I OMB No. 1545-0047

i 990 Return of Organization Exempt From Income Tax
orm
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations) 2 02 5
Department of the Treas Do not enter social security numbers on this form as it may be made public. Open to Public
.,,T;‘:‘naTr?QVQM"S;NiCZW Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
A For the 2025 calendar year, or tax year beginnin , and endin
B Check if applicable: JC Name of organization UNITED LEUKODYSTROPHY FOUNDATION, INC. D Employer identification number
Address change Doing business as
D Number and street (or P.O. box if mail is not delivered to street address) Room/suite 35-1557361
Name change 1440 W TAYLOR ST 4297 E Telephone number
D Initial return City or town State ZIP code
Ol ., |ericaco IL 60607 (215) 7463211
FoBiTeimisomingi Foreign country name Foreign province/state/county Foreign postal code
[:] Amended return G 784,802
|_—_] Application pending | F Name and address of principal officer: H(a) Is this a group inates? D Yes No

RON CHAPLEAU 1440 W TAYLOR ST, STE 4297, CHICAGO, IL_60607| H(b) Are a|fSubdigipal€s included? [ves[ ] no

| Tax-exempt status: 501(°)(3)D 501(c) ( ) (insert no.) D 4947(a)(1) or D 527 ttach 4 list. See instructions
J__Website: www.ulf.org Mexemption number

K Form of organization: Corporation D Trust D Association l:l Other l L Yea w 1982 | M State of legal domicile:  |N

Summary

1 Briefly describe the organization's mission or most significant activities:

The United Leukodystrophy Foundation serves individuals and families affegted By, .
§ _|?P.KQQY_SHQR’JY.?Y-@?‘.Qh?!‘ﬂif‘_g_i_”_fQIETJ?_ﬁ_QD_@D_d_RF_Q'?‘_Qt_iDﬂR".QQ[‘??.S_9!1!_339 eatmentand ..
£ prevention. o ™ A
% 2  Check this box |:| if the organization discontinued its operat isposed of more than 25% of its net assets.

O | 3 Number of voting members of the governing body (Part VI, line : N 3 13
f 4 Number of independent voting members of the governing b LWEMD) s s = & = + 4 13
;.% 5  Total number of individuals employed in calendar year 20 (PaN 28) . . . ... 5 2
-% 6 Total number of volunteers (estimate if necessary) . . & 6
< | 7a Total unrelated business revenue from Part VI, column NE12i. v o w o w' s & % & @ B 7a 0
b Net unrelated business taxable income from Form 990-T, Pa ined1. . . « & v v oo 7b
Prior Year Current Year
o | 8 Contributions and grants (Part VIII, line 1h) . . . 530,502 465,339
g 9  Program service revenue (Part VIII, line 2g) . 0 0
2 |10 Investment income (Part VIII, column (A), line s 65,818 52,986
@ | 11 Other revenue (Part VIII, column (A), lines 5, ,10c,and 11e) . . . . 0 0
12  Total revenue—add lines 8 through 11 (must e I1l, column (A), line 12) . . 596,320 518,325
13  Grants and similar amounts paid (Part 1 (A), lines1-3) . . . . . . 73,000 33,000
14  Benefits paid to or for members (Part | n(A),lined). . . . . . .. 0 0
) 15  Salaries, other compensation, employﬂ Part IX, column (A), lines 5-10) . . 210,099 172,109
@ |16a Professional fundraising fees ( olumn (A), line 11e) . A8 0 0
8 b Total fundraising expenses (Pa n(D), line25) 24749 L 4
& |17  Other expenses (Part IX, col (A).ines 11a-11d, 11f=24e) . . . . . . . 269,949 277,489
18  Total expenses. Add lines 13 (muist equal Part IX, column (A), line 25) . . . 553,048 482,598
19 Revenue less expenses ne 18 from line 12 .. T 43,272 35727
5 § @ Beginning of Current Year End of Year
§§ 20 Total assets (Pag XWjge . Em 1,576,623 1,745,232
< |21 880 400
35 Net assets qffunddalances. Subtract line 21 from line20 . . . . . . . . . 1,675,743 1,744,832

NI signatureBlock

Under penalties of perjury, | declare thaggiave 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

H Signature of officer Date
e RON CHAPLEAU PRESIDENT
Type or print name and title
Preparer's name Preparer's signature Date PTIN
Paid ; %é /74 Check i
Preparer J SCOTT CHILTON CPA 4/28/2026 | seli-employed |P00299857
Usep0nly Fimsname ___J SCOTT CHILTON CPA &/ Fim's EIN__36-4019188
Firm's address 1013 N 1ST ST, DEKALB, IL 60115 Phone no. _ (815) 758-8141
May the IRS discuss this return with the preparer shown above? Seeinstructions. . . . . . . . ... Yes D No

For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2025) Created 4/30/25
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Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 2

Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Partiit. . . . . . . . . . . |:]

1 Briefly describe the organization's mission:
The United Leukodystrophy Foundation is dedicated to helping_children and adults who have _______ ...
Leukodystrophy and assisting family members, professionals and support services that serve ..
them. The ULF is committed to the identification, treatment and cure ofall
leukodystrophies through programs of education, advocacy, research and service.

2 Did the organization undertake any significant program services during the year which were not listed on
the prior Form 990 or 990-E2?. . . . . . . . . . [] 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? . DYesNo
If "Yes," describe these changes on Schedule O. x

4  Describe the organization's program service accomplishments for each of its three largest progr s, 46 measured by
expenses. Section 501(c)(3) and 501(c)(4) organizations are required to report the amount of ggants allocations to others,
the total expenses, and revenue, if any, for each program service reported.

4a

4b

4c

4d Other program services (Describe on Schedule O.)
(Expenses $ 0 including grants of $ 0 ) (Revenue $ 0)

4e _Total program service expenses 381,430

Form 990 (2025)



Form 990 (2025)  UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 3
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Checklist of Required Schedules

Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If "Yes,"
complete Schedule A . .

Is the organization required to complete Schedule B Schedule of Contnbutors? See |nstruct|ons

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 Schedule C, Part | . ; .
Section 501(c)(3) organizations. Did the organization engage in lobbying actMtles or have a sectlon 501 (h)
election in effect during the tax year? If "Yes," complete Schedule C, Part Il .

Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membershup dues
assessments, or similar amounts as defined in Rev. Proc. 98-197? If "Yes," complete Schedule C, Part Il .
Did the organization maintain any donor advised funds or any similar funds or accounts for which don
have the right to provide advice on the distribution or investment of amounts in such funds or acco
"Yes," complete Schedule D, Part | .
Did the organization receive or hold a conservatlon easement |nclud|ng easements to preserv
the environment, historic land areas, or historic structures? If "Yes," complete Schedule DgPar
Did the organization maintain collections of works of art, historical treasures, or other siff
complete Schedule D, Part Il . : o
Did the organization report an amount in Part X hne 21 for escrow or custodlal account liability*’serve as a
custodian for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt
negotiation services? If "Yes," complete Schedule D, Part IV . s
Did the organization, directly or through a related organization, hold assets in do o]
or in quasi-endowments? If "Yes," complete Schedule D, Part V. ; S8 & v & s %
If the organization's answer to any of the following questions is "Yes," then Iet Schedule D, Parts VI,

VII, VIII, IX, or X, as applicable.
Did the organization report an amount for land, buildings, and equi n X, line 107 If "Yes," complete

Schedule D, Part VI. .

