Form 99@ i OMB No. 1545-0047
Return of Organizalion Exempt From Income Tax 2024
inder section 501{c}, 527, or 4947(a)(1} of the Internal Revenue Dode {axcept private foundations)
Do not enter sacial security numbers oa this form as it may he made public.

Department of the Treasury

Internal Revenue Service Go to www.irs.gov/Formg9() for instructions and the latest information.
&  For the 2024 calendar vear, or tax year beginning  7/01 , 2024, and ending 6/30 20 2025
B Check if applicable: c i3 Employer identification numbar
Address change  |CYSTINOSIS RESEARCH FOUNDATION 32-0067668
Name change 18200 VON KARMAN AVENUE #920 . Telephone numbar
et return IRVINE, CA 92612 9492237610
Final return/terminated
Amended return G Gross receipts § 3,229,152,
Application pending| ¥ Name and address of principal officer: H(a) Is this a group return for suburdinates?ii Ves _}-gl No
Do L) dinates i ? o
| SAME AS C ABQVE Vgl gbodnates poet  Llves [ we
i Taceerptstatus:  [X]801¢ey@ | [501(0) ¢ ) (insertnoy | J4MiayDor | [527
4 Website: WWW . CYSTINOSISRESEARCH . ORG H{c) Group examption number
Form of organization: L}g Corporation L‘ Trust I_J Assoclation [J Other ' L. Year of formation: 2003 | M state of legal domicile: (U4
L Summary
1 Briefly describe the organization's mission or most significant activilies: R SCHEDULE_Q.
0 i ot 2t ot o ot o ot 1 o o e et e e oy ot ot et 5t et e o ot m e o e ot et oo o e ot ot e e e
6
& ‘
& e e s o o o o e s i n it e o o ot e e et e ot o ot o Lt ot e ot ot o et et 1 ay ot et oy 2t 2t o oo e e e oe e
£ e o e e e e o et e e e 1 et et e e o e o e o e
2| 2 Check this box if the arganization discontinued its pperations or dispesed of more than 25% of its net assets.
B
@i 3 Number of voling members of the governing body (Part V1, line Tay. .. ... 3 H
‘:‘;’; 4 Number of independent voting members of the governing body (Part VI, lina Ty ...t A 17
& 5 Total number of individuals empioyed in calendar year 2024 (Part V, tine 2a).......... .o ivinn 5 3
g & Tetal number of volunteers (estimate I NeCESSANYY. ... vt 4] [
<F1 7z Total unrelated business revenue from Part VI, column (), lne 12 .o o e Ta 0.
b Net unrelated business taxable income from Form 990-T, Part L line T1.. .o i, h .
Prior Year Current Yeuy
o 8 Contributions and grants Part VIIL Bine ThY. ... . 2,739,787, 2,445, 467 -
& % Program service revenue (Part VL line 20 . ... oo
% 10 Investment income (Part VEI, column (&), lines 3, 4, and 7d). oo 447,518, 731,857,
i | 11 Oiher revenue (Part VI, column (A), lines 5, 6d, 8¢, 9¢, 10c, and 11&). ... oot
12 Tolal revenue - add lines 8 through 11 (must equal Part VI, column (A), line 12).. ... 3,187,305, 3,177, 424
18 Grants and similar amounts paid (Part IX, column (A), lines 1-3)...........oovoiiin 3,106,189, 2,203,637,
14 Benefits paid to or for members (Part BG column (A), line 40 ..o
" 15  Saleries, other compensation, employse benefits (Part IX, column (A), lines 5103 ... .. 67,846, T8, 4493,
}‘ﬁ 18a Professional fundraising fees (Part IX, column (A), fine 1ie). . ... s,
K%i b Total fundraising expenses (Part [X, column (D}, iine 25)
17 Other expenses (Part 1X, column (A}, Iines 11a-11d, 17:248). . ........... ... .. 0. aR3,077. 1,155,877,
F 4 Es
18 Tolal expenses. Add Hnes 13-17 {(must equal Part IX, column (A), line 25)............. 4,157,212, 3,438,007,
1%  Revenue less expenses. Subtract line 18 from line 12.......... A -869,907. 260,583,
58 Bayinning of Curvent Year End of Year
%,§ 20 Total assets (Part X, line 16) ... 10,415,384, 10,023, 960,
{’,fg 21 Total liabifities (Part X, NG 26) ... o0 e s 7,660,297, 5 507,429,
23 22 7,746,091 7,522,531,

| ar/20e6

Sigﬂ " 7 . Date 4
Here GEQFFREY STACK ‘ TRUSTEE

Type or print name and title

Preparer's name Preparer's signature ’ Date heck LJ it PTiN
Paid PETER MONTGOMERY K self-employed PO1209820
Freparer |Fim's name MONTGOMERY, GLICK & COMPANY
Use Only |rims sgress 23801 CALABASAS RD STE 103 Fim'sEIN 954489850

CALABASAS, CA 51302 Phoneno. B818~099~5967

May the IRS discuss this return with the preparer shown above? See iNSIUCHONS . . ..o e s e [%] ves | [ mo

BAA For Paperwork Reduction Act Notice, ses the separate instructions. TEEAGTOIL 12/12/24 Form 880 (2024}



Form 990 (2024) CYSTINOSIS RESEARCH FOUNDATTION 32-0067668 Page 2

1 Briefly describe the crganization's mission:
SEE SCHEDULE O

2 Did the organization undertake any significant program services during the year which were not listed on the prior
FOrm 990 0f 990-EZ2 ...t [] Yes [¥] mo
If "Yes," describe these new services on Schedule .

% Did the organization cease conducting, or make significant changeas in how it conducts, any program services?. . .. [I Yas @ Mo
If "Yes," describe these changas on Schedule €,

4 Describe the organization's program service accomplishments for each of its three largest program services, as measurad by expensas,
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.

fa (Code: y (Expenses S 3,072,586. including grants of $ ) (Revenue 5 )

4b (Code: ) Expenses § including grants of § y (Revenue § )

Ac (Code: ) (Expenses & including grants of $ ) (Revenue $ )

4d Other program services (Describe on Schedule 0.)

