m 390

(Rev. January 2020)

Department of the Treasury
Internal Revenue Service

EXTENDED TO NOVEMBER 16, 2020

Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations})

P> Do not enter social security numbers on this form as it may be made public.

OMB No. 1545-0047

2019

Open to Public "

-_Inspection-.-.

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

A For the 2019 calendar year, or tax year beginning and ending
B Check if C Name of organization D Employer identification number
applicable:
oenee. | RETT SYNDROME RESEARCH TRUST, INC
bkinge | Doing business as *E_**X*7A39
e Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
fra, | 67 UNDER CLIFF ROAD 203-445-0041
wed™ | city or town, state or province, country, and ZIP or foreign postal code G Gross receipts $ 8,843,348.
Amended| TPRUMBULL, CT 06611 H(a) Is this a group retun
[ Joee "2 | F Name and address of principal officer MONICA COENRAADS for subordinates? .. [ ves [XIno
Perdd | 67 UNDERCLIFF ROAD, TRUMBULL, CT 06611 H(b) ave all subordinstes incudea?| | Yes [_INo
| Tax-exempt status: ﬁ] 501(c)(3) D 501(c) ( )< (insert no.) l:] 4847(a)(1) or I:l 527 If "No," attach a list. (see instructions)
J Website: > WAW.RSRT.ORG H(c) Group exemption number P

K_Form of organization: Corporation || Trust | ] Association [ ] Other b

| L Year of formation: 200 7] M State of legal domicile: CT

[Part]]| Summary o
o | 1 Brisfly describe the organization's mission or most significant activities: THE ORGANIZATION'S MISSION IS
g FOCUSED ON THE DEVELOPMENT OF TREATMENTS AND CURES FOR RETT SYNDROME
g 2 Check this box = [:’ if the organization discontinued its operations or disposed of more than 25% of its net assets.
2 | 3 Number of voting members of the governing body (Part VI, ine 1a) e 3 14
2 4 Number of independent voting members of the governing body (Part VI, fine 1b) ... |4 | 14
@ | 5 Total number of individuals employed in calendar year 2019 (Part V, line 2a) . 5 9
£ | 6 Total number of volunteers (eSHMALE if NECESSANY) ... ... .......ccoovoorooe oo 6 75
;3 7 a Total unrelated business revenue from Part VIIl, column (C), 0e 12 e, 7a - 0.
b Net unrelated business taxable income from Form 990-T, lin€@ 39 ..........cociiiiiniiieiisieiiiii i 7b 0.
Prior Year Current Year )
o | 8 Contributions and grants (Part VIIL line Th) ... 9,639,117. 8,348,103.
g 9 Program service revenue (Part Vill, line 2g) 0. 128 B 333.
E 10 Investment income (Part VIil, column (A), lines 3,4, and 7d) ..., 25,063. 38,677.
11 Other revenue (Part VIIl, column (A), lines 5, 6d, 8¢, 9c, 10c, and 11e) ... 0. 0.
| 42 Total revenue - add lines 8 through 11 (must equat Part Viil, column (A), line 12) ........ 9,664,180. 8,515,113.
13 Grants and similar amounts paid (Part X, column (A), lines 1-3) 9,619,077. 8,530,142,
14 Benefits paid to or for members (Part IX, column (A), line4) ... 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part I, column (4), lines 510) ... 1,208,155, 1,493,133.
g "16a Professional fundraising fees (Part X, column (A), fine 11€) ..., 0. 0.
g | b Total fundraising expenses (Part IX, column (D), line 25) ~ J» 591,337.
W47 Other expenses (Part IX, column (A), fines 11a-11d, 111-24e) ... 549 z 960. 641 . B32.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) 11,377, 1 9_?1. 10, 665 ¥ 107.
| 19 Revenue less expenses. Subtract line 18 from line 12 ..........ccoooovevcvvvvicccisiccnccinene, -1,713,012. -2,149,994.
Eé Beginning of Current Year End of Year
BE 20 Totalassets (Part X, e 16) ... 11,319,755. 9,801,315.
23121 Totalliabilities (Part X, ne 26)  _____._...........occooreooeeeeroeeeeeeree o 15,692,025.] 16,250,240.
25| 00 Net assets or fund balances. Subtract line 21 from line 20 -4,372,270.] -6,448,925.
[Part Il | Signature Block

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

|
Sign ’ Signature of officer Date
Here MONICA COENRAADS, EXECUTIVE DIRECTOR -
Type or print name and title
Print/Type preparer’s name Preparer's signature | Date g“““ PTIN

Paid  \JOHN M. ROLLERI, CPA [ ferensios 200182555

Prepater |Firm'sname p KNIGHT ROLLERI SHEPPARD CPAS LLP Firm'sEINy, **-***6122

Use Only |Firm's addressy, 1499 POST ROAD, SUITE 1040

R, FAIRFIELD, CT 06824 _|Phoneno. (203) 259-2727

May the IRS discuss this return with the preparer shown above? (see instructions] ...............coene . Yes No
Form 990 (2019)

932001 01-20-20

SEE

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

SCHEDULE O FOR ORGANIZATION MISSION STATEMENT

CONTINUATION



Form 8868

(Rev. January 2020}

Department of the Treasury
Internal Revenue Service

Application for Automatic Extension of Time To File an
Exempt Organization Return

P> File a separate application for each return.
P> Go to www.irs.gov/Form8868 for the latest information.

OMB No. 1545-0047

Electronic filing (e-file). You can electronically file Form 8868 to request a 6-month automatic extension of time to file any of the
forms listed below with the exception of Form 8870, information Return for Transfers Associated With Certain Personal Benefit
Contracts, for which an extension request must be sent to the IRS in paper format (see instructions). For more details on the electronic

filing of this form, visit www.irs.gov/e-file-providers/e-file-for-charities-and-non-profits.

Automatic 6-Month Extension of Time. Only submit original (no copies needed).

All corporations required to file an income tax return other than Form 990-T (including 1120-C filers), partnerships, REMICs, and trusts

must use Form 7004 to request an extension of time to file income tax returns.

Type or Name of exempt organization or other filer, see instructions.

print

Taxpayer identification number (TIN)

| RETT SYNDROME RESEARCH TRUST, INC *H_*%%T7439

due date for | Number, street, and room or suite no. If a P.O. box, see instructions.

fingyow | 67 UNDER CLIFF ROAD

instructions. |~ City, town or post office, state, and ZIP code. For a foreign address, see instructions.

. TRUMBULL, CT 06611

Enter the Return Code for the return that this application is for (file a separate application foreach return) . i' 0 l 1J
Appilication Return | Application Return
Is For Code |lsFor Code
Form 990 or Form 990-EZ 01 Form 990-T (corporation) Q07
Form 990-BL 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 (other than individual) 09
Form S90-PF 04 Form 5227 10
Form 990-T (sec. 401(a) or 408(a) trust) 05 Form 6069 11
Form 990-T (trust other than above) I 06 Form 8870 12

MONICA COENRAADS

® The books areinthe careof » 67 UNDER CLIFF ROAD - TRUMBULL, CT 06611

Telephone No.p» 203-445-0041

® |f the organization does not have an office or place of business in the United States, check this box
® [f this is for a Group Retum, enter the organization's four digit Group Exemption Number (GEN)

Fax No. p»

. If this is for the whole group, check this

box P |:| . If it is for part of the group, check this box p [___] and attach a list with the names and TINs of all members the extension is for.

1 |request an automatic 6-month extension of time until
the arganization named above. The extension is for the organization's return for:
p [ X1 calendaryear 2019 or
[ tax year beginning , and ending
2  If the tax year entered in line 1 is for less than 12 months, check reason: [___I Initial return !:l Final return

[:] Change in accounting period

NOVEMBER 16, 2020 . tofilethe exempt organization return for

3a I this application is for Forms 990-BL, 990-PF, 990-T, 4720, or 6068, enter the tentative tax, less

any nonrefundable credits. See instructions. | 8| § 0.
b If this application is for Forms 990-PF, 990-T, 4720, or 6069, enter any refundable credits and '

estimated tax payments made. Include any prior year overpayment allowed as a credit. 3b | § 0.
¢ Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required, by

using EFTPS (Electronic Federal Tax Payment System). See instructions. 3c _| 2 0.

Caution: If you are going to make an electronic funds withdrawal (direct debit) with this Form 8868, see Form 8453-EO and Form 8879-EO for payment

instructions.

LHA  For Privacy Act and Paperwork Reduction Act Notice, see instructions.

023841 12-30-18

L5580827 759649 397-0001

44

Form 8868 (Rev. 1-2020)

2019.04020 RETT SYNDROME RESEARCH TRUS 397-0001



IRS e-file Signature Authorization OMB No, 1545-1878
rom 8879-EQ for an Exempt Organization

For calendar year 2018, or fiscal year beginning , 201p, and ending , 20 20 1 g

P> Do not send to the IRS. Keep for your records.

Department of the Treasury
P Go to www.irs.gov/Form8879EO for the latest information.