Did the organization report an amount for |nvestments——othe
of its total assets reported in Part X, line 167 If "Yes," complete edule D, Part VII. . .
Did the organization report an amount for investments—program related in Part X, line 13, that is 5% or more

of its total assets reported in Part X, line 167 If "Yes,"” cor@chedwe D, Part VIII. .
I

les in Part X, line 12, that is 5% or more

Did the organization report an amount for other asséts in line 15, that is 5% or more of its total assets
reported in Part X, line 167 If "Yes," complete Schedu IX. .

Did the organization report an amount for other li
Did the organization's separate or consolidated fina

ents for the tax year include a footnote that addresses
IN 48 (ASC 740)? If "Yes," complete Schedule D, Part X. .

Schedule D, Parts Xl and XII. .
Wias the organization included in co independent audited financial statements for the tax year? If "Yes,"
and if the organization answered "N a, then completing Schedule D, Parts Xl and XIl is optional .

Is the organization a school descrified ingsection 170(b)(1)(A)(i))? If "Yes," complete Schedule E .

Did the organization maintain ap o ployees, or agents outside of the United States? .

Did the organization have ag 6’ @ revenues or expenses of more than $10,000 from grantmaking,
fundraising, business, i tmeht, and program service activities outside the United States, or aggregate
foreign investments uex% 0,000 or more? If "Yes," complete Schedule F, Parts land IV. . . . . .
Did the organizati 0 rt IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign org tion2ff "Yes," complete Schedule F, Parts Il and IV . : }

Did the organization re 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 lll and IV . .

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. ;
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 Schedule G, Part Il .

Did the organization report more than $15,000 of gross income from gaming actuvmes on Part Vlll I|ne 9a?

If "Yes," complete Schedule G, Part Il .

Did the organization operate one or more hospital facnmes? /f "Yes complete Schedule H

If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return'7

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 17 If "Yes," complete Schedule I, Parts | and Il .

Yes | No
11 X
X
3 X
4 X
5 X
6 X
7 X
8 X
9 X

inPart X, line 257 If "Yes," complete Schedule D, Part X. .

1Ma| X

11b X
11c X
11d X
11e X
11f X
12a]| X

12b X
13 X
14a X
14b X
15 X
16 X
17 X
18 X
19 X
20a X
20b

21 | X

Form 990 (2025)



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 page 4
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 Schedule |, Parts land Ill . . . . . . N 22 X

23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5, about compensatlon of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If "Yes," complete Schedule J. . . . . . R R 1B =

24a Did the organization have a tax-exempt bond issue with an outstandlng prmcnpal 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 line 26a. . . . . 2 i's 5 BB 24a X

b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary penod exceptlon'7 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during,the

to defease any tax-exempt bonds? . : 24c
d Did the organization act as an "on behalf of" issuer for bonds outstandmg at any t|me dunng the y, 24d

transaction with a disqualified person during the year? If "Yes . complete Schedule L; P . . v v .« .« . . |25a X

25b X

990-EZ7? If "Yes," complete Schedule L, Part | .
26 Did the organization report any amount on Part X, line 5 or 22 for recelvables from
or former officer, director, trustee, key employee, creator or founder, substantial cgntribitor, or 35%
controlled entity or family member of any of these persons? If "Yes," complete Sc % artll: « s + s » @ m s |26 X
27 Did the organization provide a grant or other assistance to any current or for icer gdifector, trustee, key
employee, creator or founder, substantial contributor or employee therw nt s€lection committee
member, or to a 35% controlled entity (including an employee there Iy mber of any of these

persons? If "Yes," complete Schedule L, Part Il . ; .

28 Was the organization a party to a business transaction with ongfof the\% g partles’? (See the Schedule
exceptions).

r founder, or substantial contributor? If

L, Part IV, instructions for applicable filing thresholds, conditi
a Acurrent or former officer, director, trustee, key employee, crea
"Yes," complete Schedule L, Part IV . 5 I S . ... ... ... ... |28a X
b A family member of any individual described in line 28a9®” complete Schedule L, PartIV. . . . . . . . . . |28b X

¢ A35% controlled entity of one or more individuals afd/or'@ganiations described in line 28a or 28b? If

"Yes," complete Schedule L, Part IV . 28c X

29 Did the organization receive more than $25,000 i sMcontributions? If "Yes,” complete Schedule M. . . . . . | 29 X
30 Did the organization receive contributions of art, oricaftreasures, or other similar assets, or qualified
conservation contributions? If "Yes," completgsSeh Mo i o @ wow w3 8 P E S B B EE B B 5 B 30 X

31 Did the organization liquidate, terminate, or rt g and cease operations? If "Yes," complete Schedule N, Part|. . . | 31 X

32 Did the organization sell, exchange, drs orftransfer more than 25% of its net assets? If "Yes,"

complete Schedule N, Part Il . . N} . e < X
33 Did the organization own 100% of regarded as separate from the orgamzatvon under Regulatlons

sections 301.7701-2 and 301.7701£3? IfYes," complete Schedule R, Part|. . . . . 5 OB o m 33 X
34 Was the organization related to empt or taxable entlty’? If "Yes," complete Schedule R Part II

I, or IV, and Part V, line 1 . e - X
35a Did the organization ha entlty thhm the meanlng of sectlon 512(b)(13)’7 S I 1 X

b If "Yes" to line 353, |zat|on receive any payment from or engage in any transaction W|th a controlled

entity within the fs ction 512(b)(13)? If "Yes," complete Schedule R, Part V, line 2 . . . . . . . |35b
36 Section 501(c)(3) ons. Did the organization make any transfers to an exempt non- -charitable related

organization? If "Yes," lete Schedule R, PartV, line2. . . . . . on B B 36 X
37 Did the organization conduct more than 5% of its activities through an entlty that is not a related orgamzatlon

and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, PartVI. . . . . | 37 X
38 Did the organization complete Schedule O and provide explanations on Schedule O for Part VI, lines 11b and

197 Note: All Form 990 filers are required to complete Schedule O . . . . R R T O S S N .- B (. ¢

Statements Regarding Other IRS Filings and Tax Compllance
Check if Schedule O contains a response or note to any line in this Part V..

1a  Enter the number reported in box 3 of Form 1096. Enter -0- if not applicable. . . . . . . . . 1a
Enter the number of Forms W-2G included on line 1a. Enter -0- if not applicable . . . . . 1b
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and
reportable gaming (gambling) winnings to prize winners? . .

