOX | i e et e e ]
g Since August 17, 2006, has the organization accepted any gift or contribution from any of tha following persons?
{i) A person who directly or indirectly contrals, either alone or together with persons described in (i} and (i) below, Yes | No
the governing body of the supported organization? . . . | 1gli)
{ii) A family member of a persen describad in (i) above? 11gfii)
(1)) A 35% controlled entity of a person described in (i) or (i) above? T T 11gliii)
h Provide the following information about the supported organization(s).
{f) Name of supported {IEIN {ill) Type of organization [[¥} s the organization| (v) Did you notiy the | LA)SINE 4 vif) Amount of monetary
organization {described on lines 1-9 fin col. {I) listed in your[ organization In col (i} organized in the suppart
above or 1RC saction  [governing document?| {1} of your suppori? USs.?
{see Instrutions) Yes No Yes No Yes No
Total
LHA For Paperwork Reduction Act Notice, see the instructions for Schedule A (Form 990 or 990-EZ) 2013
Form 980 or 990-EZ.
332021
09-25-13
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Schedule A (Form 990 or 990-E7) 2013 INternational Rett Syndrome Foundation 31-1682518 pag
Support Schedule for Organizations Described in Sections 170B) A AGY) and
(Complete only if you checked the boex on line 5, 7, or 8 af Part | or if tha arganization faited to qualify under Part 1IL, If the organization
fails to qualify under the fests listad below, please complete Part HI.)

Section A, Public Support

Calendar year {or fisca! year beginning in) p» {a) 2009 {b) 2010 {c) 2011 {d} 2012 (e} 2013 {f) Total
1 Gifts, grants, contributions, and

membership fees received. (Do not

include any "unusual grants.”) 3588547.| 5105053.] 4023726.| 3620633.| 4404603.|120742562.

2 Tax revenues levied for the organ-

ization's benefit and eithar paid to

or expended on its behalf

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

4 Total. Add lines 1 through 3

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

3588547.] 5105053.] 4023726.] 3620633.] 4404603.20742562.

columnfh | 681,113,
6 Public sUpport. Subitract line 5 tom line 4. 20061449,
Section B, Total Support
Calendar year {or fiscel year beginning in) b {a) 2009 {b) 2010 {c} 2011 (d} 2012 e} 2013 {f) Total
7 Amountsfromlineda | 3588547, 5105053, 4023726.] 3620633, 4404603.20742562.

8 Gross income from interast,
dividends, payments received on
sacurities loans, rents, royalties
and income from similar sources 10,113- 7,644- 14,600- 67,949- 101,486. 201,792-

g Netincome from unrelated business
activities, whather 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 1V.}

11 Total support. Add lines 7 through 10 il . 120944354,
12 Gross recsipts from related activities, etc. fsee instructionsy 12 | 6,359,598,
13 First five years. If the Form 990 is {for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this BoX and SlOP HEre ittt oottt » D
Section C. Computation of Public Support Percentage
14 Public support parcentage for 2013 {line 8, column (f) divided by line 11, colurmn {f) 18 95.78 o
15 Public support perceniage from 2012 Scheduls A, Part 1), fine 14 15 95.61 o

16a 33 1/3% support test - 2013, 1f the organization did not check the box on tine 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supporled organizaton ST >
b 33 /3% support test - 2012, If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization .. e b

17a 10% -facts-and-circumstances test - 2013. If the organization did not check & box on line 13, 164, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-clrcumstances” test, chack this box and stop here. Explain in Part IV how the organization
meats the “facts-and-circumstances" test. The organization qualifies as a publicly supported arganization o >
b 10% -facts-and-clrcumstances test - 2012. If the organization did not check a box on line 13, 18z, 18b, or 17a, and Iine 15 is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box ard stop here, Explain in Part IV how the
organization meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported arganization . P D
18 Private foundation. |f the organization did not check a box on line 13, 16a, 16D, 17a, or 178, check this box and see instructions ......... » [:]
Schedule A (Form 990 or 990-EZ) 2013

332022
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Scheduls A {Form 990 or 380-EZ) 2013
Part lll | Support Schedule for Organizations Described in Section 509(a)(2)

{Complete only if you checked the box on line 9 of Part 1 or if the organization failed fo qualify under Part IL. I the organization fails to
guzlify under the tests listed below, please comptete Part I.)
Section A. Public Support
Catendar year (or fiscal year heglaning in} (a) 2009 {b}) 2010 {c} 2011 (d) 2012 {e) 2013 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

Page 3

2 Gross receipts from admissions,
merchandise sold or services per-
farmed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose

3 Gross recelpts from activities that
are not an unrelated trade or bus-

iness under section 513

4 Tax revenues lavied for the organ-
ization's benefit and either paid to
orexpended on its behalf

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

6 Total. Addiines 1throughS ...

7a Amounis included on lines 1, 2, and

3 recelved from disqualified persons

b Amounts included on lines 2 and 3 raceived
from other than disguelified persons that
exceed the greater of 5,000 or 596 of the
amount on line 13 for the year

¢ Add lines 7a and 7h

8 _Public support gghtmctiing 75 from ng 6
Section B. Total Support
Calendar year {or fiscal year beglnning In) = {a) 2009 {b) 2010 {c) 2011 (d) 2012 {e) 2013 {f) Total

9 Amounts from ling 6

10a Gross incoma from Interest,
dividends, payments received on
securities loans, rants, royalties
and income from similar sources
b Unrelated business taxable incame
(iess section 511 taxes) from businesses

acquired after June 30, 1975

cAdd lines 10aand 10b . ... ..
11 Net income from unralatad business
activities not Included in line 106,
whether or not the business is
regularly carfiedon ...
12 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part IV.) ...
13 Total support. (Add fines 9, $0¢, $1. and 12.)