Internal Revenue Service
Name of exempt organization

] Employer identification number

RETT SYNDROME RESEARCH TRUST, INC ‘ *k_**%%7439
Name and title of officer ‘ ’
MONICA COENRAADS

EXECUTIVE DIRECTOR

FPartl | Type of Return and Return information (Whole Dollars Onty)

Check the box for the return for which you are using this Form 8879-EO and enter the applicable amount, if any, from the return. If you check the box
on line 1a, 2a, 3a, 4a, or 5a, below, and the amount on that line for the return being filed with this form was blank, then leave line 1b, 2b, 3b, 4b, or 5b,
whichever is applicable, blank {do not enter -0-). But, if you entered -0- on the return, then enter -0- on the applicable line below. Do not complete more

than one line in Part I,

1a Form 990 check here J» b Total revenue, if any (Form 990, Part Vill, column (A), ine 12) ... . .. 1b 8,515,113,
2a Form 990-EZ check here o [ b Total revenue, if any (Form 990-EZ,line Q) ... ... 2b

8a Form 1120-POL check here I+ |:| b Total tax (Form 1120-POL, line 22) . .. ... 3b

4a Form 990-PF check here  J» [:l b Tax based on investment income (Form 990-PF, Part V|, line 5} 4b

5a Form 8868 check here P [:] b Balance Due (Form 8868, line 3C) ... ... 5b

'Partll:| Declaration and Signature Authorization of Officer

Under penalties of perjury, ! declare that | am an officer of the above organization and that | have examined a copy of the organization’s 2019
slectronic retum and accompanying schedules and statements and to the best of my knowledge and belief, they are true, correct, and complete. I
further declare that the amount in Part | above is the amount shown on the copy of the organization'’s electronic retumn. | consent to allow my
intermediate service provider, transmitter, or electronic return originator (ERO) to send the organization’s return to the IRS and to receive from the IRS
(a) an acknowledgement of receipt or reason for rejection of the transmission, (b} the reason for any delay in processing the return or refund, and {c)
the date of any refund. If applicable, | authorize the U.S. Treasury and its designated Financial Agent to initiate an electronic funds withdrawal (direct
debit) entry to the financial institution account indicated in the tax preparation software for payment of the organization’s federal taxes owed on this
return, and the financial institution to debit the entry to this account. To revoke a payment, | must contact the U.S. Treasury Financial Agent at
1-888-353-4537 no later than 2 business days prior to the payment (seitlement) date. 1 also authorize the financial institutions involved in the
processing of the electronic payment of taxes to receive confidential information necessary to answer inquiries and resolve issues related to the
payment. | have selected a personal identification number (PIN) as my signature for the organization’s electronic return and, if applicable, the

organization’s consent to electronic funds withdrawal.

Officer’s PIN: check one box only

[X] | authorize KNIGHT ROLLERI SHEPPARD CPAS LLP  toentermyPIN[__ 16161 |
ERO firm name Enter five numbers, but
do not enter all zeros

as my signature on the organization’s tax year 2019 electronically filed return. If | have indicated within this return that a copy of the retun
is being filed with a state agency(ies) reguiating charities as part of the IRS Fed/State program, | also authorize the aforementioned ERO to

enter my PIN on the return’s disclosure consent screen.

D As an officer of the organization, | will enter my PIN as my signature on the organization’s tax year 2019 electronically filed return. If | have
indicated within this retumn that a copy of the retum is being filed with a state agency(ies) regulating charities as part of the IRS Fed/State
program, | will enter my PIN on the return’s disclosure consent screen.

Officer's signature J» Date p-

[PartlII] Certification and Authentication -

ERO’s EFIN/PIN. Enter your six-digit electronic filing identification

number (EFIN) followed by your five-digit self-selected PIN. [ 06175129929 |

Do not enter all zeros

| certify that the above numeric entry is my PIN, which is my signature on the 2019 electronically filed return for the organization indicated above. |
confirm that | am submitting this return in accordance with the requirements of Pub. 4163, Modernized e-File (MeF) Information for Authorized IRS

e-file Providers for Business Returns.

Date b=

ERQ's signature p= _
ERO Must Retain This Form - See Instructions
Do Not Submit This Form to the IRS Unless Requested To Do So

Form 8879-EO (2019)

LHA For Paperwork Reduction Act Notice, see instructions.

923051 10-03-19

15580827 759649 397-0001 2019.04020 RETT SYNDROME RESEARCH TRUS 397-0001



Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC ¥k _**k%7439 Page?
Part Il | Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line inthis Part 11 ..............cccoieiiieiiiii i ececeeesee e
1  Briefly describe the organization’s mission:

THE ORGANIZATION'S MISSION IS FOCUSED ON THE DEVELOPMENT OF TREATMENTS
AND CURES FOR RETT SYNDROME AND RELATED MECP2 DISORDERS.

2  Did the organization undertake any significant program services during the year which were not listed on the
PrOT FOMM 990 OF 890-EZ? | ____\\\o 1o ooeees oo eoee oo eoooeoees oo e [Ives [XINo

If "Yes," describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? ... ... l:]ves BL—I No

If "Yes," describe these changes on Schedule O.
4  Describe the organization’s program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, the total expenses, and

revenue, if any, for each program service reported.

4a (Code: )(Expensas$ 9 ? 730, 984 o including grants of § 8 I 530 i 142 . ) (Revenus § 164 ¢ 776 . )
THE ORGANIZATION PROVIDES FUNDING TO LEADING RESEARCH INSTITUTIONS
WORKING ON RETT SYNDROME AND RELATED MECP2 DISORDERS. RESEARCH IS AIMED
AT 1) RESTORING LEVELS OF MECP2 PROTEIN, 2) IDENTIFYING OBJECTIVE TOOLS
TO MEASURE RETT SYMPTOMS 3) ESTABLISH A CLINICAL TRIAL NETWORK 4)

IDENTIFY FUNCTION OF MECP2 PROTEIN.

4b (code: )(Expsnses$ 13 4 ¢ 543 o including grants of § ) (Revenue $ )
THE ORGANIZATION SPONSORS SCIENTIFIC WORKSHOPS THAT BRING THE LEADING
RETT RESEARCHERS TOGETHER WITH ELITE SCIENTISTS IN SYNERGISTIC FIELDS

TO EXCHANGE DATA AND SET RESEARCH DIRECTION.

4c (Coda: ) (Expenses $ including grants of § ) (Revenue $ )
4d  Other program services (Describe on Schedule 0.)
(Expenses § including grants of § ) (Revenue $ )
4e Total program service expenses b 9,865,527,
Form 990 (2019)

932002 01-20-20

2
15580827 759649 397-0001 2019.04020 RETT SYNDROME RESEARCH TRUS 397-0001



Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC *k_**%7439 Paged
[Part IV | Checklist of Required Schedules
Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) {other than a private foundation)?
I YES," COMPIBE SCHBUUIE A . e oo e e en e e 1 X
2 [s the organization required to complete Schedule B, Schedule of Contributors? | | ... ... 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete SCHEAUIE C, PAIt T ... ooeeeeeeemesemeee e ces e eeeenne s 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 Schedule C, Part Il || ... .. . ... ... e 4 X
5 s the organization a section 501{(c){4), 501(c)(5), or 501(c)(6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197 /f "Yes," complete Schedule C, Part lll ... ... ... | 5 | X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? /f "Yes," complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? Jf "Yes," complete Schedule D, Part Il .. . .. ... 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
SCREAUIE D, Part lll et e e a ettt 8 X
o Did the organization report an amount in Part X, line 21, for escrow or custodial account liabiiity, serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
If "Yes," complete Schedule D, PArt IV ... e s e 9
10  Did the organization, directly or through a related organization, hold assets in donor-restricted endowments
or in quasi endowments? If "Yes," complete Schedule D, Part V. | ... 10
11  If the organization’s answer to any of the following questions is "Yes," then complete Schedule D, Parts VI, Vi, Vill, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? /f "Yes, " complete Schedule D,
T L OO OO SO O OO EUO TSP PR TOVPOO PRSP PPN 1a| X
b Did the organization report an amount for investments - other securities in Part X, line 12, that is 5% or more of its total [
assets reported in Part X, line 167 /f "Yes," complete Schedule D, Part VIl .. ... 11b | X
¢ Did the organization report an amount for investments - program related in Part X, line 13, that is 5% or more of its total
assets reported in Part X, line 167 /f "Yes," complete Schedule D, Part VIl . ... 11c X
d Did the organization report an amount for other assets in Part X, line 15, that is 5% or more of its total assets reported in
Part X, line 162 If "Yes," complete SChedule D, PArt IX | ... oot e 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 If "Yes," complete Schedule D, Part X ... 11e X
t Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FiN 48 (ASC 740)? If "Yes," complete Schedule D, Part X ... . 111 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes, " complete
SCHEOUIE D, PAIES XIBNG XUl ...\ 1. oo oo oo e ee s st e 12a | X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes, " and if the organization answered "No" to line 12a, then completing Schedule D, Parts Xl and Xl is optional ... ... | 12b X
13 s the organization a school described in section 170(b)(1)(A)(i)? If "Yes," complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? e 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes," complete Schedule F, Parts 1@nd IV ...t 14b | X
15  Did the organization report on Part IX, column {A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If "Yes, " complete Schedule F, Parts NG Y s 15 X
16  Did the organization report on Part IX, column (4), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? if "Yes," complete Schedule F, Parts lll and IV | .. 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column {A), lines 6 and 11e? If "Yes," complete Schedule G, Part | . ... 17 X
18  Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI, lines
1c and 8a? If "Yes, " complete Schedule G, Part Il ... s 1.8 | X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VIl line 9a? /f "Yes,"
COMPIBte SCREAUIE G, PArt Ml o oeeoooeoeeoeoeooee oo e [ 19 | X
20a Did the organization operate one or more hospital facilities? /f "Yes, Ycomplete Schedule H ... ... ... | 20a X
b I "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this retum? 20b
21  Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part X, column (A}, line 1? If "Yes," complete Schedule I, Parts / and Il 21 | X
Form 990 (2019)