Form 990 (2025)



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361
Statements Regardmg Other IRS Filings and Tax Compliance (continued)
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 this return . . 2a 2|
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? . . . . . 2b
3a Did the organization have unrelated business gross income of $1,000 or more during theyear?. . . . . . . . . 3a
b If"Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation on Schedule O. . . . . . 3b

4a Atany 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)? .
b If"Yes," enter the name of the foreign country e
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? .
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction”
¢ If"Yes" to line 5a or 5b, did the organization file Form 8886-T7 .
6a Does the organization have annual gross receipts that are normally greater than $1OO OOO and
organization solicit any contributions that were not tax deductible as charitable contributions? .
b If"Yes," did the organization include with every solicitation an express statement that suclhuee
gifts were not tax deductible? .
7 Organizations that may receive deductlble contnbutlons under sectlon 170(c)
a Did the organization receive a payment in excess of $75 made partly as a contribution andpastf
and services provided to the payor? . o N .
b If "Yes " did the organlzatlon notify the donor of the value of the goods or servicegfprovided? .
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required to file Form 8282? AR - -
If "Yes," indicate the number of Forms 8282 fi Ied dunng the year. . @. | 7d |

Did the organization receive any funds, directly or indirectly, to pay x personal benefit contract? . .
Did the organization, during the year, pay premiums, directly or indirec n @wpersonal benefit contract? . . .
rve&

If the organization received a contribution of qualified intellectual progerty, rganization file Form 8899 as required? .
If the organization received a contribution of cars, boats, airplane les, did the organization file a Form 1098-C? .
8  Sponsoring organizations maintaining donor advised fun id a donor advised fund maintained by the
sponsoring organization have excess business holdings at any timeiguring the year? .
9 Sponsoring organizations maintaining donor advise
a Did the sponsoring organization make any taxable wstn%nder section 49667 .
b Did the sponsoring organization make a distribution t donor advisor, or related person?
10  Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions |ncluded II line12. . . . . . . . . . |10a
b Gross receipts, included on Form 990, Part for public use of club faC|I|t|es Co 10b
" Section 501(c)(12) organizations. Enter:

oQ -« 0O Q

a Gross income from members or shareh : 11a
b Gross income from other sources ( t amounts due or pald to other sources
against amounts due or received fro 8 11b
12a Section 4947(a)(1) non-exempt gharit trusts Is the organlzatlon flllng Form 990 in I|eu of Form 10417 .
b If"Yes," enter the amount of tax-eXgmptjnterest received or accrued during theyear. . . . . | 12b|
13  Section 501(c)(29) qualifie ofit health insurance issuers.
a s the organization licenged ug/qualified health plans in more than one state?. . . . . ;
Note: See the instrl :N ional information the organization must report on Schedule O
b Enter the amount S organization is required to maintain by the states in which
the organization | sed i issue qualified healthplans. . . . . . . . . . . . . . . . [13b
¢ Enter the amount of sonhand. . . . . . . 13c

14a Did the organization receive any payments for indoor tannmg services dunng the tax year'7 s
b If"Yes," has it filed a Form 720 to report these payments? /f "No," provide an explanation on Schedule O

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? .
If "Yes," see the instructions and file Form 4720, Schedule N.

16 Is the organization an educational institution subject to the section 4968 excise tax on net investment income? .
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 49537 . T

TR

2025)

If "Yes," complete Form 6069.

Form 990 (



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 6

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 linein this Partvi. . . . . . . . . . . . .

Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the tax year. . . . 1a
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
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship wi

any other officer, director, trustee, or key employee?. . . . . ; ;
3 Did the organization delegate control over management duties customanly performed by or undem
S

supervision of officers, directors, trustees, or key employees to a management company or other, . 3 X

4  Did the organization make any significant changes to its governing documents since the prior Form 9 as fiigg? . 4 X

5 Did the organization become aware during the year of a significant diversion of the organijzatig ets? 5 X

6 Did the organization have members or stockholders? . i 6 X
7a Did the organization have members, stockholders, or other persons who had the powe I appoint

7a X

one or more members of the governing body? .
b Are any governance decisions of the organization reserved to (or subject to approvg by) members
stockholders, or persons other than the governing body? .
8  Did the organization contemporaneously document the meetings heId or wntten
the year by the following:
a The governing body?. . . . . &.

b Each committee with authority to act on behalf of the governlng bod X A N
9 s there any officer, director, trustee, or key employee listed in Parﬁ/l! A, who cannot be reached

at the organization's mailing address? /f "Yes, " provide the na an ses on Schedule O. . . . 9 X
Section B. Policies (This Section B requests information aoutgdolicie$ not required by the Internal Revenue Code.

Yes | No
10a Did the organization have local chapters, branches, or affiliates? . 3 10a X
b If"Yes," did the organization have written policies and pr: ures governing the actlvmes of such chapters
affiliates, and branches to ensure their operations gge cr@ with the organization's exempt purposes?. . . . . |10b
| members of its governing body before filing the form? . 11a| X

11a Has the organization provided a complete copy of this Fox
b Describe on Schedule O the process, if any, used

12a Did the organization have a written conflict of int
b Were officers, directors, or trustees, and key empjoyge
¢ Did the organization regularly and consiste @ it

describe on Schedule O how this was do i % 5 s 8 E & o®os w

13 Did the organization have a written &Ner pohcy? e :

14 Did the organization have a written M etention and destruction pollcy'7

15 Did the process for determining ¢ e n of the following persons include a review and approval by
independent persons, comparabil and contemporaneous substantiation of the deliberation and decision?

anization to review this Form 990.

st pOliey? If "No," go to line 13. . . 12a| X _
uired to disclose annually lnterests that could glve rise to conﬂ|cts'7 12b| X

(¢}

12c| X

If "Yes" to line 15a o1 5b; the process on Schedule O See mstructnons
16a Did the organizati ntribute assets to, or participate in a Jomt venture or similar arrangement
year’? :
b If "Yes," did the orga follow a written pollcy or procedure requmng the organlzatlon to evaluate |ts
participation in joint ventdre arrangements under applicable federal tax law, and take steps to safeguard
the organization's exempt status with respect to such arrangements? .

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed ~ See Attached Statement

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 D Another's website Upon request D 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
RON CHAPLEAU (815) 748-3211
1440 W TAYLOR ST, STE 4247, CHICAGO, IL 60607

Form 990 (2025)



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response or note to any line in this Part VII . e [:]
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.
e List all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount
of compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® List all of the organization's current key employees, if any. See the instructions for definition of "key employee."

e List 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.
e List all of the organization's former officers, key employees, and highest compensated employees rec more than
$100,000 of reportable compensation from the organization and any related organizations.

e List all of the organization's former directors or trustees that received, in the capacity as a forgjer dirégtor or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any relgtediqg tions.

See the instructions for the order in which to list the persons above.