14 First five years. If tha Form 980 is for the organization’s first, second, third, fourth, or fifth tax year as & section 501(c)(3} organization,
check this box and stop here
Section C. Computation of Public Support Percentage

15 Public support percentage for 2013 ((Ine 8, column {f} divided by line 13, column (0 ..., 16 %
16 Public support percentage from 2012 Schedule A, Part B line 15 ..., 16 Y%
Section D. Computation of Investiment Income Percentage
17 Investmant income percentage for 2013 (line 10c, column {f} divided by line 13, column ) . |17 %
18 Investment incoma percentage from 2012 Schedule A, Part 11, line 17 L ... 118 %
19a 33 1/3% support tests - 2013, If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not
more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... .. P
b 33 1/3% support tests - 2012, If the organization did not chack a box an line 14 or line 184, 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 gualifies as a publicly supported organization .. P ]
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and sea instructions ... | - I:]
332023 D8-25-13 1 Schedule A (Form 990 or 990-EZ) 2013
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Scheduls A (Form 990 or 990-7) 2013 International Rett Syndrome Foundation 31-1682518 Page 4

|'Pa|'t IV'| Supplemental Information. Provide the explanations requirad by Part I, line 10; Part 11, line 17a or 17b; and Part Ill, fing 12.
Also complete this part for any additional information. {See instructions).

332024 09-85-13 Schedule A {Form 290 or 990-EZ) 2013
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Schedule B Schedule of Contributors

Li”;%f’gg)' 990-EZ, P Attach to Form 980, Form 990-EZ, or Form 990-PF,

OME No. 1545-0047

Daparimant of te Treasry P Information about Schedule B {Form 990, 880-EZ, or 880-PF) and 20 1 3

Intern! Asvenue Service its instructions is at www irs. gov/iormog0 -

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

QOrganization type(check one):

Filers of: Section:

Form 920 or 990-EZ [Xi 501{c)t 3 } tenter number) organization

[l

4947(a){1) nonexempt charitable trust not treated as a private foundation
527 palitical organization
Form 990-PF 501(c)(3} exampt private foundation

l:} 4947(a}{1) nonexempt charitable trust treated as a private foundation

501(c}3) taxable private foundation

Chack if your organization is covered by the General Rule cor a Special Rule.
Note. Only a saction 501(c)(7}, (8), or (10) organization can chack boxes for both the General Rule and a Speacial Rule, See instructions.

General Rule

[::I For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 or more {in money or property) from any one
cantributor. Complete Paris | and I1.

Special Rules

x] For & section 501(c){3) arganization filing Form 980 or 390-EZ that met the 33 1/3% support test of the regulations under sections
509(a)(1) and 170{b){1}{A}vi) and received from any one contributor, during the year, a contribution of the greater of (1) $5,000 or (2} 2%
of the amount on {i} Form 980, Part VI, line 1h, or (I} Form 990-EZ, line 1. Complete Parts 1 and Il

[:I For & section 501(c}(7), (8), or (10} organization filing Form 990 or 990-EZ that received from any ane contributor, during the year,
total contributions of more than $1,000 for use exclusively for religious, charitable, sclentific, literary, or educational purposas, or
the prevention of crugity to children or animals. Complate Parts [, 11, and IIi.

D For & section 501(c)(7}, {8), or {10} organization filing Form 990 or 9390-EZ that received from any one contribuior, during the year,
contributions for use exclusively for religious, charitable, etc., purposes, but these contributions did not total to more than $1,000,
If this box is checked, enter hera the total contributions that were received during the year for an exclusively religious, charitahle, etc.,
purpese, Do not complete any of the parts unless the Genera!l Rule applies o this crganization beceuse it received nonexclusively
religious, charitable, etc., contributions of $5,000 or more during the year |

Caution. An organization that is not covered by the General Rule and/or the Special Rules does not file Schadule 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 boex on line H of its Form 990-EZ or on its Form 990-PF, Part |, line 2, to
certify that it doas not meet the filing requirements of Schedule B {Form 590, 990-EZ, or 880-PF).

LHA For Paperwork Reduction Act Notice, see the {nstructions for Form 890, 990-EZ, or 990-PF, Schedule B (Form 990, 990-EZ, or 998-PF} {2013)

333451
10-24-13



Schedule B (Form 990, 990-EZ, or 990-PF) (2013)

Page 2

Name of organization

International Rett Syndrome Foundation

Employer identilication number

31-1682518

Part | Contributors (see instructions). Use duplicate copiss of Part | if additional space is needed.
{a) (&) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Rett Syndrome Asscoclation of
1 | Massachusetts Person  LXJ
Payroll El
217 South Street 3 100,000. Noncash [ |
{Complete Part |l for
Waltham, Ma {2453 noncash contributions.)
(a) {b) (c) {d}
MNo. Name, address, and ZIP + 4 Total contributions Type of contribution
2 | Pro Rett Ricerca Person
Payroll D
Via XXV Aprile, 52 % 100,000, Noncash | |
(Complete Part 1l for
Felonica, ITALY 46022 noncash contributions.)
{a) {b) {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 | Mark Rohr Person xl
Payroil D
6506 Nerthaven Rd % 100,000. Noncash [ |
({Complete Part Il for
Dallas, OH 75230 noncash contributions.)
(a) (b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
Person D
Payroll  [_]
g Noncash [ |
(Completa Part || far
noncash contributions.)
(a) (b} {c) {d}
Na. Name, address, and ZIP + 4 Total contributions Type of contribution
Person [:]
Payroll D
§ Noncash [ ]
(Complete Part |l for
nancash contributions.)
{a) {b) (c} (d}
No, Name, address, and ZIP + 4 Total contributions Type of contribution
Person |:]
Payroll |:|
g Nencash [ |

(Complete Part H for
noncash contributions.)