932003 01-20-20

15580827 759649 397-0001
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Form 980 (2019) RETT SYNDROME RESEARCH TRUST, INC *h_**%T7439 paged
| Part IV/| Checklist of Required Schedules (continued)

Yes| No_
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on Ji _'
Part 1X, column (A), line 27 If "Yes," complete Schedule I, Parts land Il . e 22 X
23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensation of the organization’s current
and former officers, directors, trustees, key employees, and highest compensated employees? If "Yes," complete
SCHEAUIB J oottt ee e e Ao e r sttt 23 | X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the '
last day of the year, that was issued after December 31, 20027 If "Yes, " answer lines 24b through 24d and complete
SCHEAUIE K. If "NO," GO 10 N8 258 . ..\ o oo eee oo 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . ... ... .. 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
MY B OXBIME DONOS? oo e 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time duringthe year? . . ... ... ... 24d
25a Section 501(c)(3), 501(c}{4), and 501(c)(29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If "Yes," complete Schedule L, Part! . . ... ... ... 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ? /f "Yes, " complete
SCREAUIE L, Part | et ettt e vt ar e e ettt 25b X
26 Did the organization report any amount on Part X, line 5 or 22, for receivabies from or payables to any current |
or former officer, director, trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons? /f "Yes," complete Schedule L, Partll 26 X
27 Did the organization provide a grant or other assistance to any current or former officer, director, trustee, key employee,
creator or founder, substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled
entity (including an employee thereof) or family member of any of these persons? If "Yes," complete Schedule L, Part il ... 27 _ X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV |.
instructions, for applicable filing thresholds; conditions, and exceptions): |
a A current or former officer, director, trustee, key employee, creator or founder, or substantial contributor? /f
"Yes," complete SCREOUIE L, PATTIV | | .. . oottt 28a X
A family member of any individual described in line 28a? If "Yes," complete Schedule L, Part IV e, 28b X
¢ A35% controlled entity of one or more individuals and/or organizations described in fines 28a or 28b7If
"Yes," COMPIBte SCREAUIE L, PAITIV | ... ooeoeeoeeeie oottt 28¢c X
29 Did the organization receive more than $25,000 in non-cash contributions? /f "Yes," comp/eté Schedule M ... |29 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes, " complete SCRAUIR M . ... ... s 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes, " complete Schedule N, Part | ... .. ... 31 | X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SCREAUIE Ny PATE I ... oo e e oo oot e | 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37 /f "Yes, " complete Schedule R, Part | . . .. ... e 33 | X
34 Was the organization related to any tax-exémpt or taxable entity? /f "Yes," complete Schedule R, Part /i, lll, or IV, and
PPtV 8 T ettt ee a2 R e A £ 8teemneeeeneereneeb 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transactlon W|th a controlled entity
within the meaning of section 512(b)(13)? /f "Yes," complete Schedule R, Part V, lin@ 2 ... 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization? .
If "Yes," complete Schedule R, Part V, @ 2 . . ... ...t 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, Part VI ... ... 37 1 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part Vi, lines 11b and 197
Note: All Form 990 filers are required to complete Schedule O .........ooooeoieieccciceiceernn i [38 | X
LP§r1 V| Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any lineinthis Part V. e D
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable ... l 1__aJ | 9_i
b Enter the number of Forms W-2G inciuded in line 1a. Enter -0- if not applicable . ... __1!3_] Q
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming |
(gambling) winnings t0 prize WINNErS? ... .....oocoiiioiiiieiieis i 1c | X |
Form 990 (2019)

932004 01-20-20

15580827 759649 397-0001 2019.04020 RETT SYNDROME RESEARCH TRUS 397-0001



Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC *k _**%*7439 paged
[Part V| Statements Regarding Other IRS Filings and Tax Compliance (continued

Yes | No
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by thisreturn ... 2a __9
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? . . .. 2 | X
Note: If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) .. . ... ... .. |
3a Did the organization have unrelated business gross income of $1,000 or more during the year? . ... ... 3a X
b If "Yes," has it filed a Form 980-T for this year? If "No" to line 3b, provide an explanation on Schedule O .. ... 3b |
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? ... .. ... 4a X
b If "Yes," enter the name of the foreign country J»
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax sheiter transaction at any time during the tax VBT Y 5a X
Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? .. ... 5b X
¢ If "Yes" to line 5a or 5b, did the organization file Form 8886-T7 | . ... 5¢c |
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible as charitable contributions? | . ... 6a | X__
b If "Yes," did the organization inciude with every solicitation an express statement that such contributions or gifts
were not tax dedUCHiDIB? | e et 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? ... 7b | -
¢ Did the organization sell, exchange, or otherwise dispose of tangible personai property for which it was required |
0 File FOMTIBZB2? .. oo oo e oottt eee e es e e s bt e ene s sna s s e R RS 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year ... | 7d | ’
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? .. 7e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . ... 7f
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? .. | 7g
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h -
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year? . . e, 8 e
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under SECHON 4968 2 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? ob
10 Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part Vlil, ine 12 ... | |
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facilities
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders . ... ... 11a el
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received fromthem.) 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year ... | 12b | |
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
13a |

a Is the organization licensed to issue quaiified health plans in more than one state? ... |
Note: See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans ... _ |
¢ Enter the amount of reservesonhand ... ... .
14a Did the organization receive any payments for indcor tanning services during the tax year? ... | 14a X
b If "Yes," has it filed a Form 720 to report these payments? /f "No, " provide an explanation on Schedule O ... 14b
15 Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or
excess parachute payment(s) during the YEar? ... 15 X
If "Yes," see instructions and file Form 4720, Schedule N.
16 Is the organization an educational institution subject to the section 4968 excise tax on net investment income? ... 16 A

if "Yes," complete Form 4720, Schedule O.

Form 990 (2019)
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Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC *k_***7439 pageb

| Part VI | Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" response

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

Check if Schedule O contains a response ornotetoany lineinthisPart VI . ......o.ooocoeeniinninnncenece i ccecicinn

Section A. Governing Body and Management
Yes | No_
1a Enter the number of voting members of the governing body at the end of the taxyear ... .. .. 1a | 1 Q
If there are material differences in voting rights among members of the governing body, or if the governing
body delegated broad authority to an executive committee or similar committee, explain on Schedule O. |
b Enter the number of voting members included on line 1a, above, who are independent ... ib | m
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other '
officer, director, trustee, orkey eMPIOYEE? e e 2| |[X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, trustees, or key employees to a management company or other person? ... 38 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 | X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . ... ... ' 5| | X
6 Did the organization have members or stockholders? 6| | X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or
more members of the gOVemINg DOUY? e 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by} members, stockholders, or
persons other than the governing body? e 7b X
8  Did the organization contemporaneously document the meetings held or written actions undertaken during the year by the following:
a The governing BOGY? . e Ba | X |
b Each committee with authority to act on behalf of the governing body? gb | X
g s there any officer, director, trustee, or key employee listed in Part Vil, Section A, who cannot be reached at the
organization’s mailing address? /f "Yes," provide the names and addresses on Schedule O .................oeeoieeceniceeieniein ) | X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? | ... ... 10a X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization’s exempt PUIPOSEST? et 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? i1a | X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990. B
12a Did the organization have a written conflict of interest policy? /f "No," go to 08 1 e, ' 12a | X
b Were officers, directors, or frustees, and key employees required to disclose annually interests that could give rise to conflicts? ... 2| X |
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
i1 SChedule O BOW thiS WES TONE __.._._....c..cocoooeovoeoeeeeeeee oo oo ee et es s 12¢ | X
13  Did the organization have a written whistleblower policy? ... 13 X |
14  Did the organization have a written document retention and destruction policy? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? |
a The organization’s CEO, Executive Director, or top management OICIAl e | 18a | X
b Other officers or key employees of the organization .. ... 15b | X =
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a |
taxable entity QUNNG the YEAI? | oot e e e _16a X
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements? ... e e e 16b

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed »CA ,CT , IL ,MA ,MD ,NJ ,NY , PA )
Section 6104 requires an organization to make its Forms 1023 (1024 or 1024-A, if applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.

[X’ Own website D Ancther's website D Upon request [:l Other (explain on Schedule Q)

Describe on Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
State the name, address, and telephone number of the person who possesses the organization’s books and records b
MONICA COENRAADS - 203-445-0041 _
67 UNDER CLIFF ROAD, TRUMBULL, CT 06611

Form 990 (2019)
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Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC *k _**k%k7430 Page7
Part VII[ Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note to any line in this Part VIl i I:l

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Empiloyees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization'’s tax year.
® |ist all of the organization's current officers, directors, trustees (whether individuals or organizations), regardiess of amount of compensation.
Enter -0- in columns (D}, (E), and (F) if no compensation was paid.
® | ist all of the organization’s current key employees, if any. See instructions for definition of "key employee."
® | st the organization’s five current highest compensated employees {other than an officer, director; trustee, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1098-MISC) of more than $100,000 from the organization and any related organizations.
® | ist all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.
® | ist all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
See instructions for the order in which to list the persons above.