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

(C)
Position
(A) (B) (do not check more th (D) (E) (F)
Name and title Average box, unless person is '@ Reportable Reportable Estimated amount
hours officer and a diregto ompensation compensation of other
per week 93 from the from related compensation
(list any a g-. organization (W-2/ | organizations (W-2/ from the
hours for i a AR 1099-MISC/ 1099-MISC/ organization and
related 8 5_ @ § 1099-NEC) 1099-NEC) related organizations
organizations 3
below B
dotted line) §
g
96,595 0
0 0
0 0
0 0
0 0
0 0
0 0
0 0
0 0
0 0
(1) JohnKaprich .| __....200
Director 0.00f{ X 0 0
(12)__MargaretMcintyre | __.......200
Director 0.00| X 0 0
(13)__Marilyn Schmiedel | ______....200
Director 0.00| X 0 0
(14)__MicheleHerndon | _....200
Director 0.00{ X 0 0

Form 990 (2025)



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 8
Part VIl Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(C)
Position
(A) (B) (do not check more than one (D) (E) (F)
Name and title Average box, unless person is both an Reportable Reportable Estimated amount
hours officer and a director/trustee) compensation compensation of other
per week 9 5|3 x|e T|m from the from related compensation
(list any a % X § 2 .g -3 § organization (W-2/ | organizations (W-2/ from the
hours for ga: 4 ‘3" § e ] 1099-MISC/ 1099-MISC/ organization and
related 8 f\_:>_ A ¥ g 1099-NEC) 1099-NEC) related organizations
organizations g2 e 3
below 2 g 8 B
dotted line) 1 § §
g
- DRSS RS ———
BN, e e i S
HATY o s i i e s s om
o P CU | N——————
HIY iR E OSE B ST o i
RROY. s ————————— i e R
;| RN S———
[ SIS TOUI S ——
- S SO
(24)
) SR, .. |
1b Subtotal . Y N 96,595 0 0
¢ Total from continuation sheets to Part VII, Sec ALY o i 0 s s e e e 0 0 0
d Total (addlinesibandi1c) . . . . . H» W . . . . . . . . . . . 96,595 0 0
2  Total number of individuals (including but dito those listed above) who received more than $100,000 of
reportable compensation from the organjzatio
3 Did the organization list any formergifi irector, trustee, key employee, or highest compensated
employee on line 1a? If "Yes," corfiplete §chedule J for such individual .
4  For any individual listed on lin sum of reportable compensation and other compensation from
the organization and related izations greater than $150,0007 If "Yes," complete Schedule J for such
individual . .

eceive or accrue compensation from any unrelated organization or individual
anization? If "Yes," complete Schedule J for such person .

5 Did any person list
for services rend

Section B. Independent ors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization. Report compensation for the calendar year ending with or within the organization's tax year.

(A) (B) (c)
Name and business address Description of services Compensation

ojo|Oo|o|o

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)



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 9
Statement of Revenue
Check if Schedule O contains a response or note to any line in this PartVii.............. . . . . . . . . .. D
(A) (B) (C) (D)
Total revenue Related or exempt Unrelated Revenue excluded
function revenue | business revenue from tax under
| sections 51
2 g 1a Federated campaigns . 1a |
§ 5| b Membership dues . 1b
o E ¢ Fundraising events . 1c
£ Y| d Related organizations . , 1d
‘9_5 e Government grants (contnbutvons) 1e
g-,,,E- f All other contributions, gifts, grants, and
55 similar amounts not included above . 1f 465,339
ﬁg g Noncash contributions included in
§§ Imes1a—1f:...........L1jL
h Total. Add lines 1a-1f . i 5 i ;
Business Code |
8 28 0
sg L 0
- L RO —— 0 [
g A‘:’ d 0
2 6 e weee—— o o e
O f All other program service revenue .
g _Total. Add lines 2a—2f . .
3 Investment income (including leldends mterest and
other similar amounts) . . 5,376 35,376
4 Income from investment of tax- exempt bond proceeds b 4 0
5 Royalties . o o e ; 0
(i) Real (ii) 'son
6a Grossrents. . . . . . | 6a
b Less: rental expenses. . | 6b
¢ Rental income or (loss) 6¢c 0 0
d Netrentalincomeor(loss). . . . . . . . ; 0
7a Gross amount from (i) Securities er
sales of assets
other than inventory . . 7a 0 284,087
] b Less: cost or other basis
§ and sales expenses . . 7b 266,477
2 ¢ Gainor (loss) . R (] 17,610
= d Net gain or (Ioss) 17,610 17,610
£ | 8a Grossincome from fundralsmg
S events (notincluding$ __#%7 V0
of contributions reported on@
See Part IV, line 18 . . . . . . | 8a 0
b Less: direct expe es@ .. . . |8b 0
¢ Netincome or (Jjos raising events . . 0
9a Gross incom a activities.
See Part | L o5 @ 8 5 | 98 0
b Less: direct e: 9b 0
¢ Netincome or (los from gammg actlvmes. 0
10a Gross sales of inventory, less
returns and allowances . 10a 0
b Less: cost of goods sold . . 10b 0
¢ Netincome or (loss) from sales of mventory T 0
) Business Code
§ g & . e e s e e—— 0
=L | L SRR, 0
c | L 3R —— 0
_g“‘ d All other revenue . 2 0
= e Total. Add lines 11a—11d . 0} ; el i
12 Total revenue. See instructions. . 518,325] 52,986

Form 990 (2025)



Form 990 (2025)

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

UNITED LEUKODYSTROPHY FOUNDATION, INC.

35-1557361 Page 10

Statement of Functional Expenses

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

[]

(D)

Do not include amounts reported on lines 6b, 7b, (A) By o
85, 9, and 10b of Part VIl Ll | || frmugea | wwenen
1  Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 . 33,000 33,000
2  Grants and other assistance to domestic
individuals. See Part IV, line 22 . 0
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15 and 16 . 0
4  Benefits paid to or for members . 0
5 Compensation of current officers, dlrectors
trustees, and key employees . 0 0
6 Compensation not included above to dlsquahf ed
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) . 0
7  Other salaries and wages . 156,651 31,330 7,833
8 Pension plan accruals and contrlbutlons (mclude
section 401(k) and 403(b) employer contributions) . 0
9  Other employee benefits . A 901 676 180 45
10 Payroll taxes . 14,5 0,918 2,911 728
11 Fees for services (nonemployees) &
a Management. ) 3,296 2,414 779
b Legal. d
¢ Accounting . 7,922 5,801 1,872
d Lobbying . 0
e Professional fundralsmg servnces See Pan IV I|ne 17 0
f Investment management fees . 0
g Other. (If line 11g amount exceeds 10% of line 25 column
(A), amount, list line 11g expenses on Schedule O.) . . . P 29,231 14,849 10,874 3,508
12  Advertising and promotion . 300 285 15
13  Office expenses . 14,253 6,721 2,357 5175
14  Information technology . 60,249 55,318 4,240 691
15 Royaltes. . . . . . . . 0
16 Occupancy. . . . . . 10,679 6,941 3,203 535
17 Travel. . . . ) O 0
18 Payments of travel or entertalnmen
for any federal, state, or local publumk 0
19  Conferences, conventions, and g 124,915 124,016 642 257
20 Interest. . . . 0 0
21 Payments to affi hates ’ 0
22  Depreciation, depletion, and 0 0
23 Insurance. . . . .
24  Other expenses. It
above. (List misc|
line 24e amount €
(A), amount, list line
a Dues, Subscriptions & Filing Fees
b Staff Education .
¢ Special Projects .. 2,655 2,655
. O S 0
e Allotherexpenses .. 0
25  Total functional expenses. Add lines 1 through 24e . 482,598 381,430 76,419 24,749
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 D if
following SOP 98-2 (ASC 958-720) .

