m 990

Department of the Treasury

Return of Organization Exempt From Income Tax

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

OMB No. 1545-0047

2025

Open to Public

Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
A For the 2025 calendar year, or tax year beginning and ending
B Check if C Name of organization D Employer identification number
applicable:
oenge | FSHD SOCIETY
’c\‘ﬁgze Doing business as 52-1762747
e Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
Fra, | 75 NORTH MAIN STREET 1073 781-301-6060
;etrergm_ City or town, state or province, country, and ZIP or foreign postal code G Gross receipts $ 5, 858 ’ 691.
el RANDOLPH, MA 02368 H(a) Is this a group return
ﬁgr?“.ca- F Name and address of principal oficerMARK A. STONE for subordinates? |:|Yes No
pending SAME AS C ABOVE H(b) Are all subordinates included?:lYeS l:l No
I Tax-exempt status: ILI 501(c)(3) I_l 501(c) ( ) (insert no.) I_l 4947(a)(1) or I_l 527 If "No," attach a list. See instructions
J Website: WWW.FSHDSOCIETY.ORG H(c) Group exemption number

K Form of organization: [ X | Corporation [ ] Trust [ [ Association [ ] Other

| L Year of formation: 19 91| m State of legal domicile: DC

[Part I| Summary

o | 1 Briefly describe the organization’s mission or most significant activities: FIND TREATMENTSJAAND A CURE FOR
% FSHD WHILE EMPOWERING OUR FAMILIES.
g 2 Check this box I_l if the organization discontinued its operations or disposed of moré than 26% of its net assets.
3 | 3 Number of voting members of the governing body (Part VI, line1a) A ™= 3 16
g 4 Number of independent voting members of the governing body (Part VI, line 1b) oo/ . 4 16
$ | 5 Total number of individuals employed in calendar year 2025 (Part V, line2a) _ /~» . . . . 5 23
g 6 Total number of volunteers (estimate if necessary) ... .. AN 6 150
E 7 a Total unrelated business revenue from Part VIII, column (C), line 12 N Y 7a 0.
b Net unrelated business taxable income from Form 990-T, Part I, line 11/ N ..................................... 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIIl, line 1h) NN/ 4,438,901. 5,394,709.
g 9 Program service revenue (Part VIll, line2g) (Y . 302,974. 318,071.
é 10 Investment income (Part VIII, column (A), lines 3,4, and 7¢) ~ S . 122,391. 66,371.
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8c,9¢, M@cand 11e) . . . .. 78,305. 2,703.
12 Total revenue - add lines 8 through 11 (must equal Part\VIIl, column (A), line 12) ... 4,942,571. 5,781,854.
13 Grants and similar amounts paid (Part IX, column (A)lines 1-3) . 278,084. 497,280.
14 Benefits paid to or for members (Part IX,colymn (A), lined) 0. 0.
@ | 15 Salaries, other compensation, employeg bepefits (Part IX, column (A), lines 5-10) _ . 2,701,795. 3,033,956.
2 | 16a Professional fundraising fees (Part IX,colamn (A), line11¢) 0. 0.
§ b Total fundraising expenses (Part IX,"¢olumn (D), line 25) 709,637.
W 117 Other expenses (Part IX, colamnyANNines 11a-11d, 11f24e) . ... 2,495,397. 3,082,623,
18 Total expenses. Add line§%43:17 (must equal Part IX, column (A), line25) . . .. 5,475,276. 6,613,859,
19 Revenue less expenses. Subttact line 18 fromline 12 ... -532,705. -832,005.
‘6§ Beginning of Current Year End of Year
?}_E 20 Totalassets (Part X, line 16) 5,592,191. 5,533,752,
<5| 21 Totalliabilities (Part X, ne 26) 893,399. 1,415,624.
éé 22 Net assets or fund balances. Subtract line 21 fromline20 ..............................o.... 4,698,792, 4,118,128.

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 MARK A. STONE, CEO & PRESIDENT

Type or print name and fitle

Preparer's name Preparer's signaturg Date ceck [_[| PTIN
Paid SAM A. LAZZARA M Q r\(\ OAWAA— 4/30/2026 ge".empmyed P01342929
Preparer [Firm'sname RIVERO, GORDIMER & COMPANY, P.AlY Firm'sEIN 59-3040705
Use Only |Firm'saddress 201 N. FRANKLIN ST., SUITE 2200

TAMPA, FL 33602 Phoneno.(813) 875-7774

May the IRS discuss this return with the preparer shown above? See instructions

ILI Yes I_l No

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

532001 12-15-25

Form 990 (2025) Created 4/30/25



Form 990 (2025) FSHD SOCIETY 52-1762747 page?2
Part lll | Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any lineinthis Part Wl ...
1 Briefly describe the organization’s mission:

TO FIND TREATMENTS AND A CURE FOR FACIOSCAPULOHUMERAL MUSCULAR
DYSTROPHY (FSHD) WHILE EMPOWERING OUR FAMILIES.

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

prior FOorm 990 or O00-EZ |:|Yes No
If "Yes," describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? . |:|Yes No

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

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

4a (Code: ) (Expenses $ 2 7 3 6 8 7 O 9 7 e including grants of $ 4 9 7 7 2 8 O o ) (Revenue $ 3 1 8 7 O 7 1 o)
RESEARCH: THE SOCIETY SEEKS TO ACCELERATE RESEARCH TO EXPEDITE
TREATMENTS AND A CURE FOR FSHD MUSCULAR DYSTROPHY. WE BRING TOGETHER
PATIENTS, SCIENTISTS, AND INDUSTRY LEADERS TO DRIVE“RROGRESS FASTER.

THE FSHD SOCIETY DRIVES GLOBAL RESEARCH EFFORTS T@, ACCELERATE
BREAKTHROUGHS IN UNDERSTANDING, TREATING, AND ULTIMATELY CURING FSHD
THROUGH THE FOLLOWING:

THERAPEUTIC ACCELERATOR: BREAKING DOWN BARRZERS TO SUCCESSFUL CLINICAL
TRIALS AND TREATMENT APPROVALS.

CLINICAL TRIAL READINESS: INVESTING IN. RESEARCH NETWORKS AND
TRIAL-READY PATIENT COMMUNITIES. (CONTINUED ON SCHEDULE O)

4b  (Code: ) (Expenses $ 2 l 8 4 2 l O 7 5 e including grants ofi§ ) (Revenue $ )
THE SOCIETY EQUIPS INDIVIDUALS AND FAMILIES WITH KNOWLEDGE, SUPPORT,
AND A POWERFUL VOICE.

EDUCATION & RESOURCES: PROVIDING TRUSTED RESOURCES THROUGH INITIATIVES
LIKE BETTERLIFE FSHD, FSHD NAVIGATOR, EXPERT WEBINARS, AND REGIONAL
CONFERENCES.

SUPPORT NETWORKS: CONNECTING PEOPLE THROUGH OUR CHAPTER PROGRAM, THE
GATHERING PLACE, AND{ OTHER ONLINE COMMUNITIES.

ADVOCACY & POLTICY: ENGAGING WITH POLICYMAKERS, THE NIH, AND THE FDA TO
INFLUENCE LEGISLAION AND FUNDING.

4c (Code: ) (Expenses $ including grants of $ ) (Revenue $ )

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

(Expenses $ including grants of $ ) (Revenue $ )
4e Total program service expenses 5, 210 ’ 172.
Form 990 (2025)
532002 12-15-25 SEE SCHEDULE O FOR CONTINUATION(S)
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Form 990 (2025) FSHD SOCIETY 52-1762747 page3

[ 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)?
If "Yes," complete Schedule A 1 | X
2 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 Scheadule C, Part! 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 4 X
5 Is 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 Rev. Proc. 98-19? If "Yes," complete Schedule C, Parttf 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? If "Yes," complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Parti 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
Schedule D, Partill 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability; serve as d,custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt ne n services?
If "Yes," complete Scheaule D, Partv 9 X
10 Did the organization, directly or through a related organization, hold assets in donor-restrict
or in quasi-endowments? If "Yes," complete Schedule D, Partv (o mw~ 10 X
11 If the organization’s answer to any of the following questions is "Yes," then complete Sch
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part
Part VI Q. 11a X
b Did the organization report an amount for investments - other securities in
assets reported in Part X, line 16? If "Yes," complete Schedule D, Part Vi % ____________________________________________________________________ 11b X
¢ Did the organization report an amount for investments - program re Qar’c X, line 13, that is 5% or more of its total
11c X
d
11d X
e 11e | X
f Did the organization’s separate or consolidated financialstatements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax ppsiti@mder FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X 11f X
12a Did the organization obtain separate, ind n& dited financial statements for the tax year? If "Yes," complete
Schedule D, Parts Xl and XIl Ny 12a X
b Was the organization included in cond, independent audited financial statements for the tax year?
If "Yes," and if the organization %‘ 0" to line 12a, then completing Schedule D, Parts Xl and Xll is optional 12b | X
13 Is the organization a school edn section 170(b)(1)(A)(ii)? If "Yes," complete Schedulee 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, 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, Partsland IV 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 Scheaule F, Parts llandtv 15 | X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? If "Yes," complete Schedule F, Parts il andiv...... 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 I.See instructions 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIII, lines
1c and 8a? If "Yes," complete Scheadule G, Part!l 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? If "Yes,"
complete Schedule G, Part lll 19 X
20a Did the organization operate one or more hospital facilities? If "Yes," complete ScheduleH 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return? 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule I, Parts land Il ... 21 | X
532003 12-15-25 Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 page4
[ 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
Part IX, column (A), line 2? If "Yes," complete Scheaule I, Partsland -~ 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
ScheduleJ 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

Schedule K. If "No," go to line25a 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

ANY LA EXEIMDt DONAS Y 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the 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? If "Yes{' complete
Schedule L, Part | e 25b X

26 Did the organization report any amount on Part X, line 5 or 22, for receivables from or payables to afAy, cufrent
or former officer, director, trustee, key employee, creator or founder, substantial contributoror 35%

controlled entity or family member of any of these persons? If "Yes," complete Schedule li, Part I 26 X

27 Did the organization provide a grant or other assistance to any current or former officer, diregtor] trustee, key employee,
creator or founder, substantial contributor or employee thereof, a grant selection comfittee member, or to a 35% controlled
entity (including an employee thereof) or family member of any of these persons? Ifl " Yesg' complete Schedule L, Part Il 27 X

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

a A current or former officer, director, trustee, key employee, creator or foundet,.or substantial contributor? /f
"Yes," complete Schedule L, Partlv NN 28a X

b A family member of any individual described in line 28a? If "Yes," €Omplete Scheadule L, PartlV 28b X

¢ A 35% controlled entity of one or more individuals and/or @rgahizatiehs described in line 28a or 28b?/f
"Yes," complete Schedule L, Part IV o NN 28c X

29 Did the organization receive more than $25,000 in néncashicontributions? If "Yes," complete Schedule M 2 | X
30 Did the organization receive contributions of art, historicaltreasures, or other similar assets, or qualified conservation

contributions? If "Yes," complete Schedule I 30 X

31 Did the organization liquidate, terminate, dgdi§solVe’and cease operations? If "Yes," complete Schedule N, Part| 31 X
32 Did the organization sell, exchange, dispose 6f, or transfer more than 25% of its net assets?/f "Yes," complete

Schedule N, Part Il 32 X
33 Did the organization own 100%.ef ag entity disregarded as separate from the organization under Regulations

sections 301.7701-2 and 301.%Z01-37If "Yes," complete Schedule R, Part | 33| X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part Il, Ill, or IV, and

Part V, e 1 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 transaction with a controlled entity

within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V, line2 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, line2 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 X
38 Did the organization complete Schedule O and provide explanations on Schedule O for Part VI, lines 11b and 19?