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

@) ®) ©) | () € ")
Name and title Average | o o cf; ‘;f'rf]'g;‘ than one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustes) from from related other
(list any -E ] the organizations compensation
hours for | S E organization (W-2/1099-MISC) from the
related | g | £ 2 (W-2/1099-MISC) organization
organizations g = g E., and related
below s § 5 E |z § 5 | organizations
line) E|2|5 & 25l
(1) INGRID HARDING 2.00 '
CO-FOUNDER AND TRUSTEE X 0. 0. 0.
(2) LAWRENCE MATTIS 2.00
SECRETARY X X 0. 0. 0.
(3) ADRIAN BIRD 2.00
TRUSTEE X | 0. 0. 0.
(4) HEIDI EPSTEIN 2.00
VICE CHAIRMAN [ X X 0. 0. 0.
(5) ANTHONY SCHOENER 5.00
CHATRMAN Xl X 0. 0. 0.
(6) MARCI VALNER | 2.00 '
TREASURER X X 0. 0. 0.
(7) RACHEL STEVENSON 2.00
TRUSTEE | X 0. 0. 0.
(8) STEPHANIE BOHN 2.00
TRUSTEE X 0. 0. 0.
(9) ALBA TULL . 2.00
TRUSTEE X 0. 0. 0.
(10) BRAD ZELINGER 2.00|
TRUSTEE X 0. 0. 0.
(11) MARC TESLER 2.00 .
TRUSTEE X ' 0. 0. 0.
(12) MONICA COENRAADS 50.00
EXECUTIVE DIRECTOR AND CO- X X 187,917., 0. 33,988.
(13) TIM FREEMAN 50.00
CHIEF DEVELOPMENT OFFICER X 208,333. 0. 0.
(14) RANDALL CARPENTER 50.00
CHIEF MEDICAL OFFICER 1 X 165,000, 0. 0.
{15) EDRIAN COLINA 40.00
CREATIVE DIRECTOR ) | X[ | 126,667. 0. 16,553.
(16) TIMOTHY RILEY 50.00
CHIEF SCIENTIFIC OFFICER 3 X 350,000. 0. 0.
{17) JANA VON BEHN . 50.00
DIRECTOR OF RESEARCH X 169,583. 0. 0.
932007 01-20-20 Form 990 (2019)
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Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC k*_*k**7A39 Page8
| P a"t V"‘ Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) B) ©) (D) ) ®
Name and title Average o not c": gksgloo: N Reportable Reportable Estimated
hours per | pox, unless person is both an compensation compensation amount of
week officer and a director/trustes) from from related other
(istany | = the organizations compensation
hours for E . E organization (W-2/1099-MISC) from the
related £ % Z (W-2/1099-MISC}) organization
organizations| g g g £ and related
below ,'_;’ £l BE 5 organizations
line) = E2|E|5 28| 2
E | £ 2 |Es| o

1D SUBIOTAI ... 1,207,500. 0. 50,541.
¢ Total from continuation sheets to Part Vi, Section A 0. 0. 0.
d Total (add lines 1b and 1c) 1,207,500. 0. 50,541.

2  Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable

compensation from the organization P> 6

Yes | No

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

line 1a? If "Yes," complete Schedule J for such inQIVIQUAE | ... ...t 3 X
4  Forany 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 . .. 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services .

rendered to the organization? /f "Yes, " complete Schedule J for SUCH DErSON ............ccoeeeeizeereieeeniieeiiiiieneiiieeniiiiieieeens 5 X

_Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from

the organization. Report compensation for the calendar year ending with or within the organization’s tax year.
(A) (B) (C)
Name and business address NONE Description of services Compensation

| N _

2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization = 0 -
Form 990 (2019)
932008 01-20-20
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Form 990 (2019 RETT SYNDROME RESEARCH TRUST, INC ¥k _*k**74309 Page9
Part Vill | Statement of Revenue
Check if Schedule O contains a response or note to any lineinthis Part VIl .................oooooieiiiiiiiiiiiiiiiecice e D
(A) (B) ©

Total revenue

Related or exempt

function revenue

Unrelated
business revenue

(D)
Revenue excluded
from tax under
sections 512 - 514

%g] 1 a Federated campaigns . 1a
g 2| b Membershipdues .. ... ... 1b
.,;5 ¢ Fundraisingevents ... .. ... ic
-35::‘@ d Related organizations ... .. 1d
2‘% e Government grants (contributions) |1e
2 5 f All other contributions, gifts, grants, and
2L similar amounts not included above |16 | 8,348,103,
29 ibutons included n fnes 1a-11 | 8,000. |
51:3 g Noncash contributions included in lines 1a-f 1g $ !
OG| h Total. Addlines 1a-1f .ooooivioiioiiiiiiicin » 8,348,103,
Business Code 3
g | 2a LICENSING 900099 128,333, 128,333. B
£%
I
) e
o f All other program service revenue ... .
q Total. AJd iNes 2a2f _..........o.cooovevieiieniieniciiiieees | = 128,333.
3 Investment income {including dividends, interest, and
other similar amounts) B 36,443. 36,443.
4 Income from investment of tax-exempt bond proceeds I
5 ROYAIES ..o | =
| (i) Real (i) Personal
6a Grossrents ... }Ga
b Less: rental expenses . |6b |
¢ Rental income or (Joss) [6c
d Net rental inCOMe OF (0S8) ..o iesiceeaee |
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory |7a|330,4689.
b Less: cost or other basis
g [ and sales expenses 701328,235.
g ¢ Gainor{oss) . l7e| 2,234. )
< d Net gainor (I0S8) ... ..ot | 4 2,234. 2,234.
_E’ 8 a Gross income from fundraising events {(not '
o including $ of
contributions reported on line 1c). See |
PartiV,line 18 ... 8a
b Less: direct expenses 8b
¢ Net income or (ioss) from fundraising events |
9 a Gross income from gaming activities. See
PartIV,line 19 ... 9a |
b Less: direct expenses 9b
¢ Net income or {loss) from gaming activities .................. | -
10 a Gross sales of inventory, less returns
andallowances . ... 110a
b Less:costofgoodssold . ... ... . f10b
¢ Net income or (loss) from sales of inventory .................. |
g Business Code
§ § 11 2
So — —
I — = . |
S d Allotherrevenue . .. ...
_ e Total. Addlines 11a-11d ... ... ..ciiiieeiiiiiiiiiiiininn, . |
12 Total revenue. See instructions 8,515,113.] 164,776. 0. 2,234,
Form 990 (2019)
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Form 990 (2019
i

RETT SYNDROME RESEARCH TRUST, INC

*%_*%*T7439 page 10

Part IX | Statement of Functional Expenses

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

Check if Schedule O contains a response or note 1o any line in this Part IX

Do not include amaunts reparted on lines 65, Total e;ltxp))enses PrograSE)service Manage(%)ent and Fun IrZa)ising
7b, 8b, 8b, and 10b of Part VIl expenses general expenses expenses
1 Grants and other assistance to domestic organizations | )
and domestic governments. See Part 1V, line 21 8,530,142.] 8,530,142.
2 Grants and other assistance to domestic
individuals. See Part IV, line22 .. ...
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 . .
4 Benefits paid to or formembers ... .. ... Y.
5 Compensation of current officers, directors,
trustees, and key employees ... 561,250. 421,973. 59,830. 79,447.
6 Compensation not included above to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4858(c)3)(B) ........
7 Othersalariesand wages ... 790,652, 594,447. 84,285. 111,920.
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions)
9 Other employee benefits ... ... . 51,325. 38,589. 5,471. 7,265.
10 Payrolltaxes ... 89,906. 67,595. 9,584. 12,727.
11 Fees for services (nonemployees):
a Management ... .
b Legal | ... —
€ ACCOUNtING . ...oo\ooioeeeceeeecee e 784.| 784.
d LOBDYING ..ooooooooooooee ‘
e Professional fundraising services. See Part 1V, line 17
f Investment managementfees .. ...
g Other. (If line 11g amount exceeds 10% of line 25,
column (A) amount, list fine 11g expenses on Sch 0.) 51,751. 16,818. 34,933.
12 Adventising and promotion ...
13 OFfice @XPeNSES oo 8,817. 1,052. 7,567. 198.
14 Informationtechnology . . ... ... ...
15 Rovalties ... .
16 OCCUPANGY oo 5,070. 3,812. 540. 718.
17 Travel s _
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials ...
19 Conferences, conventions, and meetings .
20 Interest
21 Paymentstoaffiiates | ... |
22 Depreciation, deplstion, and amortization 1,061. 1,013, 5. 43,
23 INSUMANCE oo 5,915. 1,973. 1,971. 1,971.
24  Other expenses. ltemize expenses not covered
above (List miscellaneous expenses on line 24e. If
line 24e amount exceeds 10% of line 25, column (A)
amount, list ine 24e expenses on Schedule 0.)
a FUNDRAISING 371,936. 371,936.
b SCIENTIFIC MEETINGS AND 134,543. 134,543.
¢ MISCELLANEOQOUS 39,307. 34,627. 1,822, 2,858.
d PRINTING AND PUBLICATIO 6,294. 6,007. 30. 257.
e Allother expenses ~ 16,354. 12,936. 1,421. 1,987.
25  Total functional expenses. Add lines 1 through24e | 10,665,107, 9,865,527, 208,243. 591,337.
26 Joint costs. Complete this fine only if the organization
reported in column (B) joint costs fram a combined
gducational campaign and fundraising solicitation.
Check here P D if following SOP 68-2 (AiSC 958-720)
932010 01-20-20 Form 990 (2019)
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Form 990 (2019)