Form 990 (2025)



Form 990 (2025) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 page 11
Part X Balance Sheet
Check if Schedule O contains a response or note to any line in this Part X . ¢ &as D
(A) (B)
Beginning of year End of year
1  Cash—non-interest-bearing . ’ 164,550 1 182,564
2 Savings and temporary cash mvestments 0| 2
3 Pledges and grants receivable, net . 0f 3 0
4  Accounts receivable, net . 0| 4 0
5 Loans and other receivables from any current or former off icer, drrector
trustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons . 5
6 Loansand other receivables from other disqualified persons (as defi ned
under section 4958(f)(1)), and persons described in section 4958(c)(3)(B) 0
% 7 Notes and loans receivable, net . S e A 2. 7d i 0
%1 8 Inventories for sale or use . . 8
< 9 Prepaid expenses and deferred charges 830f 9 26,097
10a Land, buildings, and equipment: cost or ¢
other basis. Complete Part VI of Schedule D 10a 21,003 £
b Less: accumulated depreciation . 10b 21,003 0[ 10c 0
11 Investments—publicly traded securities . 1,380,243| 11 1,536,571
12  Investments—other securities. See Part IV, line 11 0 12 0
13  Investments—program-related. See Part IV, line 11 . 0 13 0
14 Intangible assets . 0 14 0
15  Other assets. See Part IV, Ilne 11 0| 15 0
16 Total assets. Add lines 1 through 15 (must equal Ime 33) 1,576,623| 16 1,745,232
17  Accounts payable and accrued expenses . 880( 17 400
18 Grants payable . 0| 18
19 Deferred revenue . ; o[ 19
20 Tax-exempt bond liabilities . 2 0 20
21 Escrow or custodial account liability. Complete Part IV fSche eD. 0
® 122 Loans and other payables to any current or former irector,
g trustee, key employee, creator or founder, sub$tapti utor, or 35%
= controlled entity or family member of any of these 2 G
= [23  Secured mortgages and notes payable to unila d parties
24  Unsecured notes and loans payable to unre third parties
25  Other liabilities (including federal incomgftaX¥pay@bles to related third
parties, and other liabilities not includgo m 5 17-24). Complete
Part X of Schedule D . 5 5 )
26  Total liabilities. Add lines 17 th h sl bomie b ns
4 Organizations that follow F. ASCi958, check here
2 and complete lines 27, 28, %3. | {
'—.: 27  Net assets without donor, J R T 999,175| 27 1,101,549
.‘g 28 Net assets with dogor r%s s T T 576,568 283
£ Organizations \o ow FASB ASC 958, check here || | '
e and complet 9 ugh 33.
g 29 Capital stocl prigeipal, or current funds . 3 :
§ 30 Paid-in or capit , or land, building, or equipment fund
g 31  Retained earnings, dowment. accumulated income, or other funds .
% [ 32  Total net assets or fund balances . ; 1,675,743| 32 1,744,832
Z | 33 Total liabilities and net assets/fund balances . 1,676,623| 33 1,745,232

Form 990 (2025)



Form 990 (2025)  UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361  Page 12
ETI{M Reconciliation of Net Assets
Check if Schedule O contains a response or note to any lineinthisPartXI. . . . . . . . . . . . . D

1 Total revenue (must equal Part VIII, column (A), line 12) . 1 518,325
2 Total expenses (must equal Part IX, column (A), line 25) . 2 482,598
3 Revenue less expenses. Subtract line 2 from line 1. S s P s s B s B om e 3 35,727
4  Net assets or fund balances at beginning of year (must equal Part X, line 32, column (A)) . 4 1,675,743
5 Net unrealized gains (losses) on investments . 5 133,362
6 Donated services and use of facilities . 6
7 Investment expenses . ; 7
8  Priorperiod adjustments . . . . . . . ..o 8
9  Other changes in net assets or fund balances (explain on Schedule O) . ? T 9
10  Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 3
R o 1,744,832

column (B)) . RN R N
Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part XI! .

1 Accounting method used to prepare the Form 990: |:] Cash Accrual

Schedule O.
2a  Were the organization's financial statements compiled or reviewed by an indepengeft
If "Yes," check a box below to indicate whether the financial statements for the ygg
reviewed on a separate basis, consolidated basis, or both.

D Separate basis D Consolidated basis D Both consglid andeparate basis
b Were the organization's financial statements audited by an independgpt us@nt?. . . . . . .
If "Yes," check a box below to indicate whether the financial stater&eds\th ear were audited on a

separate basis, consolidated basis, or both.

Separate basis D Consolidated basis D solidated and separate basis

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

3a As aresult of a federal award, was the organizatio

Uniform Guidance, 2 C.F.R. Part 200, Subpart F?

b If"Yes," did the organization undergo the require
required audit or audits, explain why on Sch

N o undergo an audit or audits as set forth in the

3a X

dit or audits? If the organization did not undergo the
d describe any steps taken to undergo such audits . . . . . 3b
Form 990 (2025)
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SCHEDULE A . i . OMB No. 1545-0047
(Form 990) Public Charity Status and Public Support |
Complete if the organization is a section 501(c)(3) organization or a secti 4947(a)(1) nonexempt charitable trust. 2 025
Attach to Form 990 or Form 990-EZ. Open to Public

Department of the Treasury
Internal Revenue Service

Name of the organization

UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361
Reason for Public Charity Status. (All organizations must complete this part.) See instructions.

The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i)-
2 [:] A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990).)
3 D A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
4 I___I A medical research organization operated in conjunction with a hospital described in section 1
hospital's name, city, and state: i

An organization operated for the benefit of a college or university owned or operated by a go
section 170(b)(1)(A)(iv). (Complete Part II.)

Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Employer identification number

(3]
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Q.
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o
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o
=
(7]
(5]
(2]
=
o
=
-—
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o

An organization that normally receives a substantial part of its support from a govern
described in section 170(b)(1)(A)(vi). (Complete Part I1.)

|:| A community trust described in section 170(b)(1)(A)(vi). (Complete Part 1)

D An agricultural research organization described in section 170(b)(1)(A)(ix) opgrate
or university or a non-land-grant college of agriculture (see instructions). Ente
UNIVEISItY.: e

10 D An organization that normally receives (1) more than 33 1/3% of its sup

receipts from activities related to its exempt functions, subject to ce

support from gross investment income and unrelated business {a

acquired by the organization after June 30, 1975. See sectio

11 D An organization organized and operated exclusively to test

12 D An organization organized and operated exclusively for th
one or more publicly supported organizations described in sectign 509(a)(1) or section 509(a)(2). See section 509(a)(3).
Check the box on lines 12a through 12d that describes the type 6Psupporting organization and complete lines 12e, 12f, and 12g.

a D Type l. A supporting organization operated, superyised, controlled by its supported organization(s), typically by giving
the supported organization(s) the power to re§ujarijyappgint or elect a majority of the directors or trustees of the supporting

~

© o

tions; and (2) no more than 33 1/3% of its

€
N (less section 511 tax) from businesses
a omplete Part Il.)

fit of, to perform the functions of, or to carry out the purposes of

organization. You must complete Part IV, Sec dB

b E] Type II. A supporting organization supervis ontolled in connection with its supported organization(s), by having
control or management of the supporting nization vested in the same persons that control or manage the supported
organization(s). You must complete Part ]V, §ections A and C.