Note: All Form 990 filers are required to complete SChedUIE O ... ieeeeeeeeeeeenee 38 | X

Part V| Statements Regarding Other IRS Filings and Tax Compliance

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

Yes | No
1a Enter the number reported in box 3 of Form 1096. Enter -0- if not applicable 1a 27
b Enter the number of Forms W-2G included on line 1a. Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) WINNINGS 10 PriZE€ WINNEIS? e 1c | X
532004 12-15-25 Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 page5
[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 23
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? 2 | X
8a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation on ScheduleO 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
See instructions for filing requirements for FINnCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? . 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
c If "Yes" to line 5a or 5b, did the organization file Form 8886-T? 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 include with every solicitation an express statement that such contributions or gifts
were not tax deductible? A 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 sétyices pr@vided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided2. £ N N 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property fof which,itWas required
10 file FOMM 82827 ... s, 7c X
d If "Yes," indicate the number of Forms 8282 filed during theyear ... (9 .. | 7d |
e Did the organization receive any funds, directly or indirectly, to pay premiums on apersefal benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a pégsopral benefit contract? 7f X
g [f the organization received a contribution of qualified intellectual property, did the/organization file Form 8899 as required? . | 79 N/A
h If the organization received a contribution of cars, boats, airplanes, or otheg vehicles, did the organization file a Form 1098-C? | 7h N/R

8 Sponsoring organizations maintaining donor advised funds. Did adornoy'advised fund maintained by the
sponsoring organization have excess business holdings at any time'dufing the year? N /A 8
9 Sponsoring organizations maintaining donor advised funds.

a Did the sponsoring organization make any taxable distgibutiogs wader section 4966? . N/A 9a
b Did the sponsoring organization make a distribution4g a dopor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter:
a |Initiation fees and capital contributions included 6n Rart Vill, line12 N/ A 10a
b Gross receipts, included on Form 990, Paft, VIl line*1 2, for public use of club facilities 10b
11 Section 501(c)(12) organizations. Enter;
a Gross income from members or sharehoigers .. N/A 11a
b Gross income from other sourcgs, Bo nNet 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 1041? 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year ...... N/A . | 12b |
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more than one state? .. N /A 13a
Note: See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans 13b
¢ Enter the amount of reservesonhand 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? . 14a X
b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation 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 the instructions and file Form 4720, Schedule N.

16 |s the organization an educational institution subject to the section 4968 excise tax on net investment income? 16 X
If "Yes," complete Form 4720, Schedule O.
17 Section 501(c)(21) organizations. Did the trust, or any disqualified or other person engage in any activities

that would result in the imposition of an excise tax under section 4951, 4952 or 4953? . N /A 17
If "Yes," complete Form 6069.
532005 12-15-25 Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 page6
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 or note to any line inthis Part VI ...
Section A. Governing Body and Management

Yes | No

1a Enter the number of voting members of the governing body at the end of thetaxyear . . 1a 16
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 ... ... ... 1b 16

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

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?
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed?
Did the organization become aware during the year of a significant diversion of the organization’s assets?
6 Did the organization have members or stockholders?
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or

more members of the governing body ? A 7a

b Are any governance decisions of the organization reserved to (or subject to approval by) members, stockhelders, or
persons other than the governing body? 7b

a

oo |bs|w

LT o B e e B o I

8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by the following:

a The governing body? ga | X

b Each committee with authority to act on behalf of the governing body? sb | X

9 s there any officer, director, trustee, or key employee listed in Part VII, Section A, whg*8annot be reached at the
organization’s mailing address? If "Yes, " provide the names and addresses on SchedulesO 9 X

Section B. Policies (This Section B requests information about policies not requifed 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 gavetring the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the ofganization’s exempt purposes? . 10b
11a Has the organization provided a complete copy of this Fogm 990 tovall members of its governing body before filing the form? | 11a
b Describe on Schedule O the process, if any, used by the,organization to review this Form 990.

12a Did the organization have a written conflict of interestpolicy? /f "No," go to line 13 12a

b Were officers, directors, or trustees, and key employees requiréd te disclose annually interests that could give rise to conflicts? 12b
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
on Schedule O how thiswasdone A A 12c
13 Did the organization have a written WRIStleDIOWEr POICY 2 13
14  Did the organization have a written doctiment retention and destruction policy? 14
15 Did the process for determiningscompensation of the following persons include a review and approval by independent
persons, comparability data,’ahd contémporaneous substantiation of the deliberation and decision?
a The organization’s CEO, ExecutivéDirector, or top management official 15a

15b

bl b b T Eal ko I kg

bl lbad

b Other officers or key employees of the organization
If "Yes" to line 15a or 15b, describe the process on Schedule O. See instructions.
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the Year? 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 t0 SUCh arrangemMENTS? e ieenee 16b
Section C. Disclosure
17  List the states with which a copy of this Form 990 is required to be filed NONE
18 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.
Own website Another’s website Upon request |:| Other (explain on Schedule O)
19 Describe on Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statements available to the public during the tax year.
20 State the name, address, and telephone number of the person who possesses the organization’s books and records

THE ORGANIZATION - 781-301-6060
75 NORTH MAIN STREET 1073, RANDOLPH, MA 02368
532006 12-15-25 Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 page?
Part VIlI| 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

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax year.
® | ist all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® | ist all of the organization’s current key employees, if any. See the instructions for definition of "key employee."
® | ist the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee)
who received reportable compensation (box 5 of Form W-2, box 6 of Form 1099-MISC, and/or box 1 of Form 1099-NEC) 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 the instructions for the order in which to list the persons above.

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

(A) (B) © (D) (E) (F)
Name and title Average | 4o not df;gfﬁ'oorgth an one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(list any g the organizations compensation
hours for | = . s organizatjon (W-2/1099-MISC/ from the
related é § . % (W-2/1099-MISG/ 1099-NEC) organization
organizations| £ | 5 2 (g 1099-NEC) and related
below N 5 5 §§>’ 5 organizations
line) |E|Z |5 |5 |58 S
(1) MARK STONE 40.00
CEO & PRESIDENT X 240,615. 0.] 36,383.
(2) AGNES M, MESTRICH 40.00
CHIEF FINANCIAL OFFICER X 178,435. 0.] 28,958.
(3) KENNETH KAHTAVA 40.00
CHIEF OPERATING OFFICER X 139,336. 0.] 23,139.
(4) ELIZABETH JOHNSTON 40.00
CHIEF COMMUNITY ENGAGEMENT OFFICER X 153,537. 0. 7,956.
(5) AMANDA HILL 40,00
SENIOR DIRECTOR OF RESEARCH AND CARE X 132,447. 0.] 25,979.
(6) ANNA GILMORE 4000
CHIEF PROGRAMS OFFICER X 116,883. 0.] 34,490.
(7) AMANDA RICKARD 40.00
MANAGING DIRECTOR X 108,097. 0. 3,061.
(8) JAMES A, CHIN SR, 10.00
BOARD CHAIR X X 0. 0. 0.
(9) AMY BEKIER 10.00
VICE CHAIR X X 0. 0. 0.
(10) GEORGE POLLOCK JR. 10.00
TREASURER X X 0. 0. 0.
(11) WILLIAM SARRAILLE 10.00
SECRETARY X X 0. 0. 0.
(12) JACK GERBLICK 1.00
BOARD MEMBER X 0. 0. 0.
(13) MEL HAYES 1.00
BOARD MEMBER X 0. 0. 0.
(14) BOB HUMPHREYS JR 1.00
BOARD MEMBER X 0. 0. 0.
(15) FRANK KOLAKOWSKI 1.00
BOARD MEMBER X 0. 0. 0.
(16) STEWART LAI 1.00
BOARD MEMBER X 0. 0. 0.
(17) BILL LEWIS III 1.00
BOARD MEMBER X 0. 0. 0.
532007 12-15-25 Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 Page8
IPart Vil I Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (B) (€ (D) (E) (F)
Name and title Average (do not crf;gfiﬂggth an one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustee) from from related other
(istany |5 the organizations compensation
hours for | 5 = organization (W-2/1099-MISC/ from the
related | g | £ Z (W-2/1099-MISC/ 1099-NEC) organization
organizations| £ = g g 1099-NEC) and related
below Sl s organizations
(18) CHRIS MANCILL 1.00
BOARD MEMBER X 0. 0. 0.
(19) BRUCE RYSKAMP 1.00
BOARD MEMBER X 0. 0. 0.
(20) JASON SHI 1.00
BOARD MEMBER X 0. 0. 0.
(21) NEIL SOLOMON 1.00
BOARD MEMBER X 0. 0. 0.
(22) LINDA LAURELLO 1.00
BOARD MEMBER X 0. 0. 0.
(23) HOWARD CHABNER 1.00
BOARD MEMBER X 0. 0. 0.
ib Subtotal RN 1,069,350. 0. 159,966.
c Total from continuation sheets to Part VIl, Section A 0. 0. 0.
d Total (addlines tband 1¢) ... g (o o 1,069,350. 0.] 159,966.
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 7
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 forsuchin@ividual 3 X
4  For any individual listed on line 1a, is the sumief reportable compensation and other compensation from the organization
and related organizations greater than $350,000? If "Yes, " complete Schedule J for such individual . . . 4 | X
5 Did any person listed on line 1adgceive'ar accrue compensation from any unrelated organization or individual for services
rendered to the organization?,"Yes, “Complete Schedule J for SUCh PErSON ... 5 X
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. Report compensation for the calendar year ending with or within the organization’s tax year.
(A) (B) (€
Name and business address NONE Description of services Compensation
2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization 0
Form 990 (2025)
532008 12-15-25
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Form 990 (2025)

FSHD SOCIETY

52-1762747

Page 9

Part VIIl [ Statement of Revenue

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

(A)
Total revenue

Related or exempt
function revenue

Unrelated
business revenue

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

*2 *2 1 a Federated campaigns . . 1a
g 3 b Membershipdues 1b
z,‘f,: ¢ Fundraisingevents . 1c| 1,048,948.
EE d Related organizations .. 1d
g‘% e Government grants (contributions) |1e
2 f All other contributions, gifts, grants, and
3s similar amounts not included above  [1¢ | 4,345,761.
g% g Noncash contributions included in lines 1a-1f | 1g $ 9 5 5 l 0 0 0 i
OG| h Total.Addlines1a-1f ... ... 5,394,709.
Business Code
¢ | 2a DATA SAMPLE ACCESS 900099 231,807.] 231,807.
?,o b PROGRAM REGISTRATIONS 900099 86,264. 86,264.
nZ| ¢
| .
a f All other program service revenue
g Total. Add lines 2a-2f . .. ... 318,071.]( &~
3 Investment income (including dividends, interest, and
other similar amounts) 66,37}k 66,371.
4 Income from investment of tax-exempt bond proceeds
5 Royalties ... .
(i) Real (ii) Personal V
6 a Grossrents 6a %
b Less: rental expenses = |6b Q
¢ Rental income or (loss) 6¢C \\'
d Netrentalincomeor (10SS)...........................ooo g s
7 a Gross amount from sales of (i) Securities (ii) Othe,
assets other than inventory |7a
b Less: cost or other basis
g and sales expenses 7b
% ¢ Gainor(oss) 7c
o d Netgainor(loss) ... oo
_E’ 8 a Gross income from fundraising events¥pot
o including $ 1,048,948. of
contributions reportedoh)line 1C). See
PartIV,line18 N 8a| 76,837.
b Less:direct expenses ... sb| 76,837.
¢ Net income or (loss) from fundraising events  .................... 0.
9 a Gross income from gaming activities. See
Part IV, line19 . 9a
b Less:direct expenses ... 9b
¢ Net income or (loss) from gaming activities  .......................
10 a Gross sales of inventory, less returns
and allowances 10a|
b Less:costofgoodssold ... ... 10b|
c Net income or (loss) from sales of inventory .......................
" Business Code
8g[11a OTHER INCOME 900099 2,703. 2,703,
55|
88l ¢
é d Allotherrevenue . . ...
e Total. Add lines 11a-11d ... 2,703.
12 Total revenue. See instructions ... 5,781,854.] 320,774. 0.] 66,371.
532009 12-15-25 Form 990 (2025)
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Form 990 (2025)