323452 10-24-13

13540708 758989 06125.0
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Schedule B (Form 950, 890-EZ, or 890-PF) (2013) Page 3
Name of organization Employer identlfication number

International Rett Syndrome Foundation 31-1682513

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

{a) (c)
No.
5 (B FMV (or estimate) {d)
from Description of noncash property given A Date received
Part | {see instructions)
5
{a)
(c)
Na.
{b) FMV [or estimate)} (c)
from Description of noncash property given Date received
Part (see instructions}
3
(a}
(c)
No.
° . (b} . FMV [or estimate) (d}
from Description of noncash property given instruct] Date received
Part | (see instructions)
$
" (e
No,
from Description of o h i FMVY for estimate) Dat - ived
oo scription of noncash property given (see instructions) ate receive
3
(a) ()
No.
. (&) FMV {or estimate) {d)
from Description of noncash property given . . Date received
Part | (see instructions)
§
(a)
(c)
No.
° L. (b) . FMV {or estimate] (d)
from Description of noncash property given Date received
Part | {see Instructions)
$

223453 10-24-13 Schedule B (Form 990, 990-EZ, or 890-PF) (2013)
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Schedule B (Form 950, 990-EZ, or 990-FF) (2013} Page 4
Name of arganization Employer identification number

International Rett Syndrome Foundation 31-1682518

Part Til Exclusively TENDICUS, CRariiaile, Ec,, (ndividual CoRtrbutons 10 SECHon d01(C) 71, (B), Ot {10) organizations tat tofel more than &1,000 Tar ihe
year. &um lete columns {a) through (e} and the following line entry. For organizations completing Part 11, enter
the total of exclusively religious, charilabla, ete., contribulions ol §1,000 or less for the Ye&r. (gnter nis information once)

Use duplicate copias of Part Ill if additional space is nesded.

{a) No.
E’E!?’Tl {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.
l;l‘ﬂl‘tﬂl (b} Purpose of gift {c) Use of gift {d} Description of how gift is held
ar
{e) Transfer of gift
Transferee's name, address, and ZIP + 4 Helationship of transferor to transferee
{a) No.
l;rirpl (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.
lgmrtnl {b) Purpose of gift {c} Use of gift {d) Description of how gift is held
ar
{e} Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
323454 10-24-13 Schedule B {Form 930, 880-EZ, or 890-PF) {2013)
20
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. . OMB No, 1545-6047
SCHEDULE D Supplemental Financial Statements
(Farm 990} P Complete if the organization answered "Yes," to Form 950, 20 1 3

Part IV, line 6, 7, 8, 8, 10, 11a, 11b, 11¢c, 11d, 11e, 11f, 123, or 12b.
Department ol the Treasury i P Attach to Form 990,
Internal Aevenue Service P Information about Schedule D {Form 290) and its instructions Is at wuw irs aow/farm 090 : i
Name of the organization ] Employer identification number

International Rett Syndrome Foundation 31-1682518

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

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

Total numbsr atend of year ...
Aggregats contributions 1o (during year)
Aogregate grants from {during year)
Aggregate value at end of year

Did the organization inform all donors and dcnor aciwsors in writing that the assets held in donor advised funds
are the organization's property, subject to the organization's exclusive legal contral? T l:] Yes D No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can he used only
for charitable purposes and not for the beneiit of the donor or donor advisor, or for any other purpose conferring
Impermissible private beneflt? ... ... e e [:J Yes I:] No
]T’art 112 Conservation Easements. Complete if the organization answered "Yes" to Form 990, Part IV, line 7.
1 Purposei(s) of consarvation easemants held by the organization {check all that apply).
Prasarvation of land for public use (e.g., recreation or education} D Praservation of an historically important land aresa
Pratection of natural habitat |:] Praservation of a certified historic structure
Preservation of open space

2 Complete jines 2a through 2d if the organization held & qualified conservatian contribution in the form of a conservation easement on the last
day of the tax year.

(52 I

Held at the End of the Tax Year

a Total number of conservation easements ..t 2a
b Toial acreage restricted by conservation easements 12
¢ Number of conservation easements on a certifiad historic structure lnctuded in (a) ____________________________________ 2¢
d Number of conservation easements included In {c) acquired after 8/17/06, and not on & historie structure

listed in the National Register e 2d

3 Number of conservation easements medified, transferred, released, extlngunshed or termlnated by the organization during the tax
year p-

4 Number of states where property subject to consarvation easement is located
5 Does the organization have a written policy regarding the periodic monitaring, inspection, handling of
violations, and enforcement of the conservation easements tt MOIdS T D Yes D No
6 Staff and volunteer hours devoted to manitoring, inspecting, and enforcing conservation easements during the year ¥
7 Amount of expenses incurred in monitaring, inspacting, and enforcing conservation easements during the year p~ $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h){4)(B}(j)
anG SECHION T7OMMANBIINT ... . .o et Cves [Cne
9 |n Pari XIll, describe haow the organization reports conservation easemants in |t5 revenue and expense statement, and balance shest, and
include, if applicable, the fext of the footnots to tha organization’s financial statements that describes the organization’s accounting for
canservation easemants.
| Pari il | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets,
Complete if the organization answered "Yes" to Form 880, Part IV, line 8.