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

d D Type lll non-functionally int . A stipporting organization operated in connection with its supported organization(s)
that is not functionally integra anization must generally satisfy a distribution requirement and an attentiveness
requirement (see instructions

e E] Check this box if the organigation ¢eceived a written determination from the IRS that it is a Type 1, Type Il, Type Il

functionally integrated, or T
rganizations. . . . |—___6|

f Enter the number of supp e
g Provide the followingginfor| onjabout the supported organization(s).

(i) Name of supported orgapizati (ii) EIN (iii) Type of organization | (iv) Is the organization | (v) Amount of monetary (vi) Amount of
(described on lines 1-10 | listed in your governing support (see other support (see
above (see instructions)) document? instructions) instructions)

Yes No
(A)
(B)
(©)
(D)
(E)
Total 0 0

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990) 2025 Created 4/11/25
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Schedule A (Form 990) 2025 UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 2
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 IlI. If the organization fails to qualify under the tests listed below, please complete Part 1.)
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.") . . . . . 570,742 567,746 574,918 530,502 465,339 2,709,247

2 Tax revenues levied for the
organization's benefit and either paid

to or expended on its behalf. . . . . . 0
3 The value of services or facilities
furnished by a governmental unit to the
organization without charge . . . . . . 0
2,709,247

4 Total. Add lines 1 through3 . . . . . .
5 The portion of total contributions by

each person (other than a

governmental unit or publicly

supported organization) included on

line 1 that exceeds 2% of the amount

shown on line 11, coumn (f) . . . . . . 122,625

6  Public support. Subtract line 5 from line 4 2,586,622

Section B. Total Support
Calendar year (or fiscal year beginning in) (a) 2021 (b) 2022 (d) 2024 (e) 2025 (f) Total
7 Amounts fromline4. . . . . . . . . 570,742 567,7464 530,502 465,339 2,709,247

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

rents, royalties, and income from
similarsources . . . . . . . . . . . 43,130 3 7 31,354 41,591 35,376 188,838

9  Net income from unrelated business
activities, whether or not the business is
regularly carriedon. . . . . . . - L 0

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

11  Total support. Add lines 7 through 10 . . B

12 Gross receipts from related activities, etc. (see in THEY S T L R

2,898,085

13  First 5 years. If the Form 990 is for the organiz second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here € . "R . . . . . . . . .o e I:l
Section C. Computation of Public §
14  Public support percentage for 2025 (line @ @ (), divided by line 11, column () . . . . . . . . . . . . 14 89.25%
15 Public support percentage from 202 dile’, Partll, line14. . . . . . . . . . . .. 15 91.17%
16a 33 1/3% support test—2025, th@tion did not check the box on line 13, and line 14 is 33 1/3% or more, check this box

and stop here. The organizgti a s a publicly supported organization. . . . . . . . . L Lo

anization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this

b 33 1/3% support test
ualifies as a publicly supported organization. . . . . . . . . .. e I__—]

box and stop here. Th
17a
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
OFGANIZAtION . . . « & & o b o v e s e e e e e e e e e e e E e e e e s e s e e e e e D

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

OIEBIZAtION. © o ¢ ® ¢ B 5 Eom g w oy wom s omoe sm KB F R W EH S EE AW v X ma ek P ENEE RS w e I:]
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see

THSIFUCHONG s & o i » o v o 6o § 8 & @ 805 9 & 4 0 o @ & oo o 58 5 B BE Ly g s B e o e A B E W E BB B Bt D

Schedule A (Form 990) 2025



(SFc;\renggg%o? Schedule of Contributors

(REG BERTARERAY) Attach to Form 990, 990-EZ, or 990-PF.

Department of the Treasu . .
|m:ma| Revenue Sewicery Go to www.irs.gov/Form990 for the latest information.

Name of the organization
UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361
Organization type (check one):

OMB No. 1545-0047

Employer identification number

Filers of: Section:

501(c)( 3 ) (enter number) organization

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

527 political organization
@ ion

Form 990 or 990-EZ

Form 990-PF 501(c)(3) exempt private foundation

4947(a)(1) nonexempt charitable trust treated as a priva

Oodogi

501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.

Note: Only a section 501(c)(7), (8), or (10) organization can check boxes fi 3 t eneral Rule and a Special Rule. See
instructions. ’\

General Rule

I:| For an organization filing Form 990, 990-EZ, or 990-PF that rec , during the year, contributions totaling $5,000
or more (in money or property) from any one contributo@)lete arts | and |l. See instructions for determining a

contributor's total contributions.

L 4

Special Rules

iling Form 990 or 990-EZ that met the 33 1/3 % support test of the
(A)(vi), that checked Schedule A (Form 990), Part Il, line 13, 16a, or
during the year, total contributions of the greater of (1) $5,000; or

ne 1h; or (ii) Form 990-EZ, line 1. Complete Parts | and Il.

For an organization described in section 501
regulations under sections 509(a)(1) and 1Z0(b)/
16b, and that received from any one coniil)
(2) 2% of the amount on (i) Form 990, &art

D For an organization described in M(c}(?), (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the year, totaficontriutions of more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purpo he prevention of cruelty to children or animals. Complete Parts | (entering
"N/A" in column (b) instea ontributor name and address), Il, and Il

in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
ar, tributions exclusively for religious, charitable, etc., purposes, but no such
contributions to oredfian $1,000. If this box is checked, enter here the total contributions that were received
during the year for usively religious, charitable, etc., purpose. Don't complete any of the parts unless the
General Rule applies t0 this organization because it received nonexclusively religious, charitable, etc., contributions

totaling $5,000 ormore duringtheyear. . . . . . . . . . ..o e e e S

I:] For an organizatio
contributor, duri

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
UNITED LEUKODYSTROPHY FOUNDATION, INC.

Employer identification number
35-1557361

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

(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
1 lonis Pharmaceuticals Person

Payroll  [_]

Noncash D

omplete Part Il for
cash contributions.)

Foreign Country: .
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contribution Type of contribution
2 Minoryx Therapeutics . Person

Payroll D

Noncash

(Complete Part Il for
noncash contributions.)

(a)
No.

(d)

Type of contribution

Person
Payroll  [_]

Noncash

(Complete Part Il for
noncash contributions.)

(a)
No.

Total contributions

(d)

Type of contribution

Person
Payroll I___]
Noncash |:|

(Complete Part Il for
noncash contributions.)

(a)
No.

(c)

Total contributions

(d)

Type of contribution

Person
Payroll  [_|
Noncash D

(Complete Part Il for
noncash contributions.)