FSHD SOCIETY

52-1762747 page10

[ Part IX | Statement of Functional Expenses

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

Check if Schedule O contains a response or note to any line inthis Part IX ... ... (X
Do not include amounts reported on lines 6b, Total e(Qr))enses Prograg?)service Management and Func(ilraa)ising
7b, 8b, 9b, and 10b of Part VIII. expenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part 1V, line 21 232,071. 232,071.
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 16 265,209. 265,2009.
4 Benefits paid to or for members .
5 Compensation of current officers, directors,
trustees, and key employees . ... 419,049. 288,155, 67,251. 63,643.
6 Compensation not included above to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Othersalariesandwages 1,997,437. 1,373,515. 320,560. 303,362.
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions) 79,990. 55,004. 12,837. 12,149.
9 Other employee benefits . 341,021. 234,499. 54,729. 51,793.
10 Payrolltaxes 196,459. 135,093. 31,529. 29,837.
11 Fees for services (nonemployees):
a Management
b Legal 76,697. N2,957. 3,740.
c Accounting . 43,896. 43,896.
d Lobbying .
e Professional fundraising services. See Part IV, line 17 b)
f Investment managementfees . . . . ...
g Other. (If line 11g amount exceeds 10% of line 25,
column (A), amount, list line 11g expenseson Sch0.)| 1 ,081,960.[ 1,070,953, 11,007.
12 Advertising and promotion ..
13 Officeexpenses 114,005. 66,824. 28,448. 18,733.
14 Information technology =~ o 375,144- 292,849. 41,958. 40,337.
15 Royalties NS
16 Occupancy . e e N
17 Travel Ny 427,285. 375,395. 10,670. 41,220.
18 Payments of travel or entertainmagntiexpenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 282,162. 281,662. 500.
20 Interest
21 Payments to affiliates .. .. ...
22 Depreciation, depletion, and amortization 230,720. 230,720.
23 Insurance 12,926. 2,408. 10,518.
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 line 24e expenses on Schedule 0.)
a BANK SERVICE CHARGES 130,127. 39,857. 19,141. 71,129.
b PUBLIC AWARENESS 110,703. 109,853. 850.
¢ PRINTING 107,820. 79,481. 159. 28,180.
d DONOR SOFTWARE AND DONO 47,863. 47,863.
e All other expenses 41,315. 3,667. 37,607. 41.
25  Total functional expenses. Add lines 1 through 24e 6,613,859.] 5,210,172. 694,050. 709,637.
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check here |:| if following SOP 98-2 (ASC 958-720)
532010 12-15-25 Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 page it
[ Part X [ Balance Sheet
Check if Schedule O contains a response or note to any line inthis Part X ... [ ]
(A) (B)
Beginning of year End of year
1 Cash-non-interest-bearing 15,976.] 1 5,460.
2  Savings and temporary cash investments 1,080,178.] 2 128,996.
3 Pledges and grants receivable, net 84 ’ 086. 3
4  Accounts receivable, net 175,000.] 4 75,000.
5 Loans and other receivables from any current or former officer, director,
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons ... ... 5
6 Loans and other receivables from other disqualified persons (as defined
under section 4958(f)(1)), and persons described in section 4958(c)(3)(B) .. 6
i) 7 Notes and loans receivable, net 7
§ 8 Inventories for sale or use 8
< 9 Prepaid expenses and deferred charges 337 ’ 028.] o 216 ’ 430.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of Schedule D A
b Less: accumulated depreciation 10c
11 Investments - publicly traded securities 2,326 091 . 11 2,048,373.
12  Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, line 11 . +50,000.] 13 150,000.
14 Intangible assets . 1,/433,832.| 14 2,909,493.
15 Other assets. See Part IV, line 11 15
16  Total assets. Add lines 1 through 15 (must equal line 33) .......................&l. 5,592,191.] 6 5,533,752.
17  Accounts payable and accrued expenses 343,126.( 17 778,225.
18  Grants payable S 407,660.[ 18 402, 355.
19 Deferredrevenue .y 19
20 Tax-exempt bond liabilites N Wl 20
21 Escrow or custodial account liability. Complete Part IV of S¢ghedule D 21
b 22 Loans and other payables to any current or former qfficet, dife€tor,
= trustee, key employee, creator or founder, substaatial"eontributor, or 35%
§ controlled entity or family member of any of thése persons 22
= |23 Secured mortgages and notes payable to unrelated third parties . . . 23
24 Unsecured notes and loans payable tg unrélated third parties 24 50 ’ 000.
25 Other liabilities (including federal incemeétax®payables to related third
parties, and other liabilities not jncludedon’lines 17-24). Complete Part X
ofSchedueD NN 142,613.| 25 185,044.
26 Total liabilities. Add lines<l.74hrough 25 893,399.] 26 1,415,624.
® Organizations that follow FASB ASC 958, check here [X]
] and complete lines 27, 28,182, and 33.
é 27 Net assets without donor restrictions 4,583,881.| 27 3,934,966.
g 28 Net assets with donor restrictions 114 ’ 911.| o8 183 ’ 162.
5 Organizations that do not follow FASB ASC 958, check here |:|
"'; and complete lines 29 through 33.
; 29 Capital stock or trust principal, or current funds ... 29
§ 30 Paid-in or capital surplus, or land, building, or equipment fund . 30
5 31 Retained earnings, endowment, accumulated income, or other funds . 31
§ 32 Total net assets or fund balances 4,698,792.] 32 4,118,128.
33 Total liabilities and net assets/fund balances ... 5,592,191.| 33 5,533,752.
Form 990 (2025)
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Form 990 (2025) FSHD SOCIETY 52-1762747 pagei2
Part XI | Reconciliation of Net Assets

Check if Schedule O contains a response or note to any line inthis Part XI ... ... |:|
1 Total revenue (must equal Part VIII, column (A), line 12) 1 5,781,854.
2 Total expenses (must equal Part IX, column (A), line 25) 2 6,613,859.
3 Revenue less expenses. Subtract line 2 from line 1 . 3 -832 ’ 005.
4 Net assets or fund balances at beginning of year (must equal Part X, line 32, coumn (A) .. . 4 4,698,792.
5 Net unrealized gains (losses) on investments 5 251 ’ 341.
6 Donated services and use of faCilities 6
T INVESIMENt OX PN S ES 7
8 Prior period adjustments 8
9 Other changes in net assets or fund balances (explain on Schedule®) 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 32,
COIUMIN (B)) oo 10 41118,1280
Part XIllIf 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 Accrual |:| Other
If the organization changed its method of accounting from a prior year or checked "Other," explain on_Schegule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a X

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

b Were the organization’s financial statements audited by an independent accountant?~® . 2 | X
If "Yes," check a box below to indicate whether the financial statements for the yedar weré audited on a separate basis,
consolidated basis, or both:
|:| Separate basis Consolidated basis |:| Both consolidatedhand separate basis

c If "Yes" to line 2a or 2b, does the organization have a committee that assmgmes/responsibility for oversight of the audit,

review, or compilation of its financial statements and selection of an‘ipdependent accountant? 2c X

If the organization changed either its oversight process or selectign’progess during the tax year, explain on Schedule O.
3a As aresult of a federal award, was the organization required tg'undefgo an audit or audits as set forth in the

Uniform Guidance, 2 C.F.R. Part 200, Subpart F? /N 7 3a X
b If "Yes," did the organization undergo the required a@dit or‘audits? If the organization did not undergo the required audit
or audits, explain why on Schedule O and describe any'steps taken to undergo such audits ... 3b
Form 990 (2025)
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SCHEDULE A OMB No. 1545-0047

(Form 990) Public Charity Status and Public Support W
Complete if the organization is a section 501(c)(3) organization or a section
4947(a)(1) nonexempt charitable trust.
Department of the Treasury Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
FSHD SOCIETY 52-1762747

I Part | I Reason for Public Charity Status. (Al organizations must complete this part.) See instructions.

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

1

A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i).

|:| A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990).)

2
3 []
4

]

000 ®0 0

10

11 ]
]

12

A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii)-

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

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 Il.)

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 I1.)

An agricultural research organization described in section 170(b)(1)(A)(ix) operated in conjunction Withea land-grant college

or university or a non-land-grant college of agriculture (see instructions). Enter the names.city/, and State of the college or

university:

An organization that normally receives (1) more than 33 1/3% of its support from contfibutions, membership fees, and gross receipts from
activities related to its exempt functions, subject to certain exceptions; and (2) n6¥more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businésses acquired by the organization after June 30, 1975.
See section 509(a)(2). (Complete Part lll.)

An organization organized and operated exclusively to test for public safetymSee section 509(a)(4).

An organization organized and operated exclusively for the benefit,ofgtoperform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a){).or section 509(a)(2). See section 509(a)(3). Check the box on

lines 12a through 12d that describes the type of supporting 6rganization and complete lines 12e, 12f, and 12g.

a |:| Type l. A supporting organization operated, supervised, or €ehtrolled by its supported organization(s), typically by giving

the supported organization(s) the power to regulagly ‘Appeint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part IV, Ségtions /A and B.

b |:| Type ll. A supporting organization supervised orgontrolled in connection with its supported organization(s), by having

control or management of the suppogting/organization vested in the same persons that control or manage the supported
organization(s). You must complete Part I¥§Sections A and C.

c |:| Type lll functionally integrated. A,supporting organization operated in connection with, and functionally integrated with,

its supported organization(s) (se€iinstructions). You must complete Part IV, Sections A, D, and E.

d |:| Type lll non-functionallyintegrated. A supporting organization operated in connection with its supported organization(s)

that is not functionally iategrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructiops). You must complete Part IV, Sections A and D, and Part V.

e |:| Check this box if the organization received a written determination from the IRS that it is a Type I, Type Il, Type llI

functionally integrated, or Type Il non-functionally integrated supporting organization.

f Enter the number of supported OrganizatioNs | |
g Provide the following information about the supported organization(s).
(i) Name of supported (i) EIN (iii) Type of organization | (iv)Isthe organizationlisted | (v) Amount of monetary (vi) Amount of other
organization (described on lines 1-10 I your govening document? support (see instructions) |support (see instructions)
above (see instructions)) Yes No

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 532021 12-10-25 Schedule A (Form 990) 2025 Created 4/11/25



Schedule A (Form 990) 2025 FSHD SOCIETY 52-1762747 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 | or if the organization failed to qualify under Part Ill. If the organization
fails to qualify under the tests listed below, please complete Part Il1.)

Section A. Public Support

Calendar year (or fiscal year beginning in) (a) 2021 (b) 2022 (c) 2023 (d) 2024 (e) 2025 (f) Total
1 Gifts, grants, contributions, and

membership fees received. (Do not

include any "unusual grants.") 4546323.| 2930776.| 4106175.| 4438901.| 5646709.|21668884.

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

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

4 Total. Add lines 1 through 3 4546323.[ 2930776.[ 4106175.] 4438901.] 5646709.21668884.

5 The portion of total contributions
by each person (other than a
governmental unit or publicly
supported organization) included

on line 1 that exceeds 2% of the d
amount shown on line 11, Lo Q
)

coumn(y 449,061.
6 Public support. Subtract line 5 from line 4. 21219823.
Section B. Total Support
Calendar year (or fiscal year beginning in) (a) 2021 (b) 2022 (c) 2023 (d) 2024 (e) 2025 (f) Total
7 Amounts from line 4 4546323.] 2930776.| 41061/5.| 4438901.| 5646709.[21668884.

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources 122,0270 98,205- 154,2840 122,3910 66,371. 563,278.

9 Net income from unrelated business
activities, whether or not the
business is regularly carried on 39,986. 78,305. 118,291.

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

assets (Explain in Part VI.) 348,700. 139,774. 2,638. 2,703. 493,815.

11 Total support. Add lines 7 through 10 _L*\,y 22844268.
12 Gross receipts from related activities, etCi(seg instructions) 12 |
13 First 5 years. If the Form 990 is fer the Organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box aNBhsStOP NEre ... . ... ... e |:|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2025 (line 6, column (f), divided by line 11, column ) . 14 92.89 ¢
15 Public support percentage from 2024 Schedule A, Part II, line 14 15 83.10 o

16a 33 1/3% support test - 2025. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and
stop here. The organization qualifies as a publicly supported organization
b 33 1/3% support test - 2024. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization
17a 10% -facts-and-circumstances test - 2025. 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 - 2024. 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) 2025
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Schedule A (Form 990) 2025 FSHD SOCIETY 52-1762747 pages
Part lll | Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part Il. If the organization fails to
qualify under the tests listed below, please complete Part I1.)
Section A. Public Support
Calendar year (or fiscal year beginning in) (a) 2021 (b) 2022 (c) 2023 (d) 2024 (e) 2025 (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

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 included 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

cAddlines7aand7b ...