(Fxpenses 5 including grants of  § Y (Revenue $ )

de Total program service expenses 3,072,586,
BAA TEEAGDZL  09/05/24 Form 920 (2024)




Form 990 (2024)  CYSTINOSTS RESEARCH FOUNDATION 32-0067668 Page 3
A Checldist of Reqguired Schedules

Yes! Mo
1 Is the grganization described in section 501(c)(3) or 4947(a)(1) (other than z private foundatior)? /i "Yes," completa
SO A o i e e e e e ] h4
2 s the organization required to complete Schedule B, Schedule of Contributors? See instructions.. ... veieviiie i 2 h4
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 Schedile G, Part I . e 3 X
4 Section 501{¢)3) organizatisns. Did the organization engage in labbying activities, or have a section 507 (h) election
in effact during the tax vear? IF "Yas," complata Schadule C, Part [ . . i e e 4 X
§ Is the organization a section 501(c)(@), 501(c)(5), or 50T{c}(6) crganization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedurs 98-197 /f "Yes, " complete Schedule C, Part Ili. ... .. g 4
& Did the organization maintain any donor advised funds or any similar funds or accounts for which doners have the right
g profvide advice on the distribution or investment of amounts in such funds or accounts? If "Yes,” complete Scheduie D, y
£ PP & )
7 Did the organization receive or hold a conservation easement, inciuding easements to preserve open space, the )
environment, historic land areas, or historic structures? If "Yes, " complete Schedule D, Part . ... ... ..., 7 )4

& Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes, "
complete Schedule [, Part 1l . . e 8 b4

9 Did the crganization report an amount in Part X, line 21, for escrow or custedial account liability, serve as a custedian
for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation
services? If "Yes, " complete Schedule D, Fart IV e e e e ] X

10 Did the organization, direct{l,y or through a related organization, hold assels in donor-restticted endowinents
or in quasi-endowmenis? If "Yes, " complete Schedtle D, Fart V. . e

11 If the organization's answer to any of the following questions is "Yes," then compiete Schedule D, Parts VI, VI, VIII, X,
or X, as applicable.

a Did the org,anization report an amount for land, buildings, and equipment in Part X, line 107 If "Yes, " complete Schedule

D, Pt Ve e e Mal X
b Did the crganization report an amount for investments - other securities in Part X, line 12, that is 5% or mare of its total
zssets reported in Part X, line 187 If "Yes, " complete Schedile D, Part V. . 0 e e 1ib X
¢ Did the organization repart an amount for invastmants — program related in Part X, line 13, that is 5% or more of its total
assats reported in Part X, line 167 If "Yes, " complete Schedule D, Part VIl .. i i e 11ic X
d Did the organization report an amount for other assets in Part X, line 15, that is 5% or mare of its total assets reported ]
in Part X, line 162 if "Yes, " complete Schedule D, Part 1. . i i e 11d X
¢ Did the organization report an amount for other liabilities in Part X, line 257 If "Yes, " complele Schedule D, Part X.. ... 11le} X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the orgamzation's liability for uncertain tax pesiticns under FIN 48 (ASC 740)7 If "Yes," complete Schedule D, Part X... | 11t ¥
12a Did the organization oblain separate, independent audited financial statements for the tax year? If "Yes, " complete ]
Schedule D, Parts Xi and Xl . . . e e e e 2a; X
b Was the organization included in consolidated, independent audited financial statements for the tax year? If "Yes," and
if the organization answered "No" to line 12z, then completing Scheduié D, Parts X! and Xli is optional . ............... 12 X
13 Is the organization a schoo! described in section T70(bY(1)(A) (N7 /¥ "Yes," complete Schedufe £........... ..., 13 X
tda Did the organization maintain an office, empleyees, or agents outside of the United States?. . ... .. oo iin 14a A

b Did the organization have aggregate revenuas or expensas of more than $10,000 from grantmaking, fundraising,
business, Investment, and program service activities outside the United States, or aggregate foreign investmeants vaiued

at $100,000 or more? If "Yes, " complate Schedule F, Parts | and IV . .. o e 14| X
18 Did the organjzation report on Part [X, column {A), line 3, more than $5,000 of grants or cther assistance to or for any
foreign organization? I "Yes, " complete Schedule F, Parts I and 1V .. e 15 X

16 Did the organization report on Part X, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuais? If "Yes," complete Schadule F, Parts i and IV .. . 18 .4

17 Did the organization report a total of more than $15,000 of expanses for professional fundraising services on Part IX,

column (A), lines 6 and 11e? If "Yes," complafe Schedule G, Part I, See instructions. ... ... ..o oo, 17 p4
12  Did the organization report more than $15,000 totat of fundraising event gross income and contributions on Part VIt
lines 1c and 8a7 [f "Yes, " complate Schedule G, Parl 1. 18 X
18 Did the crganization report more than $15,000 of gross income from gaming activities on Part VI, Hne Sa? If "Yes,"
COMPlEtE SCREOUIE G, Part H . o o i it e et e e e 19 )4
20a Did the organization operate one or more hospital facilities? /f "Yes, " complete Schedule H........... ... oo it i X
B If "Yes" to line 20a, did the organization attach a copy of its aud‘ited.ﬁnancial statements to this return?. ............... 20k

21 Did the crganization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part X, column (A), line 17 If "Yes, " complete Schedule |, Parts land il..................... 21 X

BAS, TEEADI03L  09/05/24 Form 958 (2024)