RETT SYNDROME RESEARCH TRUST,

INC

**_*%%7439 Page11

[Part X | Balance Sheet

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

(R) (B)
Beginning of year End of year
1 Cash- nomnterest-beaning . . o oo,  8,694,126.| 1 8,232,008,
2 Savings and temporary cash investments ... 2 1,100.
3 Pledges and grants receivable, net 2,623,507.. 3 | 1,567,147.
4 Accounts receivable, Net | e 4
5 Loans and other recsivables from any current or former officer, director,
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons ... 5
6 Loans and other receivables from other disqualified persons (as defined
under section 4958(f)(1)), and persons described in section 4958(c)(3)(B) ...... 6 B
& | 7 Notesandloans receivable, net ..., 7
§ | 8 Inventories for Sale O USE | _...........cccouuvermeemromresmirssossoronssssor o 8
< 9 Prepaid expenses and deferred charges 9
10a Land, buildings, and equipment: cost or other ‘
basis. Complete Part VI of Schedule D 10a | 6,440. :
b Less: accumuiated depreciation ... . [ 10 | 5,380. 2,122.] 10¢c 1,060.
11 Investments - publicly traded securities ... 1
12 Investments - other securities. See Part IV, line 11 12
13 Invesiments - program-related. See Part IV, line 11 | 138
14 Intangible @sSets ... s 14
15 Otherassets.See Part IV, line 11 ... 16
16  Total assets. Add fines 1 through 15 (must equal line 33) 11,319,755.] 16 9,801,315.
17  Accounts payable and accrued expenses 19,879.] 17| 31,908.
18 Grants payable ... 15,672,146. 8| 16,218,332.
19 Deferred reVENUS | .. .. ... ... ... .. e 19
20 Tax-exempt bond liabilities 20
21 Escrow or custodial account liability. Complete Part IV of Schedule D .. 21 -
] 22  Loans and other payables to any current or former officer, director, '
_‘_g trustee, key employee, creator or founder, substantial contributor, or 35%
E controlled entity or family member of any of these persons ... 22
= |23 Secured mortgages and notes payable to unrelated third parties ... 23
24 Unsecured notes and loans payable to unrelated third parties ... | 24
25  Other liabilities (including federal income tax, payables to related third :
parties, and other liabilities not included on lines 17-24). Complete Part X
Of Schedule D ... s 25
26 Total liabilities. Add lines 17 through 25 ..o, 15,692,025. 26 | 16,250,240.
w Organizations that follow FASB ASC 958, check here b x| . .
8 and complete lines 27, 28, 32, and 33. |
_t_% 27  Net assets without donor restrictions e -4 F 372 1 270 .| 27 -6 2 448 i 925 o
a 28 Net assets with donor restriCtionS i 28
E Organizations that do not follow FASB ASC 958, check here ) l:'
L and complete lines 29 through 33.
; 29  Capital stock or trust principal, or current funds . .............cccocoerieierennn. 29
ﬁ 30 Paid-in or capital surplus, or Jand, building, or equipment fund . ... 30
f, 31 Retained eamings, endowment, accumulated income, or otherfunds ... 31 | )
2 132 Total net assets or fund balances -4,372,270./ 32| -6,448,925.
33 Total liabilities and net assets/fund balances 11,319,755.] 33 | 9.801,315.

932011 01-20-20
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Form 990 (2019) RETT SYNDROME RESEARCH TRUST, INC *%_%**¥74309 pagei2
Part Xl | Reconciliation of Net Assets
x]

Check if Schedule O contains a response or note to anylineinthis Part Xl ............cocccvieeiiniiiiiiee i

8,515,113.
10,665,107.
-2,149,994.
-4,372,270.

Total revenue {must equal Part VIII, column (A), line 12)
Total expenses (must equal Part IX, column (A), fine 25)
Revenue less expenses. Subtract line 2 fromiine 1
Net assets or fund balances at beginning of year {must equal Part X, line 32, column (A))
Net unrealized gains {losses) on investments
Donated services and use of faclities ... ...
Investment expenses | . ... ...

Prior period QdJUSTIMENTS .. oo ettt ee et ekt et ek
Other changes in net assets or fund balances (explain on Schedule O)  ____...........coooiiiicireeens 73,339.
Net assets or fund balances at end of year. Combine lines 3 through 8 (must equal Part X, line 32,

©C O N R ON -

-
(=3

| GOMIMIN (B)) oo 10 -6,448,925.
Part: Xll| Financial Statements and Reporting =

Check if Schedule O contains a response or note to any line in this Part XII ...
Yes | No

1 Accounting method used to prepare the Form 990: |:| Cash E Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.

2a Were the organization's financial statements compiled or reviewed by an independent accountant? ...
If “Yes,” check a box below to indicate whether the financial statements for the year were compiled or reviewed on a

separate basis, consolidated basis, or both:
I:I Separate basis D Consolidated basis L__J Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accoumtant? i,
If "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis,

2| X

consolidated basis, or both:
Separate basis I:] Consolidated basis D Both consolidated and separate basis
If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? ...
If the organization changed either its oversight process or selection process during the tax year, explain on Schedule O.
As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit
ACt aNd OMB CITCUIAr ArTBB? oot ee ettt et ettt e e et e SR L R e
b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why on Schedule O and describe any steps taken toundergosuchaudits _..........oooooooeeeiiinininnniiiiiennees

2c | X

3a
3a X

3b |
Form 990 (2019)
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OMB No. 1545-0047

SCHEDULE A . . )
F orm 990 6+ G90-E2) Public Charity Status and Public Support 20 1 g
Complete if the organization is a section 501(c)(3) organization or a section
4947(a)(1) nonexempt charitable trust.
Department of the Treasury P> Attach to Form 990 or Form 990-EZ.
Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information.

Open to Public
., Inspection

Employer identification number

RETT SYNDROME RESEARCH TRUST, INC *k_*k*k*7439
];Par'tﬁ_l | Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 [:] A church, convention of churches, or association of churches described in section 170{b)(1)(A){i)-
2 I::l A school described in section 170{(b){1){A)(ii). (Attach Schedule E (Form 990 or 990-EZ).)
3 D A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)iii).
4 [:] A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the hospital's name,

Name of the organization

city, and state: ~
An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)(1}{A)(iv). (Complete Part I1.)

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

An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in

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

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

An agricuttural research organization described in section 170{b)(1){A){ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture {see instructions). Enter the name, city, and state of the college or

5

university:
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.

See section 509(a)(2). (Complete Part lil.)
An arganization organized and operated exclusively to test for public safety. See section 509(a){4).

0 00 HD O

10

1 [

12 D An organization organized and operated exciusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a Type I. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving

the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Sections A and B.

D Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

c D Type Il functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.

l:' Type lil non-functionally integrated. A supporting organization operated in connection with its supported organization(s)
that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.

e [:l Check this box if the organization received a written determination from the IRS that it is a Type |, Type I, Type lil
functionally integrated, or Type lIl non-functionally integrated supporting organization.
f Enter the number of supported OrganizationS | ... ... e \_
__g_Provide the following information about the supported organization(s).

d

T T T (i Zati V] 15 Tiié organizaion nsien T
(i) Name of supported (ii) EIN (iii) Ty;_ys of orgranlzatlon i yolur over%in Socument? {v) Amount of mone?ary | {vi) Amount of other
organization {described on lines 1-10 Y N support (see instructions) | support (see instructions)
_above (see instructionsi] | Y©S ad
S _— — — I _— _
Total | |
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 032021 ve-25-18  Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-E7) 2019 RETT SYNDROME RESEARCH TRUST, INC kk_*A*T439 Page2
|Partll| Support Schedule for Organizations Described in Sections 170(b){1)(A)(iv) and 170(b)(1)(A)(vi)

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

Section A. Public Support
Calendar year (or fiscal year beginning in) | (22015 | (b)2016 (€)2017 |  (d)2018 (€) 2019
1 Gifts, grants, contributions, and |
membership fees received. (Do not

include any "unusual grants.”) 5990613. 7849652.12518139. 9631117. 8340103.44329624.

(f) Total

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

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

4 Total Add lines 1 through3 1 5990613.| 7849652.[12518139.| 9631117 .| 8340103.44329624.

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

.................................... I —
6 Public support. Subtract line 5 from line 4. l 144329624.
Section B. Total Support ‘
Calendar year (or fiscal year beginning in) | (a) 2015 (b) 2016 (c) 2017 (d) 2018 (e) 2019 (f) Total
7 Amountsfromline4 ... 5990613. 7849652.12518139.| 9631117. 8340103.44329624.

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royatties, |
and income from similar sources 13,509.] 10,864. 11.583.] 23,178.] 36,443. 95,577.

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

10 Other income. Do not include gain [ .
or loss from the sale of capital '

assets (Explain in Part VL) |
11 Total support. Add lines 7 through 10 :5. 144425201.

12 Gross receipts from related activities, etc. (see instructions) .. ... 12 |
13 First five years. If the Form 980 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and StOp here  .................ccceecieo s | [:]
Section C. Computation of Public Support Percentage
14 Public support percentage for 2019 (line 6, column (f} divided by line 11, cofumn {f)) 14 | 99.78 %
15 | 99.82 %

15 Public support percentage from 2018 Schedule A, Part Il line 14 | ..
16a 33 1/3% support test - 2019. if the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and
»[X]

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

and stop here. The organization gualifies as a publicly supported OrQaNIZA O e e [ 28
17a 10% -facts-and-circumstances test - 2019. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part VI how the organization
|

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

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a. or 17b, check this box and see instructions
Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-E7) 2019 RETT SYNDROME RESEARCH TRUST, INC *E_***7439 Page3
Part 11l | Support Schedule for Organizations Described in Section 509(a)(2)
(Compilete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part II. If the organization fails to
qualify under the tests listed below, please complete Part 1.}
Section A. Public Support 3
Calendar year (or fiscal year beginning in) b (a) 2015 (b) 2016 (e) 2017 (d) 2018 (e) 2019 ] {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

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

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

iness under section 513 3

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

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

6 Total. Add lines 1 through5 . .. ..

7a Amounts included on lines 1, 2, and
3 received from disqualified persons

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

exceed the greater of $5,000 or 1% of the
amount on line 13 for theyear . .|

cAddlines7aand?7b ...