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

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance shast works of art, historical
treasures, or othar similar assets held for public exhibition, edueation, or research in furtherance of public service, provids the following amounts
retating to thess items:

{i) Revenuss included in Form 990, Part VIII, line 1 P s

{li) Assetsinciuded in Form 890, Part X 5

2  If the organization received or held works of ari, historicat treasures, or other similar assets for financial gain, provide
the folfowing amounts reguired to be reported under SFAS 116 (ASC 958} relating to these items:

a Revenuesincludedin Form 880, Part VI, line 1 e B 5
b Assetsincluded in Form 990, Part X s > 5
L.HA For Paperwork Reduction Act Notice, see the Instructions for Form 920, Schedule D {Form 990} 2013
fzsa
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Schedule D {Form 990) 2013 International Rett Syndrome Foundation 31-1682518 page?
[Part lll'] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)

3 Using the organization's acquisition, accession, and other records, chack any of the following that are a significant use of its collection items
(check all that apply):

a [ Public sxnibition

d D L.oan or exchange programs

h D Scholarly research

c

Presarvation for future generations

D Other

13540708 758989 06125.0

4 Provide a description of the organization's collections and explain how they further the organization’s exempt purpose in Part XlII.
5§ During the yaar, did the organization solicit or receiva donations of art, historical treasuras, or othar similar assets
to be sold to ralse funds rather than to be maintained as part of the erganization's collection? ... ... [:j Yes

Part'lV| Escrow and Custodial Arrangements Complete if the organization answered "Yas" to Fl:urm 990 F’art IV, lina 9, ar
reportad an amount on Form 99@, Part X, line 21.

E'No

1a |s the organization an agent, trustee, custodian or other intermediary for contributions or other assels not included
on Form 990, Part X7

b 1§ "Yes," explain the arrangement in Pan XII] and complete the fullowmg table

__DYes C]No

Amaount

© Beginning DAIBNCE || | ... ettt e 1

d Additions dUlNG the YBAN || . .. et e e £ e ab et id

e Distributions during the year ie

T OENING DBIANCE | ettt et e 1f
2a Did the organization include an amaount on Form 990, Part )( B 2 T {_! Yes :I No

b _If "Yes." explain the arrangement in Part Xiil. Check here if the explanation nas been prowded inPark X |:]

{PartV | Endowment Funds. Complets if the organization answered "Yes" to Form 990, Part IV, line 10,
(a) Current year (b} Prior year {c) Two years bick | {d) Three years back | () Four years back

1a Beginning of yearbalance ... 1,017,893, 1,000,000, 401,168,

b Gontributions ... 198,832, 801,168,

¢ Met investment earnings, gains, and losses -15,553, 17,838,

d Grants orscholarships .. ...

g Other expenditures for facilities

and programs
f Administrative axpenses
g Endofyearbalance ... 1,002 3486, 1,017,899, 1,000,000, 801,166,

2 Provids the estimated percentage of the current year end balance {line 1g, column (a}} held as:
a Board dasignated or quasi-endowment B> » 23 %
b Permanent endowment p- 89.77 Y%
¢ Tempaorarily restricted endowment %
The percentagss in lines 2a, 2b, and 2¢ shoutd equal 100%.
3a Are thers endowmant funds not in the possession of tha organization that are held and administered for the organization

by: Yes | No
(I} unreiatad OIGANEZALONS ||| . . oot 3afi)| X
i} TOIAEEE OFGANIZAONS ... .\ oo oo oo oo oot oo Balii) X
b If "Yes" to 3a(i), are the related organizations listed as required on Schedule R? 3b
Descnbe in Part XIlt the intended uses of the organization’s sndowmenit funds.
Ttand, Buildings, and Equipment.
Complate if the organization answered "Yes" to Form 890, Part [V, line 11a. Ses Form 930, Part X, line 10,
Description of property (a) Cost or other {b) Cost or other (¢} Accumuiated {d} Book velue
hasis (investment) basis (other) depraciation
1a Land
b Buildings .. ...
¢ Leasehold Improvements ...
d EQUIDMENt 36,335. 16,351. 15,984,
e Other .. .
Tatal. Add lines 1a through 1. (Column (d) must equal Form 990, Part X, column (B, fne 10()) > 19,584.
Schedule D {(Form 990) 2013
332052
08-25-13
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Schedule B (Form 990) 2013 International Rett Syndrome Foundation 31-1682518 page3d
| Part VII| Investments - Other Securities.
Complete if the organization answared "Yes" to Form 990, Part IV, fine 11b. See Form 990, Part X, line 12,
{a) Descriptian of security or category fnciuding name of security) {b) Book value (&) Method of valuation: Cost or end-of-year market value
(1} Financial derivatives ...
(2) Closely-held equity interasts
(3) Other
)]
(B)
(G}
D)
(E)
)
{S)
(H}
Tatal, (Gol. {b) must equal Form 990, Part X, cok. (B) line 12.) B>
[P.art VIII{ Investments - Program Related.
Complste If the organization answered “Yes" to Form 990, Part IV, ling 11c. See Form 290, Part X, ling 13.
{a) Description of investment (b} Boaoi value {c) Mathod of valuation: Cost or end-of-yaar markat value

)
(2)
@3
(4
(5)
{6)
{7)
8
]
Total. (Col. () must equal Ferm 990, Part X, col, (B} line 13.} B
[PartIX] Other Assets.
Complete if the organization answered "Yes" to Form 990, Part |V, line 11d. See Form 990, Part ¥, ling 15.
{a} Description {b} Book value

1)
(2
3)
)
(&)
{8)
]
{8
@)
Total. {Column (b) must equal Form 990, Part X, col. (B) ling 15.)
‘Part)&(” Other Liabilities.
Complate If the organization answered "Yes" to Form 990, Part IV, line 11e or 11{. See Form 890, Part X, lina 25.
1. {a) Description of liability {b) Book value ST R
(1) Federal incomae taxes
i2)
3
{4)
&)
(&)
{7
(8
9
Total. (Golumn (b) must equal Form §80, Part X, col. (B} fine 25.) P
2, Liability for uncertain tax positions. In Part XIll, provide the text of the footnote ta the organization's financial statemants thal reports the
arganization's liability for uncertain tax pasitions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XllI B
Schedule D {Form 920) 2013

332053
09-25-13
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Schedule D (Form 990) 2013 International Rett Syndrome Foundation 31-1682518 page4
1'X1:| Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Completg if the organization answerad "Yes" to Farm 890, Part IV, line 12a.