Form 990 (2024) CYSTINOQSIS RESEARCH FOUNDATION 320067668 Page 4
Yes | No
22 Did the organization report mara than $5,000 of arants or other assistance to or for domestic individuals on Part BX,
column {A), line 22 If "Yaes," complate Schedule I, Parts Fand 1. .. ... i 22 X
23 Did the organization answear "Yes" to Part VII, Section A, ling 3, 4, or 5, about compensation of the organization's current
and former officers, direclors, trustess, key employeas, and highest compensated employees? If "Yes,” complete
BB . o e 23 X
24n Did the arganization 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 Schedufe K, 1 "No, " go fo line 25 .o e 2da ¥
B Did the organization invest any proceeds of tax-exempt bends beyond a temporary petiod exception?. ......... ... ... 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year fo defease
ANY LAX-BXEMIL BONTS T Lttt i e e e e e 24¢
d Did the organization act as an "on behalf of' issuer for bonds cutstanding at any time during the year?. ... 244
258 Section 501(cH3), 501{ck4), and 501{c}{29 organizations. Did the organization engage in an excess benefit
fransaction with a disqualified person during the year? {f "Yas, " complete Scheduie L, Part L ........................ .. 28a X
B iz the orpanization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the fransaction has not been reported on any of the organization's prior Forms 930 or 890-EZ2? If “Yes, " complete
BT oT e s 731 AU T o O 25k )4
26 Did the organization report any amount on Part X, fine 5 or 22, for receivables from or payables {0 an%( current or
former officer, director, trustee, key employee, creator or founder, substantial contributor, or 35% controlled entity
or family member of any of these nersons? If "Yas," complete Schedula L, Part IF.. ... 0 o iiiiioiaiinn, 26 X

27 Did the organization provide a grant or other assistance to any qurrent or former officer, director, trustee, key
employee, creator or founder, substantial contributor or employee thereof, a grant selection commiitee
member, or to a 35% controlled entity (including an employee thereof) or family member of any of these
persans? If "Yes," complete Schedule L, Part 1. o

2% Was the organization a party to a business transaction with one of the following parties? (See the Schadule L, Part 1V,
instructions for applicable filing threshelds, conditions, and exceptions).

A current or. former officer, director, trustee, key emplovee, creator or founder, or substantial contributor? /f

[s*]

"Yes, " complete SeHeaUE L, Part IV, e e 28z X
i A family member of any individual described in line 28a? if "Yes, " complete Schedufe L, Part V... 0o 285 ¥
¢ A 35% controfled entity of one or more individuals and/or arganizations described in line 28a or 28b7 /f "Yes, "
complete Schedule L, Fart V. ........ e e 28¢ b4
29 Did the organization receive more than $25,000 in noncash contributions? If "Yes, " complete Schedula M. ............. 25 hid
30 Did the organization receive contributions of art, historical treaéures} or other similar assets, or qualified conservation
contributtons? IF "Yes, " complate Schedule M ... e 30 X
%1 Did the organization liquidate, terminate, or dissolve and cease operations? /f "Yes, " complete Schedufe N, Part f. ... .. 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? if “Yes, " complete
Schedide N, Part ll ... . e e 52 X
33 Did the organization ewn 100% of an entity disregarded as separaie. from the organization under Regulations sections
301.7701-2 and 301.7701-37 J/f "Yes, " complete Schadule R, Part ... . e 33 X
34 Was the organization related to any tax-exempt or taxable entity? /f "Yes, " complete Schedule R, Part I, 1ll, or IV,
BNG P Y, 08 . e e e e 34 X
38a Did the organization have a contrelled entity within the meaning of section B12M(13Y2 ..., 38a £
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)7 If "Yes, " complete Schedule R, Part V, line 2........ ... il 35b
36 Seclion 5071{c)(3) organizations. Did the organization make any transfers to an exempt non-chariable refated :
arganization? f "Yas, " complete Schedule R, Part V. line 2 ... ... 38 X
37 Did the crganization conduct more than 5% of its activities through an entity that is not 2 related organization and that is
treated as a pattnership for federal income tax purposes? /f "Yes, " complete Schedule R, Part VIL.............. . ... a7 X
38 Did the organization complete Schedule O and provide explanations on Schedule O for Part VI, lines 11b and 197 a8 X

Note: All Form 990 filers are raquired to complete Schedule O, o o

V| Siatements Regarding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response or note to any lineinthisPart V. ... s

Yo Enter the number reported in box 3 of Form 1096, Enter -0- if not applicable . ............. 1a 9t
b Enter the number of Forms W-2G included on line Ta. Enter -0~ if not applicable. . ......... 1h 0}

& Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
{aambling) WiNNINGS 10 PriZE Wi BIS 2 L i ittt it it e s et e e e

BAA TEEAGIDAL  09/05/24

Form 280 (2024)



32-0067668

Page §

Form 990 (2024) CYSTINOSIS RESEARCH FOUNDATION
; : Statements Regarding Other IRS Filings and Tax Compliance (confinued)

2a Enter tha number of employees reported on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year covered by this return. .. .. 2a

b If at least ane is reported en fine 2a, did the organization file all required federal employment tax returns?

da 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)?. ... ...

b If "Yes," enter the nama of the foreign country

See instructicns for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).

&a Does the organization have arnual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible as charitable contributions? . ..., .. ... oo oo

b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts wers
Nt tax dedUG T L

7 Organizations that may recelve deductible contributions under section 176(c).

a Did {he organjzation receive a f:ayment in excess of $75 made partly as a conlribution and partly for goods and
services Provided 10 the payOr?. e

¢ Did the organization sell, exchange, or otherwise dispose of tangible.personz! property for which it was requived to file
BT BT L e e

b4
5b X
B¢
Ga ) 4

g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899
as required?. ... ... e e e e e e

9 Sponsoring organizations maintaining donor advised funds,
a Did the sponsoring organization make any taxable distributions under section 49667 ... ... o

10 Section 501{c)7) organizations. Enter; .

a Initiation fees and capital contributions included on Part VI, line 12, ... 0o oot i0a
b Gross receipts, included on Form 890, Part VI, line 12, for public use of club facilities. . . .. 10b
11 Section 501{c){12) organizations. Enter:
a Gross income from members or shareholders.................... ... .. e e e iia
b Gross income from other securces. éDo not net amounts due or paid to other sources ]
against amounts due or received from them.). ..o o ke
1Za Section 4247(a)(1} non-exempt charitable trusts. [s the organization filing Form 990 in lieu of Form 10412 ............
b If "Yes," enter the amount of tax-exempt interest received ar accrued during the year. .. . .. | 12b]

13 Section B0UcH2%) qualified nonprofit health insurance issuers,

a |s the organization licensed to issue qualified health plans in more than one state? . ... .. oo oo e e

Mote: See the instructions for additional information the organization must report on Schedule C.