8 Public support. (Subtractline 7¢ from line 6.)
Section B. Total Support
|

Calendar year (or fiscal year beginning in) = | (a) 2015 l (b) 2016 (c) 2017 (d) 2018 (e) 2019

9 Amounts fromline6 . .. ... ...

10a Gross income from interest,
dividends, payments received on
securities loans, rents, royatties,
and income from similar sources

b Unrelated business taxable income
(less section 511 taxes) from businesses
acquired after June 30, 1975

cAdd lines10aand 10b .. ... .. ...
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carried on L
12 Other income. Do not inciude gain
or loss from the sale of capital
assets (Explain in Part V1)) --o-oooeeeee
13 Total support. (add lines 9, 10c, 11, and 12.) | )
14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,
p[ ]

b 1

(f) Total

check this DOX and S0P BEIE ..ottt eyt e
Section C. Computation of Public Support Percentage

15 Public support percentage for 2019 (line 8, column (f), divided by line 13, column (f)) | %

16 Public support percentage from 2018 Schedule A, Partlii. line 15 .......................ooooviviiieiiinineie %

Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2019 (line 10¢, column (f), divided by line 13, column (f)) .. %
%

18 Investment income percentage from 2018 Schedule A, Part I, line 17 ... ... )
19a 33 1/3% support tests - 2019. 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 ... .. .. .

b 33 1/3% support tests - 2018. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization . e D
20 Private foundation. If the oraanization did not check a box on line 14, 19a, or 19b. check this box and see instructions __._................... | = D

932023 08-25-18 Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-E7) 2019 RETT SYNDROME RESEARCH TRUST, INC

*k_kk*7439 Paged

Part V.| Supporting Organizations

(Complete only if you checked a box in line 12 on Part |. If you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12c of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Organizations -

3a

4a

5a

9a

10a

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

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

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

Did the organization confirm that each supported organization qualified under section 501(c)(4), {5), or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes, " describe in Part VI when and how the
organization made the determination.

Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? /f "Yes," explain in Part VI what controls the organization put in place to ensure such use.

Was any supported organization not organized in the United States ("foreign supported organization”)? /f
"Yes," and if you checked 12a or 12b in Part |, answer (b) and (c) below.

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

Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 508(a)(1) or (2)? If "Yes," explain in Part VI what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B}
purposes.

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

Type | or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document?

Substitutions only. Was the substitution the result of an event beyond the organization's control?

Did the organization provide support {(whether in the form of grants or the provision of services or facilities) to
anyone other than (i) its supported organizations, (i) individuals that are part of the charitable class

benefited by one or more of its supported organizations, or (iii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? If "Yes," provide detail in
Part VI.

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

Did the organization make a loanto a disqualified person (as defined in section 4958) not described in line 77
If "Yes," complete Part | of Schedule L (Form 990 or 990-E2).

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

Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? Jf "Yes, " provide detail in Part VI.

Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? /f "Yes, " provide detail in Part VI.
Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) {regarding certain Type |l supporting organizations, and all Type Ill non-functionally integrated
supporting organizations)? If "Yes, " answer 10b below.

Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.)

Yes | No

33,

3c_|

4b

5a

|_4c

5b

5¢

9b

9a | |

9¢

10a

10b

Schedule A {Form 980 or 990-EZ) 2019
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Schedule A (Form 990 or 990-£7) 2019 RETT SYNDROME RESEARCH TRUST, INC Kk _***TA39 pPages
[Part IV | Supporting Organizations (continued) ) -
Yes |

No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c}
below, the governing body of a supported organization? 11a L
b A family member of a person described in (a) above? 11b
¢ A 35% controlisd entity of a person described in (a) or (b) above?/f "Yes" to a, b, or ¢, provide detail in Part VL. 11c -
Section B. Type | Supporting Organizations

Yes | No

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

2 Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? /f "Yes, " explain in '
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization. - B

Section C. Type Il Supporting Organizations _ )

Yes | No

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

the supported organization(s).

Section D. All Type lll Supporting Organizations

Yes | No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the '
organization’s tax year, (i) a written notice describing the type and amount of support provided during the prior tax '
year, (i) 2 copy of the Form 990 that was most recently filed as of the date of notification, and (jii} copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?

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

3 By reason of the relationship described in (2), did the organization’s supported organizations have a
significant voice in the organization’s investment policies and in directing the use of the organization’s
income or assets at all times during the tax year? if "Yes, * describe in Part V1 the role the organization’s

supported organizations played in this regard. B |
Section E. Type HI Functionally Integrated Supporting Organizations -
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the yeafsee instructions).
a [:l The organization satisfied the Activities Test. Complete line 2 below.
b l:] The organization is the parent of each of its supported organizations. Complete line 3 below.

c [:] The organization supported a governmental entity. Describe in Part VI how you supported a govemment entity (see instructions). -
Yes | No

2  Activities Test. Answer (a) and (b) below.
Did substantially all of the organization's activities during the tax year directly further the exempt purposes of

the supported organization(s) to which the organization was responsive? if "Yes," then in Part VI identify

those supported organizations and explain how these activities directly furthered their exempt purposes,

how the organization was responsive to those supported organizations, and how the organization determined

that these activities constituted substantially all of jts activities. | _2a -
b Did the activities described in (a) constitute activities that, but for the organization’s involvement, one or more

of the organization’s supported organization(s) would have been engaged in? If "Yes, " explain in Part VI the

reasons for the organization's position that its supported organization(s) would have engaged in these

activities but for the organization's involvement. 2b

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part V1. 3a o
b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each '

of its supported organizations? If "Yes, " describe in Part VI the role played by the organization in this regard. 3b
Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-£2) 2019 RETT SYNDROME RESEARCH TRUST, INC X* _*¥**7430 Ppages
Part V| Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations
1 Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI). See instructions. All
other Type Ill non-functionally integrated supporting organizations must complete Sections A through E.

(B) Current Year

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

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3.

Depreciation and depletion

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

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

o e N (-

(IRl B E-N [ RN R EY

-]

~

(B) Current Year

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

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):
Average monthly value of securities 1a
Average monthly cash balances | 1b |
Fair market value of other non-exempt-use assets 1c ]
Total (add lines 1a, 1b, and 1c) 1d
Discount claimed for blockage or other
factors (explain in detail in Part VI):

2 Acquisition indebtedness applicable to non-exempt-use assets 2
Subtract line 2 from line 1d.

Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,

® o |0 |To D

(%)
©

»

see instructions).

Net value of non-exempt-use assets (subtract line 4 from line 3)
Multiply line 5 by .035. )

Recoveries of prior-year distributions

Minimum Asset Amount (add line 7 to line 6) |

0 [N | (O
0 [~ O | |

Section C - Distributable Amount Current Year

Adjusted net income for prior year (from Section A, line 8, Column A)
Enter 85% of line 1.

Minimum asset amount for prior year (from Section B, line 8, Column A)
Enter greater of line 2 or ling 3.

Income tax imposed in prior year

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

emergency temporary reduction (see instructions). 6
7 I:_‘ Check here if the current year is the organization’s first as a non-functionally integrated Type Il supporting organization (see

O b WN =

D BN |-

instructions).

Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-€7) 2019 RETT SYNDROME RESEARCH TRUST, INC ¥*¥_***7A39 Page7
[Part V| Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D - Distributions
1 Amounts paid to supported organizations to accomplish exempt purposes

2 Amounts paid to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets
Qualified set-aside amounts (prior IRS approval required)
Other distributions (describe in Part VI). See instructions.
Total annual distributions. Add lines 1 through 6. 3 -
Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.

9 Distributable amount for 2019 from Section C, line 6
10 Line 8 amount divided by line 8 amount

Current Year

(N (O |b (W

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

1 Distributable amount for 2019 from Section C, line 6
Underdistributions, if any, for years prior to 2019 (reason-
able cause required- explain in Part VI). See instructions.
Excess distributions carryover, if any, to 2019 N
From 2014

From 2015

From 2016

From 2017

From 2018

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2019 distributable amount

Carryover from 2014 not applied (see instructions)

j Remainder. Subtract lines 3g, 3h, and 3i from 3f.

4 Distributions for 2019 from Section D,

line 7: 3
a Applied to underdistributions of prior years:
b Applied to 2019 distributable amount
¢ Remainder. Subtract lines 4a and 4b from 4.

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

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

7 Excess distributions carryover to 2020. Add lines 3j

w

Lo oo oo

and 4c.
8 Breakdown of line 7: )
Excess from 2015
Excess from 2016
Excess from 2017
Excess from 2018
Excess from 2019

o o |0 (O|W
1

Schedule A (Form 990 or 990-EZ) 2019
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Schedule A (Form 990 or 990-E7) 2019 RETT SYNDROME RESEARCH TRUST, INC *k _kk*T4309 Pages

I‘Part VI | Supplemental Information. Provide the explanations required by Part Il, line 10; Part H, line 17a or 17b; Part 1], line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 92, 9b, 9¢, 11a, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,
Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.

(See instructions.)