1 Total revenue, gains, and other suppart par audited financial statements i, 1 4,941,047.
Amounts included on line 1 but not on Form 990, Part VIl ine 12 e

a Netunrealized gains on investments ... 2a -152,087.

b Donated services and use of facilities ... 2b 13,455,

c Recoveries of prior yeargrants | ... 2c

d Other (Describe in Part XULY ... oo 2d 1,267.

e Addlines 2athrougn 20 e 2e -137,365.
3 Subtractline 28 from N8 1 | e e e e e 3 5,078,412
4 Amounts ingluded on Ferm 980, Part VilY, line 12, but not on line 1:

a Investment expenses noi included on Form 990, Part VIll, line 7b . ... 4a

b Other (Describe 1N Part XIIL) ..o ap -629,612.)

© ADDHNES A8 ENAAD ettt 4c -629,612.

_Total revenue. Add lines 8 and 4c. (This must equal Form 980, Part |, ine 12.) oo 5 4,448 800.

‘| Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes" to Form 990, Part IV, line 123,

1 Total expanses and losses per audited financial statements s 1 4,585,563,
2 Amounts included on line 1 but not on Form 890, Part X, line 25:

a UDonated services and use of facilities ... 2a

b Prioryear adjustments e 2b

€ OMNBIIBSSES o oot 2c

d Other (Describe in Part XIILY ERSOTOTOI 2d S

e AdDiNes 2athrough 2 e 2e 643,067,
3  Subtractline 2e fromiine 1 ... e )8 3,942,496.
4  Ameunts included on Form 990, Part |X ilne 25 but not on lme 1:

a Investment expenses not included on Form 920, Part VIl ine 7o ... 1. 42

b Other (Describe InPart XY ... . ... ... L4 7,000,

C A INES ABANG AD | | e e 4c 7,000.

Total expenses. Add lines 3 and 4c, (THis must equal Form 990, Part .' hne TB )
| Part XII] Supplemental Information.

Frovide the dascriptions required for Part [l, lines 3, 5, and 9; Part Ill, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part %, line 2; Part XI,
lines 2d and 4b; and Past XlI, lines 2d and 4b. Also complate this part to provide any additional information.

................................................ 5 3,945,406.

Part Vv, line 4:

Permanently restricted income to be used for research.

Part XI, Line 2d - Other Adjustments:

Change in Benefiecial Interest in Trust 1,267.

Part XI, Liine 4b - Other Adjustments:

Special Event Expense -629,612.

Part XII, Line 2d - Other Adjustments:

Special Event Expense 629,612,
i Schedule D (Form 990) 2013
24

13540708 758989 06125.0 2013.04000 International Rett Syndrome 06125_01



Schedule D (Ferm 950) 2013 International Rett Syndrome Foundation 31-1682518 pages
[Part XIIl] Supplemental Information (continued)

Part XII, Line 4b - Other Adjustments:

Loss on Inventory 7,000.

Schedule D (Form 990) 2013

33R058
09-25-13

25
13540708 758989 06125.0 2013.04000 International Rett Syndrome 06125_01



Y . s OMB No. 1545-0047
SCHEDULE F Statement of Activities Outside the United States =

{(Form 9290) P Complete if the organization answered "Yas" on Form 890, Part IV, line 14b, 15, or 16. 20 1 3
Departmant of the Traasuy P Attach to Form 990, P See separate instructions. Open to PUblic
Internal Revenue Service P Information about Schedule F {Form 990) and its instructions is at yww irs. gov/form990. Inspection
Name of the organization Employer identification number
International Reit Syndrome Foundation 31-1682518

Partl ] General Information on Activities Outside the United States, Complete if the organization answered “Yes® on
Form 980, Part IV, line 14h.
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? Eﬂ Yes [:‘ No

2 For grantmakers. Describe in Part V the organization's procedures for menijoring the use of its grants and other assistance outside the
United Statas.
3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space is nesded.)

{a) Region (b) Number of | {¢) Number of | (d} Activities conducted in region (e} If activity listed in {d) {f) Total
offices 8mpioyess, | (hy type) {e.q., fundraising, program is a program servica, expenditures
) agents, and , : e for and
in the reglon | independent services, investments, grants to describe specific typs .
contractors isiants located In th I ; . N i invastmenis
i reion recipients located In the region) of service(s) in region in region
Horth America {not
Usa) [Frants to recipients Research 12,500,
East Asia and the
Pacific Frante to recipiente Reaearch 54,915,
Europe (Including
Iceland & Greenland) Frants to recipients Research 176,030,
3a Subtotal ... 0 0 |ow um fon L 245,445,
b Total from continuatian S B B SR RETERSEE
sheets to Part| . 0 0 3 i DR 0.
¢ Totals (add lines 3a : S : g
and3b) .. 0 0 : o - 245,445,
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 890, Schedule F (Form 990) 2013
332071
10-03-13
26
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Schedute F (Form 990y 2013 International Rett Syndrome Foundation 31-1682518

Page 4
{Part IV| Foreign Forms

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

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

Corporation (see Instructions for FOrm 926) | .o [ ves No
2 Did the organization have an interest In a foreign trust during the tax year? If "Yes," the organization

may be required to file Form 3520, Annual Return to Report Transactions with Foreign Trusts and

Receipt of Certain Foreign Gifts, and/or Form 3320-A, Annual Information Return of Foreign Trust With

2 U.5. Owner (see Instructions far Farms 3500 and 3800-A) e e e e e D Yes @ No
3 Did the organization have an ownership interest in a foreign corporation during the tax year? If *Yes,"

the arganization may be required to file Form 5471, Information Return of U.S. Persons With Respect To

Certain Foreign Corparations. (See InsStructions for FOmm Ga47 1) e et e I:l Yes @ No
4 Was the organization a direct or indirect shareholdar 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 Returm by a Shareholder of a Passive Foreign Invesfment Company or Qualified Electing Fund.