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. ... ... .. o ... 13b

¢ Enter the amount of reserves on hand ..o oo 13

b If "Yes," has it filed a Form 720 to report these payments? if "No, " provide an explanation on Schedule ©..............
15 s the erganization subject to the section 4950 tax on payment(s) of more than $1,000,000 in remuneration ot

16 Is the organization an educationak institution subject to the section 4968 excise tax on net investrent income?.. ... ...,
If "Yes," complete Form 4720, Schedule C.
17 Sectior 501(c)21) organizations. Did the lrust, or any disqualified or other persan, engage in any activities that would

If "Yes," complete Form 6069,

BAA TEEAQTOSL  09/05/24.




Fﬁrm 920 (2024) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 6

.| Governance, Management, and Disclosure. For each "Yes" response fo lines 2 through 7b below, and for
a “No" response fo line 8a, 8b, or 10b below, describe the circumstances, processes, or changes on

bchedule 0. See instructions.

Check if Schedule O contains a response or note to any lineinthis Part VI . ... L}Z[

Saction &, Governing Body and Management

Yes | Mo

1a Enter the number of voting members of the governing body at the end of the tax year.. .. .. Ta
If there are material differences in voling rights among members
of the govelnmg body, or if the governing bedy delegated broad
authorily to an executive committeg or similar committee, explain on Schedule O.

b Enter the number of voting members included on line 1a, above, who are independent. .. .. 1h

2 Did any officer, diractor, trustes, or kay employee have a family relationship or a business relationship with any other

officar, director, trusiees, or key employee? .. .. SEE. SCHEDULE Q. .
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision

of officers, directors, trustees, or key employees {o a management company or other person?.... ... ..o, 3 h:4
4 Did the organization make any significant changes to its governing docurments

since the prior Form 980 was fled f . . .t i i e e e e 4 )4
5 Did the organization become aware during the year of a significant diversion of the organization’s assets?. ............. B H
% Did the organization have membears or stockholders . . o i & ¥
7a Did the erganization have members, stockholders, or other persons who had the power to elect or appoint one or more

memnbers of the governing Body? ..o i e 7a X

i Are any governance decisions of the organrzation reserved to (or subject to approval by) members,

8 Did the orqamzatlon comemporaneously document the meaetings held or written actions undertaken during the year by
the foltowing:

B TR OVEITING DOy 2. oo et et e e e e ga| X
b Fach committes with authority to act on behalf of the governing body?. ... v i e e e gb| ¥
& g there any officer, director, trustee, or key employea listed in Part Vil, Section A, who cannot be reached at the -
arganization's mailing address? If "Yes, " provide the names and addresses on Schedwle O. ... ... o 9 X
Section B. Policies (This Section B requests information about policies not reguired by the Internai Revenue Code. )
Yes | Mo
10a Did the organization have local chapters, branches, or ATAIES T, .o et e 10a X
§s If "Yes," did the organization have written policies and procedurss govermng the activities of such chapters, affiliates, and branches to ensure their
operations are consistent with the arganization’s BXEmMpt PUII0SEST . . Lttt i e 1ok
T11a Has the organization provided a complete copy of this Form 950 to all members of its gavermng body before filing the form?. .. ... o 1la| X

by Describe on Schedule O the process, if any, used by the organization te review this Form 990. SEE SCHEDULE O [
12a Did the organization have a written conflict of interest policy? If "No,"goto fine 13 ... .. . i  ier

b Were officers, directors, or trustees, and kay employees required to dlsclose annually interasts that could give rise

(o 10Tk 11 =12 12
¢ Did the organization regularly and consrstently monitor and enforce compliance with the policy? I "Yes, " describe on
Schedule o) how z‘his was o‘one SEE SCHEDRIIL F O 12¢

15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

a The organization's CEO, Executive Director, or top management official, ... ... i e

v Other officers or key employees of the orgamization. ... .. . e i i e i
If "Yes" to line 15a or 15b, describe the process on Schedule O. See instructions,
1Ga Did the organization invest in contribute assets to, or participate in 2 joint venture or similar arrangement with a

b If "Yes," did the organization follow a written policy or procedure requiring the organization fo evaluate its
parilclpatlon in joint venture arrangements under applicable federal tax law, and take steps to safeguard the .
organization's exempt status with respect 1o sUCh armangements?. .. .

Section C. Discloswre
17 List the states with which a copy of this Form 9290 is required to be filed _CA

18 Section 6104 requires an organization to make its Forms 1023 51024 or 1024-A, if applicable), 920, and 920-T (sectlon 501 (c){a)s anly)
available for public inspection. Indicate how you made these available. Check all that apply

Own website @ Another's website Igl Upon request D Other {explain on Schedufe O)
18 Describe on Schedule O whethsr ¢and if so, how) the organization made iis governing documents, canflict of interest policy, and financial statements available to

the public during the tax year. SEE SCHEDULE O
26 State the name, address, and telephone number of the person who possesses the organizalion's books and recerds.

GEOFFREY STACK 19200 VON KARMAN AVENUE, STE 520 IRVINE CA 52612 845 756-5059
BAA TEEAGI0BL 09/05/24 Form 280 (2024)




Form 990 (2024) CYSTINOSIS RESEARCH FOUNDATION ° 32-0067668 Page 7
' [ Compensation of Officers, Directors, 1rustees, Key Employees, Highest Compensated Employees, and
Independent Contraclors
Check if Schedule O contains a respense or note to any line inthis Part VIE. .o o oo i D
Section A. Qfficers, Direclors, Trustees, Key Employees, and Highest Compensated Employees
Ta 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.
® List all of the organization's current officers, diractars, 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 employes."
@ List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee)
who recaived 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.
& List all of the organization's former officers, key employees, and highest compensated employees who received more than $100,000
of reportable compansation from the arganization and any related organizations.
® List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the
crganization, more than $10,000 of reportable compensation from the organization and any related organizations.