(a) (b)

No. Name, address, and ZIP + 4

(c)

Total contributions

(d)

Type of contribution

6 Kent Richter

Person
Payroll D

Noncash D

(Complete Part Il for
noncash contributions.)

Schedule B (Form 990) (Rev. 12-2024)
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Page 2

Name of organization

Employer identification number

UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361
m Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7. | CalicolLifeSciences, LLC . Person
130 VeteransBvd . Payroll [ ]
South San Francisco CA . 94080 .. | % . 10,000, Noncash
Foreign State or Province: _____ _ _________________ omplete Part Il for
Foreign Country: .. n@pcash contributions.)
() (b) (c) (d)
No. Name, address, and ZIP + 4 Total contribution Type of contribution
8| Bruce & ElenaBorchardt Person
10041 Sunriseln Payroll [ ]
SantaAna .. CA_._.92705 | S St {000, Noncash [ ]
Foreign State or Province: ______ __ _________________ (Complete Part Il for
Foreign Country: .. noncash contributions.)
(a) (b) (d)
No. Name, address, and ZIP + 4 i al contributions Type of contribution
el Person
Payroll  [_]
Noncash
(Complete Part Il for
noncash contributions.)
(a) (b) & < ’ (c) (d)
No. Name, address, and ZIP + 4 \ Total contributions Type of contribution
10 Person
Payroll |___]
_______________________ 10,000 Noncash [ ]
(Complete Part Il for
noncash contributions.)
(a) (c) (d)
No. Total contributions Type of contribution
11| TheTJXCompaniegdnc ¥ Person
_________________________________ Payroll D
________________________________________________________ 10,000 Noncash [ ]
_____________________________ (Complete Part Il for
______________________________________ noncash contributions.)
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution

Person D
Payroll  [_|
Noncash D

(Complete Part Il for
noncash contributions.)

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



SlhERLLED Supplemental Financial Statements _

(Form 990)

(Rev. December 2024)

Complete if the organization answered "Yes" on Form 990,
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.
Attach to Form 990.

Open to Public

Department of the Treasury I 5
Internal Revenue Service Go to www.irs.gov/Form990 for instructions and the latest information. nspection
Name of the organization Employer identification number
UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361

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

A D WON =

(<]

IEZXI Conservation Easements

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

Total number at end ofyear. . . . .

Aggregate value of contributions to (during year)
Aggregate value of grants from (during year) . . . .
Aggregate value at end of year . a B
Did the organization inform all donors and donor advisors in writing that the assets held in dono,
funds are the organization's property, subject to the organization’s exclusive legal control? . §
Did the organization inform all grantees, donors, and donor advisors in writing that granisfungds be used
only for charitable purposes and not for the benefit of the donor or donor advisor, or fgf purpose

conferring impermissible private benefit? .

Complete if the organization answered "Yes" on Form 990, Part IV, li

Purpose(s) of conservation easements held by the organization (check all that apr

1
[:] Preservation of land for public use (for example, recreation or education) [:] Ple lon of a historically important land area
D Protection of natural habitat ation of a certified historic structure
D Preservation of open space -
2 Complete lines 2a through 2d if the organization held a qualified @KW ntribution in the form of a conservation
easement on the last day of the tax year. Held at the End of the Tax Year
a Total number of conservation easements . .2 . \ g w E @ B 2a
b Total acreage restricted by conservation easements . N R 2b
¢ Number of conservation easements on a certified historic stru includedonline2a. . . 2c
d Number of conservation easements included on line 2¢ acquired r July 25, 2006, and
not on a historic structure listed in the National Registerg®™ . . . . . . . . . . . . . . 2d
3 Number of conservation easements modified, trarsferr@sed, extinguished, or terminated by
the organization during the tax year . - k A R T I
4 Number of states where property subject to con ioMgasement is located . . N I
5 Does the organization have a written policy reg periodic monitoring, inspection, handling of
violations, and enforcement of the conservatigg.e entsitholds?. . . . . . . . . . . . . . . .. [:]Yes D No
6 Staff and volunteer hours devoted to moni @ specting, handling of violations, and enforcing
conservation easements during the yea N T N T S
7  Amount of expenses incurred in mgni z&inspecﬁng, handling of violations, and enforcing
conservationeasementsduringth% T R T T R R S
8 Does each conservation easemegttepo on line 2d above satisfy the requirements of section 170(h)(4)(B)(i)
and section 170(h)(4)(B)(ii)? . o OYes L No
9 InPartXIll, describe how the grganize nreportsconservationeasementsinitsrevenueandexpensestatementandbalance
sheet, and include, if applicablefthtext of the footnote to the organization's financial statements that describes the
organization's accounting oRservation easements.
Organizatighs Maintaining Collections of Art, Historical Treasures, or Other Similar Assets
Completedf theforgapization answered "Yes" on Form 990, Part IV, line 8.
1a If the organization 8ectedfas permitted under FASB ASC 958, not to report in its revenue statement and balance sheet
works of art, historical théasures, or other similar assets held for public exhibition, education, or research in furtherance of
public service, provide in Part XIlI the text of the footnote to its financial statements that describes these items.
b If the organization elected, as permitted under FASB ASC 958, to report in its revenue statement and balance sheet works
of art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public
service, provide the following amounts relating to these items.
(i) Revenue included on Form 990, Part VIIl, line 1. . . . . . . . . . . ... S
(i) Assets included in Form 990, PartX. . . . . . . . . ... : SRR
2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the
following amounts required to be reported under FASB ASC 958 relating to these items.
a Revenueincluded on Form 990, Part VIl line 1. . . . . . . . . . . . e 3 . o= s ormae
b Assetsincludedin Form990, Part X . . . . . . . ; $
Schedule D (Form 990) (Rev. 12-2024)

For Paperwork Reduction Act Notice, see the Instructions for Form 990.
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Schedule D (Form 990) (Rev. 12-2024) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 Page 2

m 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 l:] Public exhibition d I___| Loan or exchange program
b D Scholarly research

e D Other
c D Preservation for future generations
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part
Xl
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? .

Escrow and Custodial Arrangements
Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or repo
990, Part X, line 21.
1a s the organization an agent, trustee, custodian, or other intermediary for contributions or other.
included on Form 990, Part X? . 5 6 ¢ 22 i i ¢F s oul @
b If"Yes," explain the arrangement in Part XlIl and complete the following table.

[:I Yes D No

unt on Form

|:| Yes I:] No

Amount
¢ Beginning balance . 1c 0
d Additions during the year . 1d
e Distributions during the year . 1e
f Ending balance . 1f 0

ial account liability?
een provided in Part XIII .