8 Public support. (subtractline 7¢ from line 6.) \ \-)

Section B. Total Support
Calendar year (or fiscal year beginning in) (a) 2021 (b) 2022 (c) 2023 (d) 2024 (e) 2025 (f) Total
9 Amounts from line 6

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

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

¢ Add lines 10a and 10b
11 Net income from unrelated buSiness
activities not included on line 106}
whether or not the business is
regularly carriedon
12 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part VI.) ...
13 Total support. (add lines 9, 10c, 11, and 12.)

14 First 5 years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

CheCk this bOX and STOP NEIre ... ... ... e |:|
Section C. Computation of Public Support Percentage
15 Public support percentage for 2025 (line 8, column (f), divided by line 13, column (f)) . 15 %
16 Public support percentage from 2024 Schedule A, Part lll, ine 15 ... 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2025 (line 10c, column (f), divided by line 13, column (f)) . 17 %
18 Investment income percentage from 2024 Schedule A, Part Ill, line 17 18 %

19a 33 1/3% support tests - 2025. 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 organizaton
b 33 1/3% support tests - 2024. 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
20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions .............................
532023 12-10-25 Schedule A (Form 990) 2025
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Schedule A (Form 990) 2025 FSHD SOCIETY 52-1762747 pagea
Part IV| Supporting Organizations
(Complete only if you checked a box on line 12 of Part I. If you checked box 12a, Part |, complete Sections A
and B. If you checked box 12b, Part I, complete Sections A and C. If you checked box 12c, Part |, complete
Sections A, D, and E. If you checked box 12d, Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Organizations

Yes | No

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

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

3a Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If "Yes," answer
lines 3b and 3c below. 3a

b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? If "Yes," describe in Part VI when and how the
organization made the determination. 3b

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If "Yes," explain in Part VI what controls the organization put in place to ensure such use. 3c

4a Was any supported organization not organized in the United States ("foreign supported organizatiofit)? /f
"Yes," and if you checked box 12a or 12b in Part I, answer lines 4b and 4c below. 4a

b Did the organization have ultimate control and discretion in deciding whether to make grafts to theforeign
supported organization? If "Yes," describe in Part VI how the organization had such controhand/Giscretion
despite being controlled or supervised by or in connection with its supported organizations. 4b

¢ Did the organization support any foreign supported organization that does not hayg amlRS determination

under sections 501(c)(3) and 509(a)(1) or (2)? If "Yes," explain in Part VI what control$rthe organization used
to ensure that all support to the foreign supported organization was used exclusiuely for section 170(c)(2)(B)
purposes. 4c

5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer lines 5b and 5c below (if applicable). Also, provide detail infPart W, including (i) the names and EIN
numbers of the supported organizations added, substituted, or fermeved; (ii) the reasons for each such action;
(iii) the authority under the organization's organizing document awthorizing such action; and (iv) how the action
was accomplished (such as by amendment to the ordanizing document). 5a

b Type |l or Type Il only. Was any added or substituted stipported organization part of a class already
designated in the organization’s organizing docufment? 5b
¢ Substitutions only. Was the substitution Ahe fesult®6f an event beyond the organization’s control? 5¢c
6 Did the organization provide support (whethehin the form of grants or the provision of services or facilities) to
anyone other than (j) its supported orgahizations, (i) individuals that are part of the charitable class
benefited by one or more of its seipportéd organizations, or (jii) other supporting organizations that also
support or benefit one or mofelgfthe filing organization’s supported organizations? If "Yes, " provide detail in
Part VI. 6
7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(as defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? If "Yes," complete Part | of Schedule L (Form 990). 7
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described on line 7?
If "Yes," complete Part | of Schedule L (Form 990). 8
9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons, as defined in section 4946 (other than foundation managers and organizations described
in section 509(a)(1) or (2))? If "Yes," provide detail in Part VI. 9a
b Did one or more disqualified persons (as defined on line 9a) hold a controlling interest in any entity in which
the supporting organization had an interest? If "Yes," provide detail in Part VI. 9b
¢ Did a disqualified person (as defined on line 9a) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? If "Yes," provide detail in Part VI. 9¢c
10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type Il supporting organizations, and all Type Ill non-functionally integrated
supporting organizations)? If "Yes," answer line 10b below. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.) 10b

532024 12-10-25 Schedule A (Form 990) 2025
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Schedule A (Form 990) 2025 FSHD SOCIETY 52-1762747 pages
[Part IV | Supporting Organizations - ntinyed)

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 on lines 11b and
11c below, the governing body of a supported organization? 11a
b A family member of a person described on line 11a above? 11b
¢ A 35% controlled entity of a person described on line 11a or 11b above? If "Yes" to line 11a, 11b, or 11c,
provide detail in Part VI. 11c
Section B. Type | Supporting Organizations

Yes | No

1 Did the governing body, members of the governing body, officers acting in their official capacity, or membership of one or
more supported organizations have the power to regularly appoint or elect at least a majority of the organization’s officers,
directors, or trustees at all times during the tax year? 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 officers, directors, or trustees were allocated among the
supported organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 1

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

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)? If "No," describe in Part)MlLiow control
or management of the supporting organization was vested in the same persons that cefitrolled or managed
the supported organization(s). 1

Section D. All Type lll Supporting Organizations

Yes | No

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

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

3 By reason of the relationship described on lipe 2{above, did the organization’s supported organizations have a
significant voice in the organization’s investmeént pelicies and in directing the use of the organization’s
income or assets at all times during the tax year? If "Yes," describe in Part VI the role the organization's
supported organizations played in this régard. 3

Section E. Type lll Functionallydntegrated Supporting Organizations
1 Check the box next to the méthod thatthe organization used to satisfy the Integral Part Test during the year(see instructions).
a |:| The organization satisfied tHe’Activities Test. Complete line 2 below.
b |:| The organization is the parent of each of its supported organizations. Complete line 3 below.

c |:| The organization supported a governmental supported organization. Describe in Part VI how you supported a governmental
supported organization (see instructions).

2 Activities Test. Answer lines 2a and 2b below. Yes | No
a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of its

upported organization(s)? 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 each of its supported

organizations, and how the organization determined that these activities constituted substantially all of its activities. 2a

b Did the activities described on line 2a, above, constitute activities that, but for the organization’s involvement,

one or more of the organization’s supported organization(s) would have been engaged in? 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 lines 3a, 3b, and 3c below.

a Are the organization and its supported organization(s) part of an integrated system (for example, a hospital
system)? If "Yes," provide details in Part VI. 3a
b Did the organization direct 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
¢ Did the organization have the power to regularly appoint or elect (and remove) a majority of the officers,
directors, or trustees of each of the supported organizations? If "Yes" or "No," provide details in Part VI. 3c
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Schedule A (Form 990) 2025 FSHD SOCIETY 52-1762747 pages
[Part V | Type IIl 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 Il 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

Qs |[DN|=

o0 [H[WIN|=

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

(=]

~

(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 1¢) 1d
Discount claimed for blockage or other factors

(explain in detail in Part VI): Q)
2 Acquisition indebtedness applicable to non-exempt-use assets 2
Subtract line 2 from line 1d.

Cash deemed held for exempt use. Enter 0.015 of line 3 (for greater ameunt,
see instructions).

o [Q |0 |T|®

W
W

H

Net value of non-exempt-use assets (subtract line 4 from line 3)
Multiply line 5 by 0.035.

Recoveries of prior-year distributions

Minimum Asset Amount (add line 7 to line 6)

® [N (o |0
0[N (0|

Section C - Distributable Amount Current Year

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

Enter greater of line 2 or line 3.

Qs |[DN|=

Income tax imposed in prior year

o0 [H[WIN|=

Distributable Amount. Subtractine 5 from line 4, unless subject to
emergency temporary reduction (see instructions). 6

I_l Check here if the current year is the organization’s first as a non-functionally integrated Type Ill supporting organization (see
instructions).

~
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52-1762747 page7

[Part V | Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations ., ntinueqd)

Section D - Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes 1
2 Amounts paid to perform activity that directly furthers exempt purposes of supported

organizations, in excess of income from activity 2
3 Administrative expenses paid to accomplish exempt purposes of supported organizations 3
4 Amounts paid to acquire exempt-use assets 4
5 Qualified set-aside amounts (prior IRS approval required - provide details in Part VI) 5
6 Total annual distributions. Add lines 1 through 5. 6
7 Distributions to attentive supported organizations to which the organization is responsive

(provide details in Part VI). See instructions. 7
8 Distributable amount for 2025 from Section C, line 6 8
9 Line 7 amount divided by line 8 amount 9

U]

Section E - Distribution Allocations (see instructions) Excess Distributions

(ii)
Underdistributions
Pre-2025

(iii)
Distributable
Amount for 2025

1 Distributable amount for 2025 from Section C, line 6

2 Underdistributions, if any, for years prior to 2025 (reason-
able cause required - explain in Part VI). See instructions.

W

Excess distributions carryover, if any, to 2025

From 2020

From 2021

From 2022

From 2023

From 2024

Total of lines 3a through 3e

Applied to under distributions of prior years

ST |[™|o |a|0 |T |

Applied to 2025 distributable amount

Carryover from 2020 not applied (see instructions)

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

4 Distributions for 2025 from Section D,
line 6: $

a Applied to underdistributions of prior years

b Applied to 2025 distributable amount

¢ Remainder. Subtract lines 4a and 4b from line 4.

5 Remaining underdistributions for years prigr to\0287 if
any. Subtract lines 3g and 4a from ling 2 _Eor%esult greater
than zero, explain in Part VI. See instructions.

6 Remaining underdistributions fo2@25.'Subtract lines 3h
and 4b from line 1. For result'geeater than zero, explain in
Part VI. See instructions.

7 Excess distributions carryover to 2026. Add lines 3j
and 4c.

8 Breakdown of line 7:

Excess from 2021

Excess from 2022

Excess from 2023

Excess from 2024

o [Q |0 |T|®

Excess from 2025

532027 12-10-25
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Schedule A (Form 990) 2025 FSHD SOCIETY 52-1762747 pages

Part VI | Supplemental Information. Provide the explanations required by Part I, line 10; Part II, line 17a or 17b; Part Ill, line 12;
Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 93, 9b, 9¢c, 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, 3b, and 3c; Part V, line 1; Part V, Section B, line 1e;

Part V, Section D, lines 5 and 7; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.
(See instructions.)
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Schedule B Schedule of Contributors

(Form 990) OMB No. 1545-0047

(Rev. December 2024) Attach to Form 990, 990-EZ, or 990-PF.

Department of the Treasury Go to www.irs.gov/Form990 for the latest information.

Internal Revenue Service

Name of the organization Employer identification number
FSHD SOCIETY 52-1762747

Organization type (check one):

Filers of: Section:

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

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization
Form 990-PF

501(c)(3) exempt private foundation

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

501(c)(3) taxable private foundation : Q Q

0o don

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

General Rule C\Q

|:| For an organization filing Form 990, 990-EZ, or 990-PF that rece@g the year, contributions totaling $5,000 or more (in money or
property) from any one contributor. Complete Parts | and Il. Se€'in ctions for determining a contributor’s total contributions.

[ ]
Special Rules \b

For an organization described in section 501(c)(3) fi orm 990 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509(a)(1) and 170(b)(1)(A)(vi), that ch@d Schedule A (Form 990), Part Il, line 13, 16a, or 16b, and that received from any one
contributor, during the year, total cont ut% the greater of (1) $5,000; or (2) 2% of the amount on (i) Form 990, Part VIII, line 1h;
or (i) Form 990-EZ, line 1. Completg P x{ I

)

ection 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the ye al contributions of more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purposes; or for the prevention of cruelty to children or animals. Complete Parts | (entering
"N/A" in column (b) instead of the contributor name and address), Il, and Ill.

|:| For an organization describ

|:| For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Don’t complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions totaling $5,000 or more during the year $

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

For Paperwork Reduction Act Notice, see the instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 990) (Rev. 12-2024)
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Schedule B (Form 990) (Rev. 12-2024)

Page 2

Name of organization

FSHD SOCIETY

Employer identification number

52-1762747

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

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

1

$ 129,120.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

$ 222, 715.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

$ 329,320.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP% 4

(c)

Total contributions

(a)

Type of contribution

$ 232,000.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

$ 190,000.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

$ 186,375.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

523452 04-01-25
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Schedule B (Form 990) (Rev. 12-2024)

Page 2

Name of organization

FSHD SOCIETY

Employer identification number

52-1762747

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

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

7

$ 150,000.