See the instructions for the order in which {o list the persons above.,

[5_{] Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee,

©
{A) ‘ {B) (dd not cl]ii:oksgi?)?e_lhan one (o) {E) )
Name and title Average bex, unless persen is both an ] Rapfort_able Reportable Estimated amount
s R a”d_;:”zi‘”gtf“;mg} e craanoaton” | Ses braannations | comper ol o
é:'ifi %dovr § ;% g g § g‘% ?q MISEC8BNES) sl gD th}ggﬁ%&%}n}f
organiza- [@ | S & &g
i | Bla| 18| ¢
dotted i 3
ling) @ % é
(1 NANCY J. STACK | 40 _
CHAIR ~ TRUSTEE 0 X X Q. 0. 0.
_& GECFFREY STACK 4 0 _
VICE CHAIR-TTEE 0 X X 0, 0 0
& DONALD L, SOLSBY | 4
TREASURER - TTE 0 X X 0. 0 0
_&) MARCU ALEXANDER | L0
TRUSTEE 0 b 0 0 0
8 STEPHANTE CHERQUIL, PHD _ | | 0
TRUSTEE 0 X 0. [ G
_{& BRUCE CRAIR 20
TRUSTEE 0 X 0. 0 0
_ JILL_EMERSON, CPA_ . 0.
TRUSTEE 0 X 0. 0 o
_® DENICE FLERCHINGER __ ___ _0
TRUSTEE G X 0. O {0
& CLAY EMERSON, PHD, PE, CEM __ | O
TRUSTEE 0 X Q. 0 G
G0 ANGELA KIRCHOFE _ | _0_
TRUSTEE 0 X 0. 0. 0.
4% STEPHEN L, JENKINS [ .0
TRUSTEE G X 0. 0. 0.
(2 DAVID W. MOssMAN 1O
TRUSTEE. 0 X 0. 0. 0.
{3 REVIN PARTINGTON _ | 0
TRUSTEE 8] A G. 0. 0.
{14 TERESA PARTINGTON 1 0
TRUSTEE 0] X 0. 0. 0.

BAA TEEADIO7L  09/05/24 Form 890 (20243



Form 990 (2024) CYSTINOSIS RESEARCH FOUNDATION 32~0067668 Page 8
i ik | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (ontinved)

©
(A) ) (B) {dio not ch;:(]kﬁrtrllgpe than one (D) (E) (F}
Narme and title Average | BOX, Uniess person is both an Reportable Reportable Estimated amount
hours officer and a director/trustes) | compensation from compensation from of other
per week |o E ? o P i.hewt\}rgamzatmn relate(\dNorPanlzaimns co|i:|npen5at|on from
Jetery BBHE | 8 28| g | wiscrosNED) MISCHO9NES) the organization
related ja g @ 210 E & orgarnizations
or(_i_aniza~ g g g -é_ ﬁ A
ons 5 X[ 8 & o
below = ‘rFB 3
| EE :
Ll
015 KRISTEN MURRAY _ | | 0 _|
TRUSTEE 0 X 0. 0. 0
06 BRIAN STURGIS | 0 _)
TRUSTEE 0 X 0. 0 0.
(7) BARBARA KULYK _ __ __ _____ | 0 _
TRUSTEE 0 X 0. D 4
as ]
D e e
L U R
B P S
e 4]
R
L I
B e
Th Subtotal 0. 0. 0.
¢ Total from continuation sheets to Part VIl, Section AL . ........................ 0. 0. 0.
d Tofal (addd fines Thand Ic). ... ... 0. 0. 0.

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

from the organization 0

3 Did the organization list any former officer, director, trustee, key employee, or highest cornpensated employee
on line 1a? If "Yes, "compleie Schedule J for such individual

4 For any individual listed on line 1a, is the sum of reportable compensatlon and other compensation from
the organization and related organlzatlom greater than $150,0807 if "Yes complete Schedule J for

L0 o BT 11 e | = S U S O PR

§ Did any person listed on line 1a receive or accrue compensatio‘n from any unrelated organization or individual

for services rendered to the organization? /f "Yes," complete S‘Ichedule JTOr SUCh PEISOR. .o

Section B. Independent Coniractors

1 Complete this table for your five highest compensated !ndependent contractars that received more than $100,600 of
compansation from the organization. Report compensation for the calendar yea’r ending with or within the organization's tax year.

{A)
Name and business address

{8)
Description of sarvices

o
Compensation

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

$100,000 of compansation from the organization

0

BAA

TEEAG108L 09/05/24

Form 998 (2024)



F orrn 890 (2024)

CYSTINOSIS RESEARCH FOUNDATION

32-D067568 Page ¢

VHll| Statement of Revenue

Check if Schedule O contains a response or note to any line inthis Part VIL ... o o e e R U

Srmnis,

freiiosr Aot

Tonnbuions, Gi
and Other S

1

a
b
C
d
e
f

=3

Federated campaigns......... 1a

Membership dues............. 1b

Fundraising events............ ic 350, 606.

Related organizations......... | 14

Government grants (contributions) . ... | le

All other contributions, gifts, grants, and

similar amounts not included above ... | 1F | 2,094, 861,

Moncash contributions included in
lines Ta-1f. ... ... ... 1g

Total. Add lines Ta-1T. ... o o o s

a Bevenue

¢

Program Semy

2a

W o B3 a0 o

Business Gode

{A)
Total revenue

2,445,467,

)
Related or Unrelated Revenue
exempt businass excluded from tax
function revenue under sections

All other program service revenue. . ..

Total. Add lines 2a-20 . ... ..o i

by Revenie

L1

Ta

Ba

Ya

4]

10a

b Less: direct expenses...... 9b

b Less: cost of goods sold. ... tH]
¢ Net income or (loss) from sales of inventory........ ..

Investment income (including dividends, interest, and
othcrS!mllaramounts)......4................ e

Income from investment of tax-exempt bend ploceeds
Rovalties. ..o e

783,685,

{i) Real (i) Personal

Grossrents..... ... |6a

Loss: rental expenses | &l

Rental income or (ioss) | 5¢

Net rental income or (10S8) ... .o vi i et .

@ross amount from (i) Sacurities (iiy Other

sales of assets
other than inventor

Less: cost or other }gasis
and sales expenses 7h 51,728,

Gainor (loss) . ..... |7¢c -51,728.

Net gain of Joss) .. v i it

Gross income from fundraising events
(not including & 350,606,
of contributions reported on fine 1c).