932028 09-25-19 Schedule A (Form 990 or 990-EZ) 2019
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__OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements

(Form 990) p> Complete if the organization answered "Yes" on Form 980, 20 1 g
Part IV, line 8, 7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b.

Department of the Treasury ’ Attach to Form 990 ‘Open to Public

Intemal Revenue Service -Go to www.irs.gov/Form990 for instructions and the latest information. . Inspection .

Employer identification number
RETT SYNDROME RESEARCH TRUST, INC *H_*KXTL39
[Part I.| Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts Complete if the

organization answered "Yes” on Form 990, Part IV, line 6.
| (a) Donor advised funds (b) Funds and other accounts

Name of the organization

Total number at end of Year . ... [ . o
Aggregate value of contributions to (during year) o
Aggregate value of grants from {during year) ... ..
Aggregate value atend of year ... ... L
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization's exclusive legal COMITON?
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only

for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring

g b WN

I__—_| Yes l:‘ No

impermissible private DeNefit? ... {:] Yes D No
[Part Il | Conservation Easements. Compiste if the organization answered "Yes" on Form 990, Part IV, line 7. B

1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (for example, recreation or education) l:] Preservation of a historically important land area
Preservation of a certified historic structure

Protection of natural habitat

[:] Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

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

listed in the National REGISTEr . .l ..o
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax

year p>
4 Number of states where property subject to conservation easement is located -
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
E:] Yes [____] No

violations, and enforcement of the conservation easements it holds? ...
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year

> 000
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
>
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)}{(B)(i)
Yes [:} No

AN SECHON 17O AN BN oot eee et bR e e
9 In Part XiiI, describe how the organization reports conservation easements in its revenue and expense statement and

balance sheet, and include, if applicable, the text of the footnote to the organization’s financial statements that describes the

organization’s accounting for conservation easements.
Part lif | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yes" on Form 990, Part IV, line 8. -
1a If the organization elected, as permitted under FASB ASC 958, not to report in its revenue statement and balance sheet works
of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public
service, provide in Part X/l the text of the footnote to its financial statements that describes these items.
b If the organization elected, as permitted under FASB ASC 958, to report in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service,

provide the following amounts relating to these items:
(i) Revenue included on Form 990, Part VIIL, line T _ —

(i) Assetsincluded in Form 880, Part X ...
2  If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide

the following amounts required to be reported under FASB ASC 958 relating to these items:
a Revenue included on Form 990, Part VIl e T e

b Assets included in Form 990, Part X ...iiieieie i i e
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990.
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Schedute D (Form 990) 2019 RETT SYNDROME RESEARCH TRUST, INC ¥k _***7439 Page2
[Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets(continued)

3 Using the organization’s ‘acquisition, accession, and other records, check any of the following that make significant use of its
collection items (check all that apply):
a I:I Public exhibition d [:, Loan or exchange program

b I:l Scholarly research e D Other

c D Preservation for future generations
4 Provide a description of the organization's collections and expiain how they further the organization’s exempt purpose in Part XIll.

5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? ... ... D Yes D No

reported an amount on Form 990, Part X, line 21.
Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included

On FOrm 990, Part X7 et et e et n e
b If “Yes," explain the arrangement in Part Xii and complete the following table:

1a

c Beginning balance ... s
d Additions during the YBar | ..ot
e
f

Distributions during the Year . ... e

ENING DAIANGCE ... . it ee oo et ee e ea et en et en s !
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? .. . [:] Yes [:‘ No
b If "Yes," explain the arrangement in Part Xill. Check here if the explanation has been provided on Part XIll ...............

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

1a Beginning of yearbalance . ... ... ...
Contributions
Net investment earnings, gains, and losses
Grants or scholarships ...
Other expenditures for facilities
and programs ...
Administrative expenses ...
g Endofyearbalance . ...
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment J» %
b Permanent endowment %
¢ Term endowment Je %
The percentages on lines 2a, 2b, and 2¢ should equal 100% .
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization
by: Yes | No
(i) Unrelated organizations
(i) Related OFGANIZALIONS | . oo et ee ettt ettt e ettt a e et e ettt eanneae
b If "Yes" on line 3alii), are the related organizations listed as required on Schedule R? ...
Describe in Part Xill the intended uses of the organization’s endowment funds.
' Part VI [Land, Buildings, and Equipment.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

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

o o o0 T

-

3ali)
3alii)
3b

1a Land
b Buildings A ) -

| 6,440, 5,380. 1,060,
I |
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B). line 10¢.) ... ... .. ... ... | 1,060.
Schedule D (Form 990) 2019

932052 10-02-19
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Schedule D (Form 990) 2019 RETT SYNDROME RESEARCH TRUST, INC *k _**k%TA30 Ppaged

Part Vll| Investments - Other Securities.
Complete if the organization answered “Yes" on Form 990, Part IV, line 11b. See Form 290, Part X, line 12.
(a) Description of security or category (including name of security) {b) Book value {c) Method of valuation: Cost or end-of-year market vaiue

(1) Financial derivatives ...
(2) Closely held equity interests ...
(3) Other
(A)
(B)
(C)
(D)
(E)
(F)
(@)
(H)
Total. (Col. (b) must equal Form 990, Part X, col. (B) fine 12.) b

| Part VIll| Investments - Program Related.

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

(1)
(2)
(3)
(4)
(5)
(6)
(7)
(8)
()
Total. (Col. (b) must equal Form 990, Part X. col. (B) line 13.) b=
[Part IX| Other Assets.
Complete if the organization answered "Yes" on Form 990, Part 1V, line 11d. See Form 990, Part X, line 15.
(a) Description

{b) Book value

(1)
(2)
(3)
(4)
(5)
(6)
(7)
(8)
(9)
Total. (Column (b) must equal Form 990, Part X, €Ol (B) 1€ 15.) ......ooooveoviiieiisieeiieeiciiriieeneeeeiceiine i | -

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

(a) Description of liability

{b) Book value

(1) Federal income taxes

()

(3)

(4)

(5)

(6)

(7)

@8

(9
Total. (Column (b) must equal Form 990, Part X, col. (B) iN€ 25.) ... ..coooeieieiiiiiiiiiiiaiieiie e -
2. Liability for uncertain tax positions. In Part Xlil, provide the text of the footnote to the organization’s financial statements that reports the

organization’s liability for uncertain tax positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part Xill ... Bi_—l
Schedule D (Form 990) 2019

932053 10-02-19
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Schedule D (Form 990) 2019 RETT SYNDROME RESEARCH TRUST, INC ¥k _*%%7439 Paged
|Part XI .| Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

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

1 Total revenue, gains, and other support per audited financial statements . 1 [ 8,51 5,113.
2  Amounts included on line 1 but not on Form 990, Part Vill, line 12:

a Net unrealized gains (losses) on investments ... 2a

b Donated services and use of facilities ... ... 2b

c Recoveries of prioryear grants .. 2 |

d Other (Describe in Part XIIL) . e 2d

€ A NS 28 thOUGN 20 ... o ooo oo oo et | 2e 0.
3 Subtractline 2e from iNe 1 e 3 8,515,113.
4 Amounts included on Form 990, Part VI, line 12, but not on line 1:

a Investment expenses not included on Form 990, Pant Vill, line 76 . ... ... .. 4a

b Other (Describe in Part Xill) .. ... 4b

© AGGENES 4B ANAAD ..o\ oeeoeeoe oo oo oo oeeeeseee oo 4c 0.
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part I in 12.) ...oovceiveeiieiiieeieciieie, 5 8,515,113.

Part XIlI | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes" on Form 990, Part 1V, line 12a.

Bl 4 ]10,665,107.

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

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

b Prior year adjustments . ... s 2b

€ OFNBrIOSSES i e 2¢ .

d Other (Describe in Part XIL) e 2d i

€ A IINGS 28 TAIOUGN 2 ......__.ooooooeoeeoe oot 2e 0.
3 SUDLrACL e 26 fOMUNG 1 o oo 3 10,665,107,
4 Amounts included on Form 990, Part IX, line 25, but not on line 1: ‘

a Investment expenses not included on Form 990, Part Vlll, line7b . . .. 4a !

b Other(Describe in Part XIL) ... 4b

G AU NNES 43 ANAAD . eeeeeeeeeeeeeeeeeeseee s e 4c 0.
5 Total expenses. Add lines 8 and de. (This must equal Form 990, Part |, ine 18.)  ......ococoivivevicvcviseiisciiicciene 5 | 10,665,107.

" Part XIlI] Supplemental Information.
Provide the descriptions required for Part I, lines 3, 5, and 9; Part lll, lines 1a and 4; Part 1V, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X,

lines 2d and 4b; and Part X, lines 2d and 4b. Also complete this part to provide any additional information.

PART X, LINE 2:

THE ORGANIZATION HAS BEEN GRANTED TAX-EXEMPT STATUS BY THE INTERNAL

REVENUE SERVICE UNDER INTERNAL REVENUE CODE SECTION 501(C)(3).

ACCORDINGLY, NO PROVISION FOR FEDERAL OR STATE INCOME TAXES HAS BEEN

RECORDED IN THE ACCOMPANYING FINANCIAL STATEMENTS. MANAGEMENT OF THE

ORGANIZATION DOES NOT BELIEVE IT HAS ANY UNCERTAIN TAX POSITIONS. THE

ORGANIZATION'S TAX RETURNS REMAIN OPEN TO EXAMINATION BY REGULATORY

AUTHORITIES FROM DECEMBER 31, 2017.

932054 10-02-19 Schedule D (Form 990) 2019
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SCHEDULE F
(Form 990)

Department of the Treasury

Statement of Activities Outside the United States

}> Compiete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.