(388 INSIUGHONS 10 FOMM B621) e [ ves No
5 Did the organization have an ownership interest in a foreign partnership during the tax year? if "Yes,"

the organization may be required to file Form 8865, Return of U.5. Persons With Respect Ta Certain

Fareign Partnerships. (see Instructions for Form 8885) || [ ves No
5] Did the organization have any operations in or related to any boycotting countries during the tax year? If

“Yes," the organization may be required to file Form 5713, International Boycott Report. (see Instructions

Or PO BT T [ ves No

Schedule F (Form 990) 2013

332074
10-03-13
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Schedule F {Form 9e0) 2013 International Rett Syndrome Foundation 31-1682518
|PartV | Supplemental Information
Praovide the information required by Part |, line 2 {monitoring of funds); Part 1, fine 3, column () {accounting method; amounts of
investments vs, expanditures per region); Part I, line 1 (zccounting method}; Part 111 (accounting method); and Part 1Il, column {c}
{estimated number of reciplents), as applicable. Alsa complete this par to provide any additional information.

Page 5

Part I, Line 2:

The Foundation makes quarterly payments to regearchers

outside of the United States. They are reguired to file progress reports

on their research two times a year. The Chief Scientific Officer reviews

the reports and corresponds with the researcher to ensure proper use of

funds.

332075 10-03-13 Schedule ¥ (Form 990) 2013
30
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SCHEDULE G . : - . A OMB No, 1845-0047
Form 980 ar 880-£2) Supplemental Information Regarding Fundraising or Gaming Activities
(Form or Complete if the organization answered "Yes" to Form 880, Part IV, lines 17, 18, or 19, or if the 20 1 3
organization entered more than $15,000 on Form 890-E2, line Ga. .
Department of the Treasury P Attach to Form 990 or Form 990-EZ Open To Public
Internal Hevenue Service i I Inspectlon
B> Intormation about Schedule G [Form 990 or 990-E2) and its instructions is at www irs govi/form 990
Name of the organization Employer identification number
International Rett Syndrome Foundation 31-1682518
Part Fundraising Activities. Complete if the organization answered "Yes" to Form 990, Part 1V, line 17. Form 990-EZ filers ara not

required to complete this part.

1 Indicate whether the organization raised funds through any of the following activities. Gheck all that apply.

a |:| Mail solicitations e Solicitation of non-governmant grants
b D Internat and email solicitations f D Soticitation of governmant grants
c C:] Phone solicitations a E__.:,] Special fundraising events

a ] In-person salicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees or
key employees listad in Form 980, Part VIl or entity in connaction with professional fundralsing services? [ ves L Ino
b If "Yas," list the ten highest pald Individuals or entities (fundraisers) pursuant to agreemants under which the fundraiser Is to be
compensated at least $5,000 by tha organization.

ili) pig v} Amount paid .
{1} Name and address of individual o n(m aisr liv} Gross receipts ulg (}0{ retaine[éi by) (v} Amount paid
or entity {fundraiser) (it} Activity e ko fram activit tundraiser to (or retained hy)
/ cantiEutons? Y listad in cal, (1) organization
Yes | No
Al i i e e e e >
3 List alf states in which the organization is registered or licensed to solicit contriputions or has been netified it is exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 980 or 990-EZ, Schedule G (Form 980 or 990-EZ) 2013
332081
08-12-13
3l
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Schedule G (Form 990 or 9802 2013 International Rett Syndrome Foundat ion 31-1682518 pagesz
‘ Part i | Fundraising Events. Complete if the organization answered “Yes" to Form 890, Part IV, line 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 980-EZ, lines 1 and 6b. List evants with gross receipts greater than $5,000.

{a} Event #1 {b) Event #2 (c} Other svents (d) Total events
New York Raton Rouge (add col. (a) through
City EBvent Gala 48 cél () 9

o (event typs) (event type) {total number) )

El

C

§ 1 Grossreceipts ... 305,513. 327,367. 1,849,306. 2,482,186.
2 Less: Contributions 217,220- 173,083- 1,584,232- 1,974,535-
3 Gross income (ing 1 minus line 2} ... 881293‘ 154:284- 265,074, 507,651-
4 Cashprizes .. ..o
5 Noncashprizes ...

Q

§ 6 Rent/faciltyeosts 19,200. 31,475, 76,310, 126,985.

0]

B| 7 Foodandbeverages ... 13,550. 25,398. 46,739. 85,687,

=
B ENGENTEN ... 1,400, 9,638.]  11,038.
9 Other direct expenses . 125,558, 114,982. 165,361. 405,902.
10 Direct expense summiary. Add lines 4 through 9 In Golemn {d) ... s > 629,612,
11 Net income summary. Subtraci line 10 fromline 3, columnidy ... » -121,961.

Part Iil l Gaming. Complete if the organization answered "Yes" to Form 980, Part 1Y, line 19, or reported more than
: $15,000 on Form 890-EZ, line G&.