See Part iV, line 18............ fa

l.ess: direct expenses...... gb

Net income or (ess) from fundraising events. .........

Gross income from gaming activities.
See Part IV, line19......... e 9a

Met income or (Joss) from gaming activities......... ..

Gross sales of inventory, less. .. ..
returns and allowances. ......... iHE

Busihiess Code

11a
b
c
d

Miscellaneots
Rovenue

@

Total, Add lines 1Ta-TTd oo e

12

Totad revenue. See instructions............ AN

3,171,424,

731,957, 0.

BAA

TEEAQT09L 09/05/24

Form 988 (2024)



I-orm 990 (2024) CYSTINOSIS RESEARCH FOUNDATIOI\] 32-0067668 Page 18
PartIX | Statement of Functional Expenses
Sectwn 501(0)(3) and 501(c)(4) organizations must complete all co!umns Alf oiher organizations must complefe column (A).

Check if Schedule O contains a response or note o any lineinthisPart (... o . ooy T [—|
Do not include amounts reported on fines (A) (B} ( € @
0 1oL IBCILGE 2GS TEN0Mer 0 Total expenses Program service Management and Fundiraising

Gh, 7h, 8b, 9b, and 10b of Part Vili.

1 Grants and other assistance to domestic
organizations and domestic governments,
See Part IV, line 21 ... ... o 1,766,737. 1,766,737
Grants and other assistance to domestic

individuals, See Part iV, line22 ............

3 Grants and other assistance to foreign
organizations, foreign governments, and for-
gign individuals. See Part IV, lines 15 and 1 436,900. 436,900

4 Benefits paid to or for members............

5 Compensation of current officers, directors,
trustees, and key employees . .............. 0. 0. 0. 0.

g Compansation not included above to
disqualified persons (as defined under
section 4358({M(1)) and persens described
in section 4868RBY. ... e e 0. 0. 0. 0.

7 Other salaries and wages . ... ooev e on 72,607. 69,318, 3,289,

u Pension plan accruals and contributions
{include section 401 (k) and 403(h)
employer contributions) . ...................

8 Other employee benefits ...................

WM Payrolltaxes .. ..o 5,886, 5,303, 583.
i1 Fees for services (nonemployees):

EXpensas general expenses axpenses

3

blegal ..o 13,039, 13,039,
£ ACCOUNTING. 91,943, 13,188, 67,486, 11,269,
dlobbying. ... o
¢ Professional fundraising services. See Part I¥, line 17. ..
f investment management fees..............

g Other. (I line 11g amount sxceeds 10% of line 25, column
(A, amount, list iine 11¢ expenses on Schedule i) Yoo

12 Advertising and promotion. ... ..o 34,524, 5,183, 29,341,
I8 Office Xpenses . ... i '
14 Information technology.......... ..ol
18 Royalties........ ...
TE OCCUPANCY . et s
17 Travel . ..ooooiii

18 Payments of travel or entertainment
expenses for any federal, state, or local
public officials. .. ......... ...

19 Conferences, conventions, and meetings. ...
20 Inferest...... .
21 Paymentsto affiliates......................
22 Depreciation, depletion, and amortization. . .. 8,786.

28 INSUFANCE .

24 Other expenses. ltemize expenses not
covered above. (List miscellaneous expenses
on line 24s. If line 24e amount exceeds 10%
of ling 25, column (&), amount, list line 24e
expenses on Schedule O.) ...

EDUCATION 521 329. 521,328,

a
B MAGAZINE _ 156,655, 123,787, 32,868.
¢ WEBSITE 96,554, 24,3139, 43,449, 28,966,
d QUTSIDE SERVICES 88,864, 64,500. 6,364, 18,000,
g All other expenses. .. ..., 128,069, 13,0489, 64,083, 50,827,
25 Total funckional expenses. Add lines 1 through 24e. . .. 3,438,007, 3,072,586, 185,264. 171,371,

26 Joint costs. Complete this line only if
the organization reported in column (B)
joint costs from a combined educational
campaign and fundraising sclicitation.
Check here D if following

SOP 98-2 (ASC OBB-720%. .. ..o
BAA TEEAOT10L 09/05/24 _ Form 90 (2024)




Orm 990 (2024) CYSTINQSIS RESEARCH FOUNDATION 320067668 Page 17
H Balance Sheet
Check if Schedule O contains a response of note to any ine i this Part X..o e e H

A
Beginning of year

{B
End of) year

T Cash — non-interest-bearing. .. .o oo e b
2 Savings and temporary cash investments. . ... .. . o e 5,144,486, 2 4,442,951,
3 Pledges and grants receivable, net.. ... o 3
4 Accounts receivable, net .. ... . e e 4
& Loans and other receivables from any current or former officer, direcior,
trustee, key empleyee, creator or founder, substantial contributer, or 35%
controlied entity or family member of any of these persons.....................
6 Loans and other receivables from other disqualified persens (as defined under
section 4958(H(1)), and persons describaed in section 4958 EYBY. ..ol
7 Notes and loans receivable, Nel .. .
BB Inventories for sale OF USE. ... ittt e
%_ 8 Prepaid expenses and deferred charges. .. ... o i
“ 10a Land, buildings, and equipment: cost or other basis.
Complete Part VI of Schedule D.... ... S 10a 152,621 . s
b Less: accumulated depreciation. ...l 10b 152,621,
11 Investments - publicly traded securities. .. ... 5,140,525 | 11 5,540,957,
12 Investments — other securities. See Part IV, Jine 11, ... o oo oot 12
13  Invesimenis — program-related. Sea Part IV, line 1., .. ... ... ... L 13
T4 Intangible assele. ..o o id
185 Otherassels, SeePart IV, line 1100 e 64,774 .| 18 33,075,
16 Total assets. Add lines 1 through 15 (must equal line 33).. ... oo v 10,415,384, 16 10,028,960,
17 Accounts payable and accrued eXpenses.. ... oo i 31,780, 27,965,
18 Granis pavable . ... e 2,572,904, 2,445,953,
19 Deferred revenus ..o i e P
20 Taxraxempt bond liabilities . . o e
@ 21 Escrow or custodial account liability. Complete Part IV of Schedula DL ... ...,
E 22 Loans and other payables to any current or former officer, directar, trustes,
o key employee, creator or founder, substantial contributor, or 35%
;5‘3 controlied entity or family member of any of these persens............. il s
23 Secured mortgages and notes payable to unrelated third parties................ pract
24 Unsecured notes and loans payable to unrelated third parties................... 24
25 Other liabilities (including federal income tax, payables to related third parties,
and other liabilittes not included on lines 17-24), Complete Part X of Schedule D.
26  Total liabilities. Add lines 17 through 25. ... oo vnn s e
@ Organizations that follow FASE ASC 958, check here @
& and complete lines 27, 28, 32, and 33, i
% 27 Net assets without donor restrictions. ...
28 Net assets with donor restrictions. ... o oo i
‘E Organizations that de not follow FASE AST 958, check here l:l
L,‘?; and complete lines 29 through 33.
B 29 Capital stock or trust principal, or current funds. ... 0 o
2 30 Paid-in or capital surplus, or land, building, or equipment fund, .................
ﬁl 31 Retained earnings, endowment, accumulated income, or other funds............
% 32 Total net assets or fund balances. ..o o i 7,746,091 .82 7,522,531,
@1 33 Tolal liabilities and net assets/fund balances. . ........... ... o o0 10,415,384, 33 10,029,960,