Person
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

$ 955),000.

Person |:|
Payroll |:|
Noncash

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

Person |:|
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP% 4

(c)

Total contributions

(a)

Type of contribution

Person |:|
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

Person |:|
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

(a)

Type of contribution

Person |:|
Payroll |:|
Noncash |:|

(Complete Part Il for
noncash contributions.)

523452 04-01-25
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Schedule B (Form 990) (Rev. 12-2024)

Page 3

Name of organization

FSHD SOCIETY

Employer identification number

52-1762747

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

(a) ©
No.
. (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(See instructions.)
Part |
INTELLECTUAL PROPERTY
8
955,000. 12/31/25
(a)
(c)
No.
e (b) . FMV (or estimate) (d) i
from Description of noncash property given . . Date received
(See instructions.)
Part |
(a)
(c)
No.
. (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(See instructions.)
Part |
(a)
(c)
No.
. (b) . FMV (or estimate) (d) .
from Description of noncash/property given ) . Date received
(See instructions.)
Part |
(a)
(c)
No.
. (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
(See instructions.)
Part |
(a)
(c)
No.
. (b) . FMV (or estimate) (d) .
from Description of noncash property given . . Date received
Part | (See instructions.)
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Schedule B (Form 990) (Rev. 12-2024)

Page 4

Name of organization

FSHD SOCIETY

Employer identification number

52-1762747

Part Il Exclusively religious, charitable, etc., contributions to organizations described in section 501(c)(7), (8), or (10) that total more than $1,000 for the year
from any one contributor. Complete columns (a) through (e) and the following line entry. For organizations
completing Part lll, enter the total of exclusively religious, charitable, etc., contributions of $1,000 or less for the year. (Enter this info. once.) $
Use duplicate copies of Part Il if additional space is needed.
(a) No.
Igrortnl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
Igrortnl (b) Purpose of gift (c) Use of gift (d).Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
Igrortnl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
Igrortnl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar

Transferee’s name, address, and ZIP + 4

(e) Transfer of gift

Relationship of transferor to transferee

523454 04-01-25
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SCHEDULE D Supplemental Financial Statements

(Form 990) Complete if the organization answered "Yes" on Form 990, OMB No. 1545-0047

(Rev. December 2024) Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. _

Department of the Treasury Attach to Form 990. Open to_ Public

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

Name of the organization Employer identification number
FSHD SOCIETY 52-1762747

Partl | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.Complete if the
organization answered "Yes" on Form 990, Part 1V, line 6.

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

Total number at end of year
Aggregate value of contributions to (during year)

Aggregate value of grants from (during year)

Aggregate value atend of year .
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 control? |:| Yes |:| No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private DeNefit? ... ... |:| Yes |:| No
[Part Il | Conservation Easements. Complete if the organization answered "Yes" on Form 990, Part4V, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (for example, recreation or education) |:| Preservation/ef a histerically important land area
|:| Protection of natural habitat |:| Presexvationof axcertified historic structure
|:| Preservation of open space

2 Complete lines 2a through 2d if the organization held a qualified conservation contribution‘ip,the form of a conservation easement on the last

a b ON =

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 . Ny 2b
¢ Number of conservation easements on a certified historic structure included*online2a 2c
d Number of conservation easements included on line 2c acquired after Julyy25,2006, and not
on a historic structure listed in the National Register N Sl 2d
3 Number of conservation easements modified, transferred, released; extinguished, or terminated by the organization during the tax

year
4 Number of states where property subject to conservation,easement is located
5 Does the organization have a written policy regardingythe periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easemegts’it holds? |:| Yes |:| No

6 Staff and volunteer hours devoted to monitqring/ifspecting, handling of violations, and enforcing conservation easements during the year

7 Amount of expenses incurred in monitoring, Mgpécting, handling of violations, and enforcing conservation easements during the year

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

and section 1700)@@)i? &) ~ [ Ives [_INo
9 In Part Xlll, describe how the orgapization 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 lll | 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 [f the organization elected, as permitted under FASB ASC 958, not to report in its revenue statement and balance sheet works
of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public
service, provide in Part XllI the text of the footnote to its financial statements that describes these items.
b If the organization elected, as permitted under FASB ASC 958, to report in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service,
provide the following amounts relating to these items.

(i) Revenue included on Form 990, Part VI, line 1 $

(ii) Assets included in Form 990, 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 VIII, line 1 $
b Assets included in Form 990, Part X
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) (Rev. 12-2024)
LHA 532051 04-01-25
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Schedule D (Form 990) (Rev. 12-2024)FSHD SOCIETY 52-1762747 page2
[Part lll | 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 |:| Public exhibition d |:| Loan or exchange program
b |:| Scholarly research e |:| Other
c |:| Preservation for future generations
4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part XIlI.
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? ... |:| Yes |:| No

Part IV | Escrow and Custodial Arrangements Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not included
on Form 990, Part X? |:| Yes |:| No

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

Amount

BegiNnNINg DalanCe
Additions during the year .
Distributions during the year
ENdING DalanCe -
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial accourit|liability?
b If "Yes," explain the arrangement in Part XlIl. Check here if the explanation has been provided infParmt XMW, ..................................
I Part V I Endowment Funds Complete if the organization answered "Yes" on Form 990, Part, I¥line 10.
(a) Current year (b) Prior year (c) Two vedrs back | (d) Three years back | (e) Four years back

- 0o o O

1a Beginning of year balance
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 balanee’ (line 1g, column (a)) held as:
a Board designated or quasi-endowment %

® Q O T

-

b Permanent endowment %

¢ Term endowment Y%
The percentages on lines 2a, 2b, and 2¢ should,equal 100% .
3a Are there endowment funds not in the passession of the organization that are held and administered for the

organization by: Yes | No
(1) Unrelated organizations? am A N o 3a(i)
(i) Related Organizations ? £ 3a(ii)
b If "Yes" on line 3a(ii), are the relatée organizations listed as required on Schedule R? 3b
4 Describe in Part Xlll the intended uses of the organization’s endowment funds.
Part VI |Land, Buildings, and Equipment
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.
Description of property (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
1a Land
b Buildings
¢ Leasehold improvements
d
e
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, line 10c, column B)) ... ... 0.

Schedule D (Form 990) (Rev. 12-2024)
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Schedule D (Form 990) (Rev. 12-2024)FSHD SOCIETY 52-1762747 page3

Part VII| Investments - Other Securities
Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of security or category (including name of security) (b) Book value (c) Method of valuation: Cost or end-of-year market value

(1) Financial derivatives .

(2) Closely held equity interests

(3) Other

>

)

B

—

,_\,_\
\_/(:

=

— |~ |=
iyl

G

—

= [

H

Total. (Col. (b) must equal Form 990, Part X, line 12, col. (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

()

(4

()

(6)

@

(8

(9

Total. (Col. (b) must equal Form 990, Part X, line 13, col. (B))

Part IX| Other Assets
Complete if the organization answered "Yes" on Form 990sPart¥V, line 11d. See Form 990, Part X, line 15.

(a) Descriptiort (b) Book value

(1)

(2

()

(4

()

(6)

@

(8

(9

Total. (Column (b) must equal Form 990yPart X, line 15, col. (B))

Part X | Other Liabilities

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

1. (a) Description of liability (b) Book value

Federal income taxes

DEFERRED COMPENSATION LIABILITY 185,044.

_______________________________________________________________________________________ 185,044.

2. Liability for uncertain tax positions. In Part XllI, 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 XIII ... |:|

Schedule D (Form 990) (Rev. 12-2024)
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Schedule D (Form 990) (Rev. 12-2024)FSHD SOCIETY

52-1762747 page4

Part XI [ Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

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

1 6,285,195.

a Net unrealized gains (losses) on investments 2a 251 ’ 341.

b Donated services and use of facilities 2b 252,000.

¢ Recoveries Of prior year grants 2c

d Other (Describe in Part XIll.) 2d

e Addlines2athrough2d 2 503,341.
3 Subtractline 2e fromline1 3 5,781,854,
4  Amounts included on Form 990, Part VIII, line 12, but not on line 1:

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

b Other (Describe inPart XIIL.) 4b

¢ Add lines 4a and 4b
Total revenue. Add lines 3 and 4ec. (This must equal Form 990, Part I, line 12.)

4c 0.
5 5,781,854,

Part XIl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

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

1 6,865,859.

2e 252,000.
3 6,613,859.

a Donated services and use of facilities 2a 252 ’ Q00.

b Prior year adjustments 2b

C O eI 0SS 2c

d Other (Describein Part XIIL) . . 2d

e Addlines 2athrough 2d
3 Subtractline2e fromline 1 AN
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 /A N4 4a

b Other (Describe in Part XIIL) . 4b

¢ Add lines 4a and 4b

Total expenses. Add lines 3 and 4c. (This must equal Form 990, Rart I, fime 18.) ....................................

_______________ 5 6,613,859.

4c 0.

| Part Xill| Supplemental Information

Provide the descriptions required for Part Il lines 3, 5, and 9; Rartil, lineés 1a and 4; Part 1V, lines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,

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

532054 04-01-25
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SCHEDULE F Statement of Activities Outside the United States OMB No. 1545.0047
(Form 990) Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.

(Rev. December 2024) -
Department of the Treasury . Attach to Form 990. Open tq Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number

FSHD SOCIETY 52-1762747
Part]l | General Information on Activities Outside the United States. Complete if the organization answered "Yes" on

Form 990, Part 1V, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? Yes |:| No

2 For grantmakers. 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 | (c) Number of [(d) Activities conducted in the region (e) If activity listed in (d) (f) Total
offices employees, |y type) (such as, fundraising, pro- is a program service, expenditures
. ) agents, and . . : o for and
in the region | independent [gram services, investments, grants to describe specific type .
contractors recipients located in the region) of service(s) in the region investments
in the region in the region
EUROPE 0 0 [BGRANTS N/ 181,222,
MIDDLE EAST AND
NORTH AFRICA 0 0 [BRANTS N/A 34,940,
AUSTRALIA 0 0 [BRANTS N/A 29,547,
SOUTH AMERICA 0 0"\GBANTS N/A 14,500,
3a Subtotal 0 0 260,209,
b Total from continuation
sheetstoPart| 0 0 0.
c Totals (add lines 3a
and3b) ... 0 0 260,209,
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) (Rev. 12-2024)
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Schedule F (Form 990) (Rev. 12-2024) FSHD SOCIETY

52-1762747

Page 2

Partll | Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" on Form 990, Part IV, line 15, for any
recipient who received more than $5,000. Part Il can be duplicated if additional space is needed.