J= Attach to Form 990.

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

OMB No. 1545-0047

2019

Open 16 Public .
- Inspection ;.

internal Revenus Service

Name of the organization

RETT SYNDROME RESEARCH TRUST, INC

Employer identification number

| **_%%%7439

‘Part1 | General Information on Activities Outside the United States. Compiete if the organization answered "Yes" on

Form 990, Part IV, line 14b.

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

1

the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? [:l Yes E No
2 For grantmakers. Describe in Part V the organization’s procedures for monitoring the use of its grants and other assistance outside the

United States.
3 Activities per Region. (The following Part |, line 3 table can be duplicated if additional space is needed.)

{a) Region (b) Number of | (¢) Number of |(d) Activities conducted in the region (e) i activity listed in (d) (f) Total
g&%‘%%%%sd {by type)'(sucr'l as, fundraising, pro- is @ program service, exi;g:‘gggres
iggﬁ?rg'é?&gt gram services, |nvestr.nents, grrfmts to descr.lbe sp.;ecmc typ.e investments
in the region recipients located in the region) of service(s) in the region in the region

EUROPE (INCLUDING
ICELAND & GREENLAND)
- ALBANIA, ANDORRA, GRANTS TO RECIPIENTS
AUSTRIA, BELGIUM 0 0 LOCATED IN THE REGION 1,247,251,
3 a Subtotal . ... _ 0 0 = ~ 1,247 251,
b Total from continuation
sheetsto Part| . . 0 0 0.
¢ Totals (add lines 3a
and3b) ... 0 0 i 1 247 251,
Schedule F (Form 990) 2019

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990.
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Schedule F (Form990)2019 RETT SYNDROME RESEARCH TRUST, INC **_**%7439 Paged
| 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 to a Foreign
Corporation (see INStUCHoNS for FOM 926) |._...............ccoccoiiiieeeieeee ettt ettt

l:] Yes No

2 Did the organization have an interest in a foreign trust during the tax year? /f "Yes," the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Retum of Foreign
Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; don't file with Form 880) . . ... [:l Yes IX‘ No

3 Did the organization have an ownership interest in a foreign corporation during the tax year? /f "Yes,"
the organization may be required to fife Form 5471, Information Return of U.S. Persons With Respect to

Certain Foreign Corporations (see Instructions for Form 5471) ... .. [ Jves XINo
4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

qualified electing fund during the tax year? /f "Yes, " the organization may be required to file Form 8621,

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

[:I Yes [X] No

{se€ INSUruCtions fOr FOMN BE21) || ... . ...ttt e

5 Did the organization have an ownership interest in a foreign partnership during the tax year? /f “Yes,"
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for FOrm 8865) | ... [ Jves [XInNo

6 Did the organization have any operations in or related to any boycotting countries during the tax year? If
"Yes," the organization may be required to separately file Form 5713, International Boycott Report (see

Instructions for Form 5713; don't file with FOrm 990) e

l:! Yes m No

Schedule F (Form 990) 2019
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Schedule F (Form 990) 2019 RETT SYNDROME RESEARCH TRUST, INC *k _*%*7439  Pages

|PartV | Supplemental Information

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

PART I, LINE 2:
RSRT WORKS CLOSELY WITH THE UNIVERSITY OF EDINBURGH AND GLASGOW

UNIVERSITY AND MONITORS FUNDING AND PROGRESS OF THE RESEARCH IT PERFORMS.

832075 10-12-19 Schedutle F (Form 890) 2019
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SCHEDULE J Compensation Information OMB No 1545-0047

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest 20 19
Compensated Employees

P Complete if the organization answered "Yes" on Form 990, Part IV, line 23.

P> Attach to Form 990. . Open to Public

Department of the Treasury S PR
Internal Revenue Service B> Go to www.irs.gov/Form990 for instructions and the latest information. . Inspection . .
Name of the organization Employer identification number
RETT SYNDROME RESEARCH TRUST, INC ’ Xk _***7439
[Part] | Questions Regarding Compensation B o
Yes | No
1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990, R
Part VI, Section A, line 1a. Compiete Part Il to provide any relevant information regarding these items.
D First-class or charter travel [:l Housing allowance or residence for personal use
|:] Travel for companions D Payments for business use of personal residence
[:l Tax indemnification and gross-up payments [:' Health or social club dues or initiation fees
D Discretionary spending account I_—__l Personal services (such as maid, chauffeur, chef)
b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described above? If "No," complete Part llito explain ... 1b -
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEQ/Executive Director, regarding the items checked online 1a? ... ... ... 2 -
3 Indicate which, if any, of the following the organization used to establish the compensation of the organization’s
CEO/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEO/Executive Director, but explain in Part fil. [
l:] Compensation committee |:| Written employment contract
|:| Independent compensation consultant [:] Compensation survey or study
Form 990 of other organizations Approval by the board or compensation committee
4 During the year, did any person listed on Form 990, Part Vil, Section A, line 1a, with respect to the filing
organization or a related organization: .
a Receive a severance payment or change-of-control payment? e 4a X
b Participate in, or receive payment from, a supplemental nonqualified retirement plan? . ... . 4b X
¢ Participate in, or receive payment from, an equity-based compensation arrangement? ... | 4¢c ,,X,_
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part il o
Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
@ TR OTGANIZAUONT oo eoeeeoeeeeee oo e oo oo e e eee et es et e 5a X
b ANy related OFGANIZAHONT | .. .. o oo e ee o eses et 5b X
If "“Yes" on line 5a or 5b, describe in Part Ill.
6 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net eamings of:
a The organization? ... ... ... 6a X
b Any related organization? 6b X
If "Yes" on line 6a or 6b, describe in Part IIl.
7 For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed payments
not described on lines 5 and 67 If "Yes,  describe In Part 11l e 7 X
8 Were any amounts reported on Form 990, Part ViI, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(a)(3)? If "Yes," describe in Part Il ... 8 | X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in |
Requiations section 53.4958-6(C) 7 ... i i i it ety 9

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2019

232111 10-21-18
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OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 g
Form 990 or 990-EZ or to provide any additional information. ) )

Departmant of the Treasury P> Attach to Form 990 or 990-EZ. . Opento Publlc ]

internal Revenue Service P Go to www.irs.qov/Form990 for the latest information. . Jnspection. . -

Name of the organization Empioyer identification number

RETT SYNDROME RESEARCH TRUST, INC | **_*%*%7439

FORM 990, PART I, LINE 1, DESCRIPTION OF ORGANIZATION MISSION: o

AND RELATED MECP2 DISORDERS. —

FORM 990, PART III, LINE 4D, OTHER PROGRAM SERVICES:

THE ORGANIZATION PROVIDES FUNDING TO LEADING RESEARCH INSTITUTIONS

WORKING ON RETT SYNDROME AND RELATED MECP2 DISORDERS. RESEARCH IS AIMED

AT 1) RESTORING LEVELS OF MECP2 PROTEIN, 2) IDENTIFYING OBJECTIVE TOOLS

TO MEASURE RETT SYMPTOMS 3) ESTABLISH A CLINICAL TRIAL NETWORK 4)

IDENTIFY FUNCTION OF MECP2 PROTEIN.

THE ORGANIZATION SPONSORS SCIENTIFIC WORKSHOPS THAT BRING THE LEADING

RETT RESEARCHERS TOGETHER WITH ELITE SCIENTISTS IN SYNERGISTIC FIELDS

TO EXCHANGE DATA AND SET RESEARCH DIRECTION.

FORM 990, PART VI, SECTION B, LINE 11B:

LINE 11A EXPLANATION - A COPY OF FORM 990 IS GIVEN TO THE BOARD OF

DIRECTORS FOR REVIEW PRIOR TO ITS FILING.

FORM 990, PART VI, SECTION B, LINE 12C: o B

THE ORGANIZATION MAINTAINS A CONFLICT OF INTEREST POLICY THAT MUST BE

SIGNED BY THE TRUSTEES ON AN ANNUAL BASIS.

FORM 990, PART VI, SECTION B, LINE 15:

THE COMPENSATION OF THE EXECUTIVE DIRECTOR IS REVIEWED BY THE BOARD AND

COMPARED TO THE COMPENSATION OF EXECUTIVE DIRECTORS/PRESIDENTS OF o

ORGANIZATIONS OF SIMILAR SIZE.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.
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Schedule O (Form 990 or 990-EZ) (2019)

932211 08-06-19



Schedule O (Form 990 or 980-E7) (2019) Page 2

Name of the organization

RETT

Employer identification number

SYNDROME RESEARCH TRUST, INC kk_k*%7439

FORM 990, PART VI,

SECTION C, LINE 18: )

THE ORGANIZATION'S

GOVERNING DOCUMENTS, POLICIES AND FINANCIAL STATEMENTS

ARE AVAILABLE UPON

REQUEST AND VIA THEIR WEBSITE

FORM 950, PART VI,

SECTION C, LINE 19:

THE ORGANIZATION'S

GOVERNING DOCUMENTS, POLICIES AND FINANCIAL STATEMENTS

ARE AVAILABLE UPON

REQUEST AND VIA THEIR WEBSITE o

FORM 990, PART XI,

LINE 9, CHANGES IN NET ASSETS:

PRIOR PERIOD ADJUSMTENT

73,339.

FORM 990, PART XITI,

LINE 2C

NO CHANGE FROM PRIOR YEAR .

932212 09-06-19

Schedule O (Form 990 or 990-EZ) (2019)
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