ol
=
s

TEEAOTVIL 08/D5/24.

Form 880 (2024)



Form 990 (2024) CYSTINOSIS RESEARCH FOUNDATION 32~0067668 Page 12
| Reconciliation of Net Assels

Check it Schedule O contains a response or note to any line inthis Part X1 ..o o n
1 Total revenue (must equal Part VIE, column (&), Iine 12)..... ..o 1 3,177,424,
2 Total expenses (must equal Part IX, column (A), line 28).......co 2 3,438,007,
3 Revenue less expenses. Subtractline 2 fromline 1.... ... . 3 =260, 583
4 Net asseis or fund balances at baginning of year {must equal Part X, line 32, column (A)). ................. 4 7,746,091,
8 Net unrealized gains (losses) on investments. ... i i 5 37,023
& Donated services and use of facilities. ... . o o 8
T VESImMEN @) DB ES oo ittt e e e 7
B Prior period adiustmEnts . . .. e e e %
® Other changes in net assets or fund balances (explain on Schedule O). ... oo 8 0.
10 Net assets or fund halances at end of year, Combine lines 3 through § {must equal Part X, line 32,
GO ) L oo o e e e 16 7,522,531,

| Financial Statements and Reporting

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

1 Accounting method used to prepare the Form 990: DCash @Accrua! [:J Other

if the organization changed its method of accaunting from a prior year or checked "Cther,” explain
on Schedule O,

2z Were the organization's financial statements compiled or reviewed by an independent accountani? .............. ... ...
If "Yes,* check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both.
[j Separate basis EIConsolidated basis D Both consolidated and separate basis

i "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate
basis, consolidated basis, or both.

@ Separate basis l:] Consolidated basis [—] Bolh consolidated and separate basis

¢ It "Yes" to line 2a or 2b, does the organization have a cemmitiee that assumes responsibility for oversight of the audit,
review, of compilation of its financial statements and selection of an independent accountant?

if the organization changed either its oversight process or selection progess during the tax year, explain
on Schedule C.

3g As a resutt of 2 federal award, was the organization required to-undergo an audit or audits as set forth in the Uniform ' ]
Guidance, 2 C.F. R Part 200, SUbpart F 2. e e 3a b4
 I¥ "Yes," did the organization undergo the reguired audit 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 stchaudits .. ... v 3
BAA TEEAOTTZL  09/05/24 Form 990 (2024)




OMB No. 1545.0047

ic Chari u |
SCHEDULE A Public Charity Status and Public Support

{Form 990} Complete if the srganization is a seclion 501((:)(3% organization or a section 202@
A947{a)1) nonexempt charitable trust.

Attach {0 Form 920 or Form 980-EZ,

Department of e reasuly Gio to www.irs.gov/Form990 for instructions and the latest information.
Namea of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32~0067668

Reason for Public Charity Status. (All organizations must complete this part.) See instructions.
The org_anization is not a private foundation because it is: (For lines 1 through 12, check only one box.)

1 H A church, conventien of churches, or association of churches described in section T70(h)1) (AN

A school described in section T70th){1)AXi). (Attach Schedule E (Form 290).)

A hospital or a cooperative hospital service organization described in section 170(B)13AXD.

A medical research organization operated in conjunction with a hospital described in sectien T?0()}TYAN). Enter the hospital's
name, city, and state:

da s B

3 D An crganization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)}1XAXivY. (Complete Part L)

& A federal, state, or local government or governmenta! unit described in section 170{b}1YANv).

7 Ef 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)(1XAXVI. (Compiete Part IL.)

S D A community trust describad in section 170(k}1YAM¥VI). (Complete Part [1.)

& An agricultural research organization described in section T70(B)(1)(A)ix) cperated in conjunction with & land-grant college

of universily or a non-land-grant eoliege of agriculture (see instructions). Enter the name, city, and state of the college or
university; ‘

E [

16 LJ An organization that normally receives (1) more than 33-1/3% of its support frem contributions, membership fees, and gross receipts
from activities related to its exempt functions, subject to certain exceptions; and (2) no more than 33-1/3% of its support from gross
investment income and unrelated business taxable income (less section 517 tax) from businesses acquired by the organization after
June 30, 1975, See section 50%a}2) (Complete Part I11) .

11 An organization organized and operated exclusively to test for public safety. See section 503(a4).

12 An organization organized and operated exclusively for the benefit of, to perform the funcliens of, or to carry out the purposes of one
or mare publicly supported organizations described in section 50%(a}1} or seclion Sﬂsﬁa){z);. See saction 509{a)¥3. Check the box on
__lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.
Type . A supporting organization cperated, supervised, or controlled by its supported organization{s), typically by giving the supported
— oiganization(s) the power to regularly appoint or elect a majority of the dirsctors or trustees of the supperting organization. You must
complete Part IV, Sections A and B.

by [_| Type Il A supporting organization supervised or controlled in connection with its supported organization(s), by having control or

~ management of the supparting organization vested in the same persons that control or manage the supported organization{(s), You
must complete Part IV, Sections & and £. _

D Type W functionaliy integrated. A supporting organization og}erated in connection with, and functionally infegrated with, its supported
erganization(s) {sea insiructions). You must complete Part IV, Sections A, D, and E.