. {b) Pull tabsfinstanl . {d} Total gaming {acd

Q
3 {a) Bingo hinguiprogressive bingo | (o) OTNEr8aMIng oo e} through cal. (c)
H
1

1 Grossrevenue ...
o |2 Cashprizes . ieeeee
0
i
1] .
Q|3 Noncashprizes . . . ...
LL:
b
214 Renfaciltycosts .
[

5§ Other direct eXpensas _..........oceeeeennn,

L1 ves % | ves % [l ves
6 Volunteerlabor I::l Na [ ] No D No

7 Diract expanse summary. Add lines 2 through 5 in column (d}

8 Net gaming income summary. Subtractline 7 fromling 1, column (. .y b

9 Enter the state(s) in which the organization operates gaming aclivities:

a s the organization licensed to operate gaming activities in each of these states? | ... ... l__._| Yes L_I No
b If "No," explain:

10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year? .. ... .. |_| Yes i_l No
b If "Yes,"” explain:

332062 09-12-13 Schedule G {Form 990 or 990-EZ} 2013
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Schedule G (Form 980 or 890-E7) 2013 International Rett Syndrome Foundation 31-1682518 pages
11 Does the organization operate gaming activities with nonmembers?

................................................................................ L lves |_INo
12 -~ .

Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed
E‘ No

to administer charitable Gaming? [ Yes

13 Indicate the percentage of gaming activity eperated in:
a The organization's facility

............................................................................................................................................. 13a %
b Anoutsitde TaCIIY |t e i3b %
14 Enter the name and address of the person who prepares the organization's gaming/special evants books and records:
Name B~
Address P~
15a Doas the organization have a contract with a third party from whem the crganization receives gaming revenus? . D Yes l:l No

b If "Yes," enter the amount of gaming revenue received by the organization B §
of gaming revenue ratained by the third party P $
¢ {f "Yes,” enter name and address of the third party:

and the amount

Name P

Address P~

16 Gaming manager information:

Nama P

Gaming manager compensation P $

Dascription of services provided ¥

[j Director/officer [j Employae D Independent contracter

17 Mandatory distributions:

a |s the organization required under siate law to make charitable gistributions from the gaming proceeds to
retain the state gaming license? D Yes D No

b Enter the amaount of distributions required under state ]aw to be distributed to othar exempt organizations or spent in the
organization's own axempt activities during the tax year b 3

|Part M| Supplemental Information. Provide the explanations required by Part |, line 2b, columns (iij) and (v}, and Part 1], ines 9, @b, 10b, 15b
15¢, 16, and 17b, as applicable. Alsoc complete this part to provide any additional infarmation {see instructions).

332083 09-12-13 Schedule G (Form 890 or 890-EZ) 2013
33
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Schedule G (Form 990 or 990-E7) International Rett Syndrome Foundation 31-1682518 pages
[Part IV Supplemental Information (continued)

Schedule G {Form 990 or 990-EZ}

332084
05-01-33
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SCHEDULE J Compensation Information OMS No. 15450047

{Form 990) For certaln Officers, Directors, Trustees, Key Employees, and Highest 20 13
Compensated Empluyaes
P Complete if the organization answered "Yes" on Form 980, Part IV, line 23.

Department of the Treasury P Attach to Form 880. P See saparate instructions. Open to Public .
Internal Ravenua Service P Information about Schedule J (Form 990) and Its instructions is at www irs gov/formoon lnspectlon
Name of the organization Employer Identification number
___International Rett Syndrome Foundation 31-1682518
[Part 1] Questions Regarding Compensation
Yes | No
1a Check the appropriate bax(es) if the organization provided any of the following to or for a person listed in Form 990, :

Part VII, Section A, line 1a. Complete Pari lIl to provide any relevant information regarding these items.

D First-class or charter travel {::! Housing allowance or rasidence for personal use

E:] Travel for companions i:j Payments for business use of personal residence

Tax indemnification and gross-up payments L__l Healin or social club duas or initiation fees
|:| Digcretionary spending account |:| Personal sarvices {e.g., maid, chauffeur, chef)

b If any of the boxes an line 1a are checked, did the organization fallow a writlen policy regarding payment or
relmbursement or provision of all of the expenses described above? If "No,” complate Part llltoexplain . ...
2 Did the organization require substantiation prior to raimbursing or allowing expenses incurred by all directors,
trustees, and officers, including tha CEC/Executive Director, regarding the items checked In line 1a?

3  Indicata which, if any, of the following the filing organization usad to gstahblish the compensation of the organization’s
GCEO/Exacutive Director, Check all that apply. Do nat check any baxes for methods used by a related organization to
estahlish compensation of the GEO/Exacutive Director, but explain in Part 1.

Compensation committee Written employment contract
Independent compensation consultant D{] Compensatlon survey or study
Form 980 of other crganizations Approval by the board or compensation committee

4 During the year, did any persan listed in Form 890, Part Vi, Section A, line 14, with respect to the filing
organization or & related organization:
a Receive a saverance payment or change-of-control pAYMENET
b Participate in, or receive payment from, a supplemental nonqualified retirement plan?
¢ Participate in, or receive payment from, an equity-based compensation arrangement?
If "Yes" to any of lines da-c, list ihe parsons and provide the applicable amounts for each item in Parl I||

Only section 501{c}{3) and 501(c){4} organizations must complete lines 5-9.
5 For persons listed in Form 990, Part VIl, Saction A, line &, did the organization pay or accrue any compensation
caentingent on the revenues of:
a The organization?
b Any related organization?
If "Yes” to line 5a or 5b, describe in Part Il
@ For persons listed in Form 980, Part VII, Section A, line 1a, did the organization pay or accrue any campensation
contingent on the net eamings of:
a The organization?
b Any related arganization?