1
(a) Name of organization

(b) IRS code section
and EIN (if applicable)

(c) Region

(d) Purpose of
grant

(e) Amount
of cash grant

(f) Manner of
cash disbursement

(g) Amount of
noncash
assistance

(h) Description
of noncash
assistance

(i) Method of
\valuation (book, FMV,
appraisal, other)

[EUROPE

GENETIC CAUSES AND
MODIFIERS OF FSHD

55,500,

WIRE

TRANSFER

.N/A

BOOK

[EUROPE

NOVEL THERAPEUTIC
ERSPECTIVE FOR FSHD
USCULAR DYSTROPHY;

[MMUNOPATHOGENESIS OF

77,097,

WIRE

TRANSFER

.N/A

BOOK

[EUROPE

A NOVEL BIOMARKER
CANDIDATE FOR
PUX4-INDUCED TOXICITY
IN FSHD

25 /000,

WIRE

TRANSFER

.N/A

BOOK

[EUROPE

PHARMACOLOGICAL
PREVENTION
DUX4-MEDIATED
MYONECROSIS IN VITRO

23,625,

WIRE

TRANSFER

.N/A

BOOK

AUSTRALIA

INVESTIGATING SMCHD1
FUNCTION TO DEVEEWOR A
[THERAPEUTZC “STRATEGY
FOR FSHD

29,547,

WIRE

TRANSFER

.N/A

BOOK

MIDDLE EAST AND
NORTH AFRICA

VERIFIED ALI*ATOM
ISTRUCTURES OF THE
PUX4-R300 AND
PUX-8TIX1 INTERACTION

34,940,

WIRE

TRANSFER

.N/A

BOOK

ISOUTH AMERICA

GOREGULATORY ROLE OF
DUX4 ON THE HUMAN
ESTROGEN NUCLEAR
RECEPTORS

14,500,

WIRE

TRANSFER

.N/A

BOOK

NORTH AMERICA

FSHD MOUSE TEST ON
ISILPHION COMPOUND

5,000,

2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as a tax
exempt 501(c)(3) organization by the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter
3 Enter total number of other organizations or entities

7

532072 04-01-25
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Schedule F (Form 990) (Rev. 12-2024) FSHD SOCIETY 52-1762747 Page 3
Partlll Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes" on Form 990, Part IV, line 16.
Part Ill can be duplicated if additional space is needed.
) ) (c) Number of | (d) Amount of (e) Manner of (f) Amount of (g) Description of (h) Method of
(a) Type of grant or assistance (b) Region recipients cash grant cash disbursement noncash noncash assistance valuation
assistance (book, FMV,

appraisal, other)

532073 04-01-25
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Schedule F (Form 990) (Rev. 12-2024) FSHD SOCIETY 52-176274"7 Page4a
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 the Instructions for Form926) [ Ives No
2 Did the organization have an interest in a foreign trust during the tax year? If "Yes," the organization may

be required to separately file Form 3520, Annual Return To Report Transactions With Foreign Trusts and
Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign Trust With a

U.S. Owner (see the Instructions for Forms 3520 and 3520-A; don't file with Form990) |:| Yes No
3 Did the organization have an ownership interest in a foreign corporation during the tax year? If "Yes,"

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

Certain Foreign Corporations (see the Instructions for Form 5471) |:| Yes No

4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? If "Yes," the organization may be required to file Form 8621,
Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing
Fund (see the Instructions for Form 8621)

|:| Yes No

5 Did the organization have an ownership interest in a foreign partnership during the tax yeas? /
the organization may be required to file Form 8865, Return of U.S. Persons With Respe
Foreign Partnerships (see the Instructions for Form 8865)

|:| Yes No

6 Did the organization have any operations in or related to any boycotting countri @g the tax year? If
"Yes," the organization may be required to separately file Form 5713, lnternah@ ycott Report (see
the Instructions for Form 5713; don't file with Form 990)

|:| Yes No

N
L&

Schedule F (Form 990) (Rev. 12-2024)
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Schedule F (Form 990) (Rev. 12-2024) FSHD SOCIETY 52-176274"7 Page5s
Part V | Supplemental Information

Provide the information required by Part I, line 2 (monitoring of funds); Part I, line 3, column (f) (accounting method; amounts of

investments vs. expenditures per region); Part Il, line 1 (accounting method); Part Il (accounting method); and Part lll, column (c)

(estimated number of recipients), as applicable. Also complete this part to provide any additional information. See instructions.
PART I, LINE 2:
THE FSHD SOCIETY MONITORS GRANTS AND ASSISTANCE PROVIDED TO INSTITUTIONS
OR INDIVIDUALS OUTSIDE THE UNITED STATES THROUGH FORMAL GRANT AGREEMENTS
THAT OUTLINE REPORTING REQUIREMENTS, MILESTONES, AND ALLOWABLE EXPENSES.
GRANTEES ARE REQUIRED TO SUBMIT PERIODIC FINANCIAL AND NARRATIVE REPORTS
DETAILING PROGRESS AND USE OF FUNDS. THE SOCIETY REVIEWS THESE
SUBMISSIONS FOR COMPLIANCE AND ALIGNMENT WITH THE GRANT'S PURPOSE. FOR
LARGER OR MULTI-YEAR GRANTS, PAYMENTS ARE DISBURSED IN STAGES BASED ON
SATISFACTORY REPORTING AND MILESTONE COMPLETION. FURTHER, GRANTEES ARE
REQUIRED TO PRESENT THEIR WORK AT THE FSHD SOCIETY'S INTERNATIONAL
RESEARCH CONFERENCE (IRC), WHICH SERVES AS AN ADDITIONAL MECHANISM FOR
OVERSIGHT AND DISSEMINATION OF OUTCOMES. ALL RECORDS ARE MAINTAINED TO
SUBSTANTIATE SELECTION CRITERIA, ELIGIBILITY, AND OVERSIGHT PROCEDURES.

PART II, COLUMN (D):

REGION: EUROPE

(D) PURPOSE OF GRANT: A NOVEL THERAPEUTIC PERSPECTIVE EOR FSHD MUSCULAR
DYSTROPHY; IMMUNOPATHOGENESIS OF FACIOSCAPULOHUMERAINMUSCULAR DYSTROPHY
(FSHD) ; MOLECULAR STUDIES OF DUX4/MATR3 COMPLEX:\A THERAPY AGAINST FSHD

REGION: EUROPE
(D) PURPOSE OF GRANT: PHARMACOLOGICAL PREVENTYON DUX4-MEDIATED
MYONECROSIS IN VITRO AND IN VIVO

532075 04-01-25 Schedule F (Form 990) (Rev. 12-2024)
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SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities

OMB No. 1545-0047
omplete if the organization answered "Yes" on Form , Part IV, line 17, 18, or 19, or if the ©
(Form 990) C lete if th ti d "Y F 990, Part IV, | 17, 18 19 f th
(Rev. December 2024) organization entered more than $15,000 on Form 990-EZ, line 6a.
Department of the Treasury Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. I T
Name of the organization Employer identification number
FSHD SOCIETY 52-1762747

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

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

a Mail solicitations e Solicitation of nongovernment grants
b |:| Internet and email solicitations f |:| Solicitation of government grants
c |:| Phone solicitations g |:| Special fundraising events

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

iii) Did v) Amount paid . .
(i) Name and address of individual N i oie, (iv) Gross receipis tg 2or retaine‘é by) | (Vi) Amount paid
or entity (fundraiser) (i) Activity e eoniolof | from activity fundraiser to (or retained by)
contributions? listed in col. (i) organization
Yes | No
Total e
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.
For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990) (Rev. 12-2024)
LHA 532081 04-01-25
36
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Schedule G (Form 990) (Rev. 12-2024)FSHD SOCIETY

52-

17627477 Page2

Part Il

Fundraising Events. Complete if the organization answered "Yes" on Form 990, Part IV, line 18, or reported more than $15,000

of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events
(d) Total events
PEER TO PEER| NONE (add col. (a) through
EVENTS OTHER EVENTS col. (c))

° (event type) (event type) (total number) ’

>

C

5| 1 Grossreceipts | 1,118,031. 7,754. 1,125,785.
2 Less: Contributions 1,041,194- 7,754- 1,048,948-
3 Gross income (line 1 minus line2) ... 76,837. 76,837.
4 Cashprizes 39,999. 39,999.
5 Noncash prizes

[%]

[0

5|6 Rentaciitycosts 13,111. 13,111.

X

1)

B | 7 Foodand beverages . . ... .. 7,107. 7,107.

5
8 Entertainment 1,335. 1,335.
9 Otherdirectexpenses 15,285. 15,285.

10 Direct expense summary. Add lines 4 through Qincolumn (d) /% 76,837.
11 Net income summary. Subtract line 10 from line 3, column (d) 0.

Part Ill | Gaming. Complete if the organization answered "Yes" on Form 990, Pagt Vyline 19, or reported more than

$15,000 on Form 990-EZ, line 6a.

(k) Pull tabs/instant

(d) Total gaming (add

(0] H ) : ! .
3 (a) Bingo bihgo/progressive bingo | (€} Othergaming 1 ") through col. (c))
g
Q
o

1 GroSSrevenue ...
o | 2 Cashprizes
@
o
2| 8 Noncashprizes . ... ... .. ..
L
©
2| 4 Rent/ffacility costs . N
a

5 Other direct expenses ... A . N

I_l Yes % I_l Yes % I_l Yes %

6 Volunteerlabor % |:| No |:| No |:| No

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

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

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

a Is the organization licensed to conduct gaming activities in each of these states?

b If "No," explain:

10a Were any of the organization’s gaming licenses revoked, suspended, or terminated during the tax year?

b If "Yes," explain:

532082 04-

0945043

01-25
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Schedule G (Form 990) (Rev. 12-2024)FSHD SOCIETY

52-176274"7 Page3

11 Does the organization conduct gaming activities with nonmembers? I_l Yes I_l No
12 |s the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed

to administer charitable gaminNg ? |:| Yes |:| No

13 Indicate the percentage of gaming activity conducted in:
a The organization’s facility

13a %
b AN OULSIAE TG Y 13b %
14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:
Name
Address
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? l:l Yes l:l No

b If "Yes," enter the amount of gaming revenue received by the organization $
of gaming revenue retained by the third party $
c If "Yes," enter the name and address of the third party:

and the amount

Name

Address

16 Gaming manager information:

Name

Gaming manager compensation $

Description of services provided

|:| Director/officer |:| Employee D Independent contractor

17 Mandatory distributions:

a Is the organization required under state lawato make€haritable distributions from the gaming proceeds to
retain the state gaming license? |:| Yes |:| No

b Enter the amount of distributions requiredyunder state law to be distributed to other exempt organizations or spent in the
organization’s own exempt activities‘during the tax year $
|Part IV| Supplemental Information. Provide the explanations required by Part I, line 2b, columns (jii) and (v); and Part IIl, lines 9, 9b, 10b,
15b, 15¢, 16, and 17b, as‘applicable. Also provide any additional information. See instructions.

532083 04-01-25 Schedule G (Form 990) (Rev. 12-2024)
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Schedule G (Form 990) FSHD SOCIETY 52-1762747 pagea
[Part IV | Supplemental Information (continued)

Schedule G (Form 990)
532084 04-01-25
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SCHEDULE | Grants and Other Assistance to Organizations,
(Form 990) Governments, and Individuals in the United States OMB No. 1545-0047
(Rev. December 2024) Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22.
Department of the Treasury Attach to Form 990. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
FSHD SOCIETY 52-1762747
Part | General Information on Grants and Assistance
1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees’ eligibility for the grants or assistance, and the selection
criteria Used 10 aWard the Grants O @S SIS AN CE Y [ X Yes |:| No
2 Describe in Part IV the organization’s procedures for monitoring the use of grant funds in the United States.
Part Il Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization angwered "Yes" on Form 990, Part IV, line 21, for any

recipient that received more than $5,000. Part Il can be duplicated if additional space is needed.

(f) Method of

1 (a) Name and address of organization (b) EIN (c) IRC section (d) Amount of (e) Amount of veloRoR(book (g) Description of (h) Purpose of grant
or government (if applicable) cash grant noncash F?VIV Loorais aI’ noncash assistance or assistance
assistance ~/app ’

other)

THE FIBRO-ADIPOGENIC
PROGENITORS, THE
EXOSOMES, AND THE FSHD
BAYLOR COLLEGE OF MEDICINE 74-1613878 [501(C)(3) 42,054, 0.BOOK N/A MYOPATHY/BAYLOR/SERRA

ROLE OF MISSPLICING AND
NEOANTIGEN PRODUCTION IN
[MMUNE ACTIVATION IN
UNIVERSITY OF COLORADO DENVER 84-6000555 [170(C)(1) 26,000, 0.BOOK N/A FSHD-PRAGYAN SINGH

CHARACTERIZATION OF

PUX4-INDUCED METABOLIC
AND HYPOXIC CHANGES IN
YALE UNIVERSITY 06-0646973 [501(C)(3) 31,212, 0.BOOK N/A [FSHD, YALE UNIVERSITY,

[LIGAND IDENTIFICATION FOR
PUX4 BINDERS TO ENABLE
PROTAC DEGRADER DESIGN AS
ARVINAS OPERATIONS 46-3139663 [C-CORP 127,500, 0. A POTENTIAL THERAPEUTIC

BIOLOGICAL RESOURCES
AVAILABLE THROUGH THE

UNIVERSITY OF ROCHESTER 16-0743209 [L70(C)(1) 6,305, 0. CTRN
2 Enter total number of section 501(c)(3) and government organizations listed in the line 1 table 2.
3 Enter total number of other organizations listed iN the IN€ 1 1aDIE ... . ...t e et e ettt et et e e s

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule | (Form 990) (Rev. 12-2024)

SEE PART IV FOR COLUMN (H) DESCRIPTIONS
LHA 532101 04-01-25 40



Schedule | (Form 990) (Rev. 12-2024) FSHD SOCIETY

52-1762747 Page 2

Part lll | Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes" on Form 990, Part IV, line 22.
Part Ill can be duplicated if additional space is needed.