2a Did the organization include an amount on Form 990, Part X, line 21, for e
b If"Yes," explain the arrangement in Part XlIl. Check here if the expl

DYesm No
[

GEAA'M Endowment Funds L 4
Complete if the organization answered "Yes" on F 1V, line 10.
(a) Current year (c) Two years back (d) Three years back (e) Four years back
1a Beginning of year balance . 1,380,243 1,199,928 1,392,526 931,328
b  Contributions . i@ 8 71,228 55,235 371,493
¢ Netinvestment earnings, gains,
and losses . I 44,107 145,480 -192,833 114,168
d Grants or scholarships. . . . . . 25,000 53,000 53,000 15,000
e Other expenditures for facilities
and programs . ; 2,500 2,000 9,463
f Administrative expenses .
g Endofyearbalance. . . . . . . ,243 1,380,243 1,361,136 1,199,928 1,392,526
2 Provide the estimated percentage of the €ur: r end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowmignp . . 58%
b Permanentendowment o
¢ Termendowment & Y
The percentages on lines 2a, 2b, 2grshould equal 100%.
3a Are there endowment funds e possession of the organization that are held and administered for the
organization by: Yes | No
(i) Unrelated org 3a(i) X
(ii) Related org 3a(ii) X
b If"Yes" online 3 elated organizations listed as required on Schedule R?. . . . . . . . . . . 3b

4 Describe in Part Xl nded uses of the organization's endowment funds.
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 basis (b) Cost or other basis (c) Accumulated (d) Book value
(investment) (other) depreciation
1a Land. C 0 ol 0
b Buildings. . . . . . . . 0 0 0 0
¢ Leasehold improvements . 0 0 0 0
d Equipment. 0 21,003 21,003 0
e OWers « o o n o o o w o o oo 4 0 0 0 0
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)



Schedule D (Form 990) (Rev. 12-2024) UNITED LEUKODYSTROPHY FOUNDATION, INC.

35-1557361 Page 3

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

o

(1) Financial derivatives .

(2) Closely held equity interests . . . . . . . . . . 0

(3) Other

TR L, S D SRS

Total. (Column (b) must equal Form 990, Part X, line 12, col. (B)) .
Investments—Program Related

Complete if the organization answered "Yes" on Form 990, Part IV, li

(a) Description of investment (b) Book value

~
(c) Method of valuation:
Cost or end-of-year market value

(1)
(2)
(3)
(4)

(5)
(6) A

()

(8)

(9)
Total. EColumn (b) must equal Form 990, Part X, line 13, col. (B)) . 0

Other Assets
Complete if the organization answere

" onjForm 990, Part IV, line 11d. See Form 990, Part X, line 15.

(b) Book value

(1)

(2)

(3)

(4)

(5)

(6)

(7)

(8)

(9)

Part X, line 15, col. (B)) .

Complete
line 25.

Total. (Column (b) must equal F
Other Liabil
if'the n

ization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X,

1 (a) Description of liability

(b) Book value

(1) Federal income taxes

(2)

3)

(4)

(5)

(6)

(7)

(8)

()]

Total. (Column (b) must equal Form 990, Part X, line 25,c0l.(B).. . . v s s & w

2. Liability for uncertain tax positions. In Part XIlI, provide the text of the footnote to the organization's financial statements that reports the
organization's liability for uncertain tax positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part XIll . .

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



Schedule D (Form 990) (Rev. 12-2024) UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361 page 4

PS4l Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
Complete if the organization answered "Yes" on Form 990, Part 1V, line 12a.

1 Total revenue, gains, and other support per audited financial statements. . . . . . . . . . . . . 1 651,687
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12: ‘ !
a Net unrealized gains (losses) oninvestments. . . . . . . . . . . . . 2a 133,362
b Donated services and use of facilites . . . . . . . . . . . . . . .. 2b
¢ Recoveries of prioryeargrants. . . . . . . . . . . ..o 2c
d Other (DescribeinPart XIIL) . . . . . . . . . . . . 2d
e Add lines 2a through 2d . : 133,362
3 Subtract line 2e from line 1. . ; 518,325
4  Amounts included on Form 990, Part VIII hne 12 but not on I|ne1
a Investment expenses not included on Form 990, Part VIIl, line7b. . . . . 4a
b Other (DescribeinPartXlL). . . . . . . . . . . . . . . ... 4b
¢ Addlines 4aand 4b . . 0
5  Total revenue. Add lines 3 and 4c (Th/s must equal Form 990 Pan/ I/ne 12) 518,325
Reconciliation of Expenses per Audited Financial Statements With*Expe per Return
Complete if the organization answered "Yes" on Form 990, Part 1V, li w%
1 Total expenses and losses per audited financial statements . i B oi s N 4 1 482 598
Amounts included on line 1 but not on Form 990, Part IX, line 25:
a Donated services and use of facilites. . . . . . . . . . . . . . .. a |
b Prior year adjustments .
¢ Other losses .
d Other(DescnbelnPartXIII) e : 2
eAddImesZathrouthd.................’......._..... 2e 0

3  Subtractline 2e fromline1. . . . . ?\\ e e 3 482,598

4 Amounts included on Form 990, Part IX, Ime 25 but not on I|n d

a Investment expenses not included on Form 990, Part VIII, li \ ; 4a
b Other (Describe in Part XII1.) . A 4b
¢ Addlines 4aand 4b . .

5  Total expenses. Add lines 3 and 4c. (Th/s must equal Form 990

Supplemental Information

4c 0
il line18.): « « + « s 5 w @ s 5 482,598

2: Part XI, lines 2d and 4b; and Part XII, lines 2d and 4 omplete this part to provide any additional information.

Provide the descriptions required for Part Il, lines 3, 5, aﬁ& ' lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line

Schedule D (Form 990) (Rev. 12-2024)
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CZYi9.[} Supplemental Information (continued)

Schedule D (Form 990) (Rev. 12-2024)
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ

OMB No. 1545-0047

(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.

Attach to Form 990 or Form 990-EZ. Open to Public
Dopansolhe ey Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number

UNITED LEUKODYSTROPHY FOUNDATION, INC. 35-1557361

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990) (Rev. 12-2024)
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UNITED LEUKODYSTROPHY FOUNDATION, INC.

35-1557361

Part VI, Line 17 (990) - States with Which a Copy of this Form 990 is Required to be Filed

——

| __|Armed Forces the Americas
Armed Forces Europe
Alaska

Alabama

Armed Forces Pacific
Arkansas

American Samoa
Arizona

California

Colorado

Connecticut

District of Columbia
Delaware

Florida

Federated States of Micronesia
Georgia

Guam

Hawaii

lowa

Idaho

lllinois

Indiana

Kansas

Kentucky

[ b b [ b b {1111

LL <] |

pepepeepe] 1 pepe] T b [ 1 [ x| [ <] |

Louisiana
Massachusetts
Maryland

Maine

Marshall Islands
Michigan
Minnesota
Missouri
Commonwealth of the Northern Mariana Islands
Mississippi
Montana

North Carolina
North Dakota
Nebraska

New Hampshire
New Jersey
New Mexico
Nevada

New York

Ohio

Oklahoma
Oregon
Pennsylvania

| |Puerto Rico

Depepe] x| pepe ] | |

Palau

Rhode Island
South Carolina
South Dakota
Tennessee
Texas

Utah

Virginia

U.S. Virgin Islands
Vermont
Washington
Wisconsin
West Virginia

: Wyoming

® 2028 Universal Tax Svstems Inc. and/or its affiliates and licensors. All rights reserved.