If “Yes" to line Ba or Bb, describe in Part Ill

7 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization provide any non-fixed payments

not described in [nes 5 and 87 1F "Yes," describa in Part 11
8 Were any amounis reporied in Form 930, Part VII, paid ar accrued pursuant to a contract that was subject to the

Initial contract exception described in Regulations section 53.4858- -4(a){3)7 |§ "Yes," describe in Part Nl 8 X
9 |f "Yas" to line 8, did the arganization also follow the rebuttable presumption procedure describad in

Regulations section 53.4958-6(c)? ... ettt e At sirrrinniaiiireiiieiin e et eeiiiriei et 9

LHA For Paperwork Reduction Act Notice, see the Instructions far Form 980. Schedule J {Form 990} 2013

3azim
09-13-18
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SCHEDULE M Noncash Contributions OMB No. 13:3-0047

{Form 920) 20 1 3

P~ Complete if the organizations answered "Yes" on Form 890, Part IV, lines 29 or 30, _
Department of the Treasury P~ Attach to Form 980, Open:ta Public
friemal Ravence Sarvice P information about Scheduie M (Form 990} and its instructions is at www ire pyifnrmagg. |k
Name of the organization Employer identification number

International Rett Syndrome Foundation 31-1682518
[ Partil: | Types of Property

{a) {b) {c) {d)
Check if Number of Nencash contribution Method of detarmining
applicabls | contributions or [ amounts reporied on noncash contribution amounts

items contributed] Form 990, Part VIIL, line 1g

Books and publications Sy
Clothing and househoid goods . X 163,795,
Gars and other vehicles . .. .
Boatsandplanes ...
Intellectual property .
Securities - Publicly traded X 1 34,477, FMV
Securities - Closely held stock ...
Securities - Partnership, LLC, or
trust interesis
12 Securitles - Miscellaneous
13  Qualiifed conservation contribution -

Historic structures
14  Qualified conservation contribution - Other |
15 Real estate - Residential
16 Real estate - Commercial
17 Heal estate - Other
18 Collectibles . ... ..o
19 Foodinventory | ...
20 Drugs and medical supplies
21 Taxidermy
22 Historicalartifacts ...
23 Scientific specimens
24  Archeological artifacts

P
- 0w oD~ U, NS

25 Other P )
26 Other P | }
27 Other P { )
28 Cther P { )
29  Number of Forms B283 received by the organization during the tax year for contributions
for which the arganization completed Form 8283, Part |V, Dones Acknowledgement | . 29 0
Yes | No
A0a During the year, did the organization receive by contribution any property reparted in Part |, lines 1 - 28, that it must hold for
at least three years from the date of the initiat contribution, and which is not required to be used for exempt purposes for
HhE NHEE BOIOING PEIOUT oo e e oo bt et E e res e R R s et b sttt 30a
b i "Yes,” describe the arrangemeant in Part 1. B
31 Does the organization have a gift acceptance policy that requires the review of any non-standard contributions? . 31
323 Daoes the organization hire or use third parties or related organizations to solicit, process, or sell noncash
COREBULIONS? || oottt es oo oo s 82a| X
b If "Yas," describe in Part 1. TR
33 If the organization did not report an amount in column (c) fer a type of property for which column (a} is chacked,
dasctibe in Part 1.
LHA  For Paperwork Reduction Act Notice, see the Instructions for Form 980, Schedule M [Form 990) (2013)
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Schedule M (Form 890} 2013y International Rett Syndrome Foundation 31-1682518 Page 2

Part'll| Supplemental Information. Provide the information required by Part |, lines 30b, 32h, and 33, and whether the arganization
is reporiing in Part 1, column (b}, the number of cantributions, the number of items recaived, or a combination of both, Also complata
this part for any additional information.

Schedule M, Line 32b:

A third party administrator is hired to sell donated stock

upon receipt.

332142 09-03-13 Schedule M (Form 930) (2013}
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. OMB No. 1548-0047

SCHEDULE O Supgiemental information to Form 990 or 990-EZ

{Form 990 or 890-EZ) omplete to provide information for responses to specific questions on 20 1 3

Form 990 or 990-EZ or to provide any additional information.

Department of the Treasury = Attach to Form 990 or 990-EZ. Open:to Public

Internal Aavenue Service P> Information about Schedute O (Form 990 or 980-E2) and its instructions is atwuny ire gav/farmaor] Inspection

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

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

1ife for those living with Rett Syndrome by providing information,

programs and services.

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

The organization emails the 990 to board members, asking for

comments or guestions before it is filed.

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

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:

Used a recruiting firm to hire Chief Scientific Officer. They

investigated compensation. We also benchmarked against other nonprofits on

their websites. Compensation is approved by the board.

Form 990, Part VI, Lime 17, List of States receiving copy of Form 590:

OH,AL,CT,IL,MA,NJ,NY,PA,WA,CO,FL,GA,MD,MI,MS,M0,0R,VA,AK,AZ,CA,DC,KS,KY,LA

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

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

The governing documents of the organization are available on

the Ohio Secretary of State's website. The financial statements are

avalilable within the annual report which is available upon reguest. The

LHA For Paperwork Reduction Act Notice, see the instructions for Form 990 or 9980-EZ. Schedule O {Form 990 or 990-EZ) {2013)
332211
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Seheduie O (Form 980 or 990-EZ} (2013)

Page 2

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

conflict of interest policy is available upon reguest.
Form 990, Part XI, line 9, Changes in Net Assets:
Change in Beneficial Interest in Trust 1,267.
Form 990, Part XI, line 2c:
There were no changes to the process in the current year.
33-2923-213 Schedule O {Form 920 or 990-EZ) (2013)
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