(a) Type of grant or assistance (b) Number of (c) Amount of  |(d) Amount of non- (e) Method of valuation

recipients cash grant cash assistance | (book, FMV, appraisal, other)

(f) Description of noncash assistance

I Part IV I Supplemental Information. Provide the information required in Part |, lin€"2;Rartjil, column (b); and any other additional information.

PART I, LINE 2:

THE FSHD SOCIETY MONITORS GRANTS AND ASSISTANCE PROVIDED TO INSTITUTIONS OR

INDIVIDUALS IN THE UNITED STATES THROUGH FORMAL GRANT AGREEMENTS THAT

OUTLINE REPORTING REQUIREMENTS, MILESTONES, AND ALLOWABLE EXPENSES.

GRANTEES ARE REQUIRED TO SUBMIT PERJODIC FINANCIAL AND NARRATIVE REPORTS

DETAILING PROGRESS AND USE OF FUNDS.NTHE SOCIETY REVIEWS THESE SUBMISSIONS

FOR COMPLIANCE AND ALIGNMENT WITH \THE GRANT'S PURPOSE. FOR LARGER OR

MULTI-YEAR GRANTS, PAYMENTS ARENDISBURSED IN STAGES BASED ON SATISFACTORY

REPORTING AND MILESTONE COMPLETION. FURTHER, GRANTEES ARE REQUIRED TO

PRESENT THEIR WORK AT THE FSHD SOCIETY'S INTERNATIONAL RESEARCH CONFERENCE

(IRC), WHICH SERVES AS AN ADDITIONAL MECHANISM FOR OVERSIGHT AND

DISSEMINATION OF OUTCOMES. ALL RECORDS ARE MAINTAINED TO SUBSTANTIATE

SELECTION CRITERIA, ELIGIBILITY, AND OVERSIGHT PROCEDURES.

PART II, LINE 1, COLUMN (H):

NAME OF ORGANIZATION OR GOVERNMENT: YALE UNIVERSITY

(H) PURPOSE OF GRANT OR ASSISTANCE: CHARACTERIZATION OF DUX4-INDUCED

METABOLIC AND HYPOXIC CHANGES IN FSHD, YALE UNIVERSITY, LEK

532102 04-01-25 4 l
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Schedule | (Form 990) FSHD SOCIETY 52-1762747 page2
[Part IV | Supplemental Information

NAME OF ORGANIZATION OR GOVERNMENT: ARVINAS OPERATIONS

(H) PURPOSE OF GRANT OR ASSISTANCE: LIGAND IDENTIFICATION FOR DUX4
BINDERS TO ENABLE PROTAC DEGRADER DESIGN AS A POTENTIAL THERAPEUTIC
APPROACH TO FSHD DEVELOPMENT PROGRAM

Schedule | (Form 990)
532291
04-01-25
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SCHEDULE J Compensation Information

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees
(Rev. December 2024) Complete if the organization answered "Yes" on Form 990, Part IV, line 23. Open to Public

Department of the Treasury Attach to Form 990. Inspection
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information.

Name of the organization Employer identification number

FSHD SOCIETY 52-1762747
[Part | | Questions Regarding Compensation

OMB No. 1545-0047

Yes | No

1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990,
Part VII, Section A, line 1a. Complete Part Il to provide any relevant information regarding these items.
First-class or charter travel |:| Housing allowance or residence for personal use
|:| Travel for companions |:| Payments for business use of personal residence
Tax indemnification and gross-up payments |:| Health or social club dues or initiation fees
|:| Discretionary spending account |:| Personal services (such as maid, chauffeur, chef)

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

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

3 Indicate which, if any, of the following the organization used to establish the compensation ofithe{ 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 IlI.

Compensation committee |:| Written employmémt contract
Independent compensation consultant Compensatiogl sUruey or study
Form 990 of other organizations Approval bythepoard or compensation committee

4 During the year, did any person listed on Form 990, Part VII, Section A, liresg a, With respect to the filing
organization or a related organization:

a Receive a severance payment or change-of-control payment? (0 4a X

b Participate in or receive payment from a supplemental nongualified ¥etirement plan? 4 | X

¢ Participate in or receive payment from an equity-based cempensation arrangement? 4c X

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

Only section 501(c)(3), 501(c)(4), and 501(c)(29)/organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VII, Séction Aline 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
A The OrQaN ZatioON Y e 5a | X
b Any related organization? 5b X
If "Yes" on line 5a or 5b, descrihe in Part Il1.
6 For persons listed on Form 990, Papt VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
a The organization? 6a X

b Any related organization? 6b X
If "Yes" on line 6a or 6b, describe in Part Ill.
7 For persons listed on Form 990, Part VI, Section A, line 1a, did the organization provide any nonfixed payments
not described on lines 5 and 6? If "Yes," describe in Partit ... 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 Partit ... 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations SECHON 53.4958-6(C)7 ..ot ettt e e e ennen 9
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) (Rev. 12-2024)

LHA 532111 04-01-25
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Schedule J (Form 990) (Rev. 12-2024) FSHD SOCIETY

52-1762747

Page 2

I Part Il I Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

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

Note: The sum of columns (B)(i)-(iii) for each listed individual must equal the total amount of Form 990, Part VI, Section A, line 1a, applicable column (D) and (E) amounts for that individual.

(B) Breakdown of W-2 and/or 1099-MISC and/or 1099-NEC

(C) Retirement and

(D) Nontaxable

(E) Total of columns

(F) Compensation

compensation other deferred benefits (B)(i)-(D) in column (B)
(A) Name and Title (i) Base (ii) Bonus & (iii) Other compensation reported as deferred
compensation incentive reportable on prior Form 990
compensation compensation

(1) MARK STONE (i) 240,615. 0. 0. 34,740. 1,643. 276,998. 0.
CEO & PRESIDENT (i) 0. 0. 0. 0= 0. 0. 0.
(2) AGNES M, MESTRICH (i) 178,435. 0. 0. 7,89°N 21,061. 207,393. 0.
CHIEF FINANCIAL OFFICER (i) 0. 0. 0. 0. 0. 0. 0.
(3) KENNETH KAHTAVA (i) 139,336. 0. 0. 6,591. 16,548. 162,475. 0.
CHIEF OPERATING OFFICER (i) 0. 0. 0. 0. 0. 0. 0.
(4) ELIZABETH JOHNSTON (i) 153,537. 0. 0. 6,678. 1,278. 161,493. 0.
CHIEF COMMUNITY ENGAGEMENT OFFICER |(ji) 0. 0. 0. 0. 0. 0. 0.
(5) AMANDA HILL | 132,447. 0. 0,. 5,608. 20,371. 158,426. 0.
SENIOR DIRECTOR OF RESEARCH AND CARE|(ji) 0. 0. 0. 0. 0. 0. 0.
(6) ANNA GILMORE @| 116,883. 0. 0. 4,887. 29,603. 151,373. 0.
CHIEF PROGRAMS OFFICER (i) 0. 0. 0. 0. 0. 0. 0.

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)

@i

(ii)
Schedule J (Form 990) (Rev. 12-2024)
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Schedule J (Form 990) (Rev. 12-2024) FSHD SOCIETY 52-1762747 Page 3

I Part Il I Supplemental Information

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

Schedule J (Form 990) (Rev. 12-2024)

532113 04-01-25 4 5



SCHEDULE M Noncash Contributions OMB No. 15450047

(Form 990) 2025

Complete if the organizations answered "Yes" on Form 990, Part IV, line 29 or 30.

Department of the Treasury Attach to Form 990. Open to Public
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
FSHD SOCIETY 52-1762747
[Part] | Types of Property
(a) (b) (c) (d)
Check if Number of Noncash contribution Method of determining
applicable | contributions or [ amounts reported on noncash contribution amounts
items contributed| Form 990, Part VIII, line 1g
1 Art-Worksofart
2 Art - Historical treasures
3 Art-Fractionalinterests
4 Books and publications
5 Clothing and household goods
6 Cars and other vehicles
7 Boatsandplanes
8 Intellectual property X 1 955,000 .FMV
9 Securities - Publicly traded
10 Securities - Closely held stock
11 Securities - Partnership, LLC, or
trust interests
12  Securities - Miscellaneous
13 Qualified conservation contribution -
Historic structures
14 Qualified conservation contribution - Other
15 Real estate - Residential
16 Real estate - Commercial
17 Real estate - Other
18 Collectivles
19 Foodinventory
20 Drugs and medical supplies .
21 Taxidermy
22 Historical artifacts
23 Scientific specimens
24 Archeological artifacts
25 Other (
26 Other (
27 Other (
28 Other ( )
29 Number of Forms 8283 received by the organization during the tax year for contributions
for which the organization completed Form 8283, Part V, Donee Acknowledgment . 29
Yes | No
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through 28, that it
must hold for at least 3 years from the date of the initial contribution, and which isn’t required to be used for
exempt purposes for the entire NoIdING PeIOT ? 30a X
b If "Yes," describe the arrangement in Part Il.
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions? 31 X

32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
CONtribULIONS Y 32a X
b If "Yes," describe in Part Il.
33 If the organization didn’t report an amount in column (c) for a type of property for which column (a) is checked,
describe in Part II.

For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 990) 2025 Created 12/29/25

LHA 532141 01-13-26
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Schedule M (Form 990) 2025 FSHD SOCIETY 52-1762747 Page 2

Partll | Supplemental Information. Provide the information required by Part I, lines 30b, 32b, and 33, and whether the organization
is reporting in Part I, column (b), the number of contributions, the number of items received, or a combination of both. Also, complete
this part for any additional information.

532142 01-13-26 Schedule M (Form 990) 2025
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ OME No. 15450047
(Form 990) Complete to provide information for responses to specific questions on
(Rev. December 2024) Form 990 or 990-EZ or to provide any additional information. o Publi
Denartment of the Treasur Attach to Form 990 or Form 990-EZ. 0L

P 4 : ; ; : : Inspection
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. P
Name of the organization Employer identification number

FSHD SOCIETY 52-1762747

FORM 990, PART III, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

NO ONE SHOULD FACE FSHD ALONE. THE FSHD SOCIETY IS DEDICATED TO
ACCELERATING RESEARCH TOWARD TREATMENTS AND A CURE WHILE SUPPORTING
INDIVIDUALS AND FAMILIES EVERY DAY. THIS VITAL WORK IS MADE POSSIBLE
THROUGH THE GENEROSITY OF OUR COMMUNITY - PATIENTS, FAMILIES,
VOLUNTEERS, AND DONORS WHO SHARE OUR VISION OF A WORLD WITHOUT FSHD.

FORM 990, PART III, LINE 4A, PROGRAM SERVICE ACCOMPLISHMENTS:

FUNDING RESEARCH: SUPPORTING GROUNDBREAKING STUDIES THAT MOVE
TREATMENTS FROM THE LAB TO REAL LIFE.

INTERNATIONAL COLLABORATION: CONVENING GLOBAL EXPERTS TOJSHARE
DISCOVERIES AND SET RESEARCH PRIORITIES.

FORM 990, PART VI, SECTION B, LINE 11B:
THE BOARD OF DIRECTORS REVIEWS THE FORM 990 PRIOR_TPO ITS FILING. THE FORM
990 IS THEN AUTHORIZED AND SIGNED BY THE SOCIEFY'S PRESIDENT & CEO.

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

THE ORGANIZATION MAINTAINS A WRITTEN CONPLECT OF INTEREST POLICY APPLICABLE
TO OFFICERS, DIRECTORS, AND KEY EMPLOYEES,., ON AN ANNUAL BASIS, COVERED
INDIVIDUALS ARE REQUIRED TO COMPLETE™ANWRITTEN DISCLOSURE IDENTIFYING ANY
ACTUAL OR POTENTIAL CONFLICTS OF INPEREST. DISCLOSURES ARE REVIEWED BY
MANAGEMENT AND/OR THE GOVERNING ,BODYw/AS APPROPRIATE. WHEN A POTENTIAL OR
ACTUAL CONFLICT IS IDENTIFIED, TIHE JNDIVIDUAL IS REQUIRED TO RECUSE
THEMSELVES FROM ANY DISCUSSION OR VOTE RELATED TO THE MATTER, AND THE
GOVERNING BODY DETERMINES WHETHER THE TRANSACTION OR ARRANGEMENT IS FAIR,
REASONABLE, AND IN THE BEST<INTERESTS OF THE ORGANIZATION. COMPLIANCE WITH
THE POLICY IS MONITORED THROUGHOUT THE YEAR.

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

THE ORGANIZATION'S BOARD OF DIRECTORS REVIEWS AND APPROVES THE COMPENSATION
OF THE OFFICERS. THE BOARD IS RESPONSIBLE FOR ESTABLISHING AND MAINTAINING
A COMPETITIVE COMPENSATION PROGRAM FOR THE KEY EXECUTIVES OF THE
ORGANIZATION. THE BOARD MEETS AS NEEDED TO REVIEW THE COMPENSATION POGRAM
AND MAKES RECOMENDATIONS FOR ANY CHANGES. THE REVIEW PROCESS INCLUDES
CONSIDERATION OF COMPARABILITY DATA, SUCH AS COMPENSATION SURVEYS OR DATA
FROM SIMILARLY SITUATED ORGANIZATIONS. THE GOVERNING BODY DOCUMENTS THE
BASIS FOR ITS DECISIONS AT THE TIME COMPENSATION IS APPROVED.

FORM 990, PART VI, SECTION C, LINE 18:
THE FORM 990 IS AVAILABLE ON THE SOCIETY'S WEBSITE, UPON REQUEST, AND ON
THIRD PARTY WEBSITES.

FORM 990, PART VI, SECTION C, LINE 19:
GOVERNING DOCUMENTS, CONFLICT OF INTEREST POLICY, AND FINANCIAL STATEMENTS
ARE AVAILABLE UPON REQUEST.

FORM 990, PART IX, LINE 11G, OTHER FEES:

CONSULTANTS

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990) (Rev. 12-2024)
LHA 532211 04-01-25
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Schedule O (Form 990) 2025 Page 2

Name of the organization Employer identification number
FSHD SOCIETY 52-1762747
PROGRAM SERVICE EXPENSES 1,070,953.
MANAGEMENT AND GENERAL EXPENSES 11,007.
FUNDRAISING EXPENSES 0.
TOTAL EXPENSES 1,081,960.
TOTAL OTHER FEES ON FORM 990, PART IX, LINE 11G, COL A 1,081,960.
532212 04-01-25 Schedule O (Form 990) 2025
49
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SCHEDULE R Related Organizations and Unrelated Partnerships OMB No. 1545-0047
(Form 990) Complete if the organization answered "Yes" on Form 990, Part IV, line 33, 34, 35b, 36, or 37.
(Rev. January 2025) Attach to Form 990. Open to Public
Department of the Treasury . ) B . . Inspection
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information.
Name of the organization Employer identification number
FSHD SOCIETY 52-1762747
Part | Identification of Disregarded Entities. Complete if the organization answered "Yes" on Form 990, Part IV, line 33.
(a) (b) (c) (d) (e) U]
Name, address, and EIN (if applicable) Primary activity Legal domicile (state or Total income End-of-year assets Direct controlling
of disregarded entity foreign country) entity

FSHD GLOBAL INNOVATION HUB, LLC - 99-5019057
75 N, MAIN STREET SUITE 1073
RANDOLPH, MA 02368 CLINICAL TRIAL CAPACITY MASSACHUSETTS 231,807, 337,262 ,FSHD SOCIETY

Identification of Related Tax-Exempt Organizations. Complete if the organization®afswered "Yes" on Form 990, Part IV, line 34, because it had one or more related tax-exempt

il organizations during the tax year.
(a) (b) (c) (d) (e) U] .9
. .. L. . X ) . Section 512(b)(13)
Name, address, and EIN Primary activity Legal domicile (state or Exempt Code Public charity Direct controlling controlled
of related organization foreign country) section status (if section entity entity?
501 (C)(S)) Yes No
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule R (Form 990) (Rev. 1-2025)
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52-1762747 Page 2

Schedule R (Form 990) (Rev. 1-2025) FSHD SOCIETY
Part Il Identification of Related Organizations Taxable as a Partnership. Complete if the organization answered "Yes" on Form 990, Part IV, line 34, because it had one or more related
organizations treated as a partnership during the tax year.
(a) (b) (c) (d) (e) U] (9) (h) U] (i (k)
Name, address, and EIN Primary activity dlari?sille Direct controlling | Predominantincome | Share of total Share of Disproportionate [ Code V-UBI  |General or|Percentage
of related organization (state or entity (related, unrelated, income end-of-year locations? | @mount in box - [Manading| ownership
foreign excluded from tax under assets ocaons’ 1 20 of Schedule | Rartner?
country) sections 512-514) Yes | No | K-1 (Form 1065) [Yes|No

Identification of Related Organizations Taxable as a Corporation or Trust. Complete if the organization answered "Yes" on Form 990, Part 1V, line 34, because it had one or more related

Ry organizations treated as a corporation or trust during the tax year.
(a) (b) (c) (d) (e) U] (9) (h) UM
Name, address, and EIN Primary activity Legal domicile | Direct controlling | Type of entity Share of total Share of Percentage| 512(b)13)
of related organization (state or entity (C corp, S corp, income end-of-year ownership °°mtr.<t°”g‘d
Joreign or trust) assets SILDK
) Yes | No
51 Schedule R (Form 990) (Rev. 1-2025)
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Schedule R (Form 990) (Rev. 1-2025) FSHD SOCIETY 52-1762747 Page 3

PartV  Transactions With Related Organizations. Complete if the organization answered "Yes" on Form 990, Part IV, line 34, 35b, or 36.

Note: Complete line 1 if any entity is listed in Parts Il, Ill, or IV of this schedule. Yes | No
1 During the tax year, did the organization engage in any of the following transactions with one or more related organizations listed in Parts II-IV?
a Receipt of (i) interest, (ii) annuities, (iii) royalties, or (iv) rent from a controlled entity 1a
b Gift, grant, or capital contribution to related organization(S) 1b
c Gift, grant, or capital contribution from related organization(S) 1c
d Loans or loan guarantees to or for related Organization(S) 1d
e Loans orloan guarantees by related Organization(S) 1e
f  Dividends from related OrQaniZatioN(S) A N 1f
g Sale of assets to related organization(s) N N 1g
h Purchase of assets from related organization(S) N 1h
i Exchange of assets with related organization(s) T N 1i
i Lease of facilities, equipment, or other assets to related organization(S) 1j
k Lease of facilities, equipment, or other assets from related organization(s) o a N 1k
| Performance of services or membership or fundraising solicitations for related organization(s) A G 1l
m Performance of services or membership or fundraising solicitations by related organization(S) . L/ N im
n Sharing of facilities, equipment, mailing lists, or other assets with related organization(s) N 1n
o Sharing of paid employees with related organization(S) A 10
p Reimbursement paid to related organization(s) for expenses o L 1p
q Reimbursement paid by related organization(s) for expenses 1q
r Other transfer of cash or property to related organization(s) 1r
s Other transfer of cash or property from related organization(S) .................oco oo ) 1s
2 If the answer to any of the above is "Yes," see the instructions for informationjon who must complete this line, including covered relationships and transaction thresholds.
@ (b) (c) (d)
Name of related organization Transaction Amount involved Method of determining amount involved
type (a-s)

(1)

(2)

(3)

(4)

(5)

(6)

532163 04-01-25 52 Schedule R (Form 990) (Rev. 1-2025)



Schedule R (Form 990) (Rev. 1-2025) FSHD SOCIETY

52-1762747 Page 4

Unrelated Organizations Taxable as a Partnership. Complete if the organization answered "Yes" on Form 990, Part IV, line 37.

Part VI
Provide the following information for each entity taxed as a partnership through which the organization conducted more than five percent of its activities (measured by total assets or gross revenue)
that was not a related organization. See instructions regarding exclusion for certain investment partnerships.
(a (b) O (d) A(e)II " (9) (h) U] 1) (k)
Name, address, and EIN Primary activity Legal domicile P(recliotm(iinant iTCtorc?e arore sec. Share of Share of Diﬁprogor- COd?V-éJBl 20 (General or[Percentage
i ; related, unrelated, 501(c)(3) A~ ionate _famount in box managing N
of entity (state or foreign excluded from tax under orgs_g . total end-of-year allocations?| of Schedule K-1 | Partner? ownership
country) sections 512-514)  lyes|No iIncome assets Yes|No| (FOrm 1065) |yes|no
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Provide additional information for responses to questions on Schedule R. See instructions.
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Form 8868 Application for Extension of Time To File an Exempt Organization

Rev. January 2025 i i
( y ) Return or Excise Taxes Related to Employee Benefit Plans OMB No. 1545-0047

Department of the Treasury File a separate application for each return.
Internal Revenue Service Go to www.irs.gov/Form8868 for the latest information.

Electronic filing (e-file). You can electronically file Form 8868 to request up to a 6-month extension of time to file any of the forms

listed below except for Form 8870, Information Return for Transfers Associated With Certain Personal Benefit Contracts. An extension

request for Form 8870 must be sent to the IRS in a paper format (see instructions). For more details on the electronic filing of Form

8868, visit www.irs.gov/e-file-providers/e-file-for-charities-and-non-profits.

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

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.

Part | - Identification

Type or Name of exempt organization, employer, or other filer, see instructions. Taxpayer identification number (TIN)
Print

FSHD SOCIETY 52-1762747
File by the

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

fingyour [ 75 NORTH MAIN STREET 1073

return. See
instructions. | - Gity, town or post office, state, and ZIP code. For a foreign address, see instructions.

RANDOLPH, MA 02368

Enter the Return Code for the return that this application is for (file a separate application for each return)

[ 01 |
Application Is For Return | Application Is For Return
Code Code
Form 990 or Form 990-EZ 01 Form 4720 (oth€pthan individual) 09
Form 4720 (individual) 03 Form 5227 10
Form 990-PF 04 Form 6069: 11
Form 990-T (sec. 401(a) or 408(a) trust) 05 Form 88 70. 12
Form 990-T (trust other than above) 06 Ferm 5330 (individual) 13
Form 990-T (corporation) 07 Ferm' 5330 (other than individual) 14
Form 1041-A 08 Borm 990-T (governmental entities) 15
® After you enter your Return Code, complete either Part Il or Part II” PafsHl, including signature, is applicable only for an extension of
time to file Form 5330.
® |f this application is for an extension of time to file Form&330, you must enter the following information.

Plan Name

Plan Number
Plan Year Ending (MM/DD/YYYY)
Part Il - Automatic Extension of Time To File for Exempt Organizations (see instructions)
The books are in the care of THE ORGANIZATION
75 NORTH MAIN STREET 1073 - RANDOLPH, MA 02368
Telephone No. 781-30146060 Fax No.

® |f the organization does not have an'9ffice or place of business in the United States, check this box |:|

® |f this is for a Group Return, enter the organization’s four-digit Group Exemption Number (GEN) . If this is for the whole group, check this
box |:| . If it is for part of the group, check this box |:| 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 NOVEMBER 15 ,20 26 , to file the exempt organization return for
the organization named above. The extension is for the organization’s return for:

calendar year 20 25 or
tax year beginning ,20 , and ending . ,20

2  Ifthe tax year entered in line 1 is for less than 12 months, check reason: |:| Initial return |:| Final return
Change in accounting period

3a |If this application is for Forms 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less

any nonrefundable credits. See instructions. 3a| $ 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| $ 0.

For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev. 1-2025)
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