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

8 D Check this bex if the organization received a written determination_from the IRS that it is a Type |, Type H, Type ill functionally

integrated, or Type |l non-functionally integrated supporting organization. e
f Enter the number of supported organizations . ... . .o e s - _J
g Provide the following information about the supported organization{s). -

]

(2]

o

{id Name of supported organization tii) EIN (i) Type of organization {iv) Is the {v) Amount of monetary {vi} Amount of other
(described on lineg 1-10 organization listad support (see instructions) support (see instructions)
ahove (see instructions)) in your governing

document?
Yeg No

(A

®&)

)

(o)

)

Total e : e :

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 998 or 950-E2. Schedule A (Form 920) 2024

TEEAQ4QIL  01/02/25



f:fledu A (Form 990) 2024 CYSTINOSIS RESEARCH FOUNDATTON 32-0067668 _ Page 2
Bart il Support Schedule for Organizations Described in Sections 170(0)(1{AXIV) and T70(b)(1 (AN Vi)

{Complete anly if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part 1. If the
organization fails to qualify under the tests listed below, please complete Part I1.)

Section A. Public Support

gg‘g;g;‘fﬁ:’gyﬁf (or fiscal year (@) 2620 () 2021 {€) 2022 (dl) 2023 () 2024 (0 Tota!
1 Gifts, grants, contributions, and

mel’nbershmlfees received, (Do not

Include any "unusual granis.) ... 3,658,065,1{2,921,004.|2,894,123.12,739,787.(2,445,467.114,658,446,

2 Tax revenues lavied for the
organizalion's henefit and
either paid o or expended
onits behalf. ................. 0.

8 The value of services or
facilities furnished by a
governmental unit io the
organization without charge. . ..

4 Total. Add lines 1 through 3. ..

5 The poriion of total
contributions by each person
{ether than a governmental
unit or publicly supported i
arganization) included on line 1 |
that exceeds 2% of the amount §
shown on line 11, column () .. E

i3

0,
3,658,065, 2,021,004.[2,894,123.[2 739, 78712, 445,467, ] 14,658,445,
: : =

& Public support. Subtract line 5
fromline 4., .................

Section B. Total Support

14,658,446,

ggf;mgfggyfha; (or fiscal year (8} 2020 (b) 2021 {c) 2022 (dy 2023 {8) 2024 ) Total
7 Amounts fromiine4........., 3,658,065.(2,921,004.2,894,123.12,739,787.2,445,467,]|14,658,446.

& Gross income from interest,
dividends, payments received
on securities loans, renis,
royalties, and income from -
similar sources ... ...l 151,448, 668,443, 360,852, 447,518, 731,957, 2,360,218,

8 Net incoma from unrelaled
business activities, whether or
not the business is regularly
carfied on. .o . : 0.

8 Other income. Do not include
gain or loss from the sale of
capital assets (Explain in
Part VY ...

11 Total support, Add lines 7

through 10, ... n L e

17,018, 664.

12 Gross receipts from related activities, ete. (see ms’{ructibﬁs). e DT ‘ 0.
13 First 5 years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 521(c)(3) -
organization, check this hox and st here . ... e e U
Section €. Computation of Public Support Percentage
14 Public support percentage for 2024 (line 6, column (f), divided by line 11, celumn Y. ... ..o ceeeo o 14 A6.13%
1% Public support percentage from 2023 Schedule A, Part il line 4., o oo 15 89,60 %
162 33-1/3% support test—-2024. |f 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. ... oo [},E]
 33-1/8% support test~20623. 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 hers. The organization qualifies as a publicly supperted organization ..o D
i7a %-facis-and-circumstances test—2024. If the organization did not check a box on line 13, 18z, or 16b, and ine 14 is 1¢%
ot mora, and if the organization meats 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............. ﬂ

b 10%facts-and-circumstances test—2023. If the organization did not check a box on line 13, 16a, 16h, or 17a, and line 15 is 10%
or more, and if the organization meats the facts-and-circumstances test, check this box and stop here. Explain in Part VI how the
organization meets the facts-and-circumstances test. The organization gualifies as 2 publicly supported organization.. ............... H

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. .. ..

BAA TEEAQ402L. 08/30/24 Schedule A (Form 290) 2024



Schadule A (Form 990) 2024

CYSTINOSIS RESEARCH FOUNDATION 320067668 Page 3

1Support Schedule for Organizations Described in Section 50%ay(2)

{Complete only if you chacked the box on line 10 of Part | or if the organization failed 1o gualify under Part |1 if the crganization

fails to gualify under the tests listed below, please complete Part 11.)

Saction A, Public Support

Cale
1

L2

(=}

ndar year {or fiscal year beginning in}
Gifts, grants, contributions,
and membership fees
received. (Do not include
any "unusual grants.". ..., ..
Gross receipts from admissions,
merchandise sold or services
performed, or facilities
furnished in any activity that is
related to the organization's
tax-exempt purpese. ..........

Gross receipts from activities
that are not an unrelated trade
or business under section 513.

Tax revenues levied for the
organization's benefit and
either paid to or expended on
itsbehalf................. ...
The value of services or
facilities furnished by a
gavernmental unit o the
arganization without charge . .

Total, Add lines 1 through 5...

72 Amounts included on lines 1,

&

¢ Addlines 7aand 7h.. ..., ..

B

2, and 3 received from
disqualified persons. . .........

Amounts included on lines 2
and 3 received from other than
disqualified persons that
sxceed the greater of $5,000 or
1% of the amount cn fine 13
forthe yvear. ..................

Public support. (Subtract line
7cfromline 6., ... ...

{a) 2020 (k) 2027 {c) 2022 (dy 2023 {e) 2024 { Total

Section B. Total Supsort

Cale
g
10

L

iz

13

14

ndar year {or fiseal year beginning in}
Amounts fromline 6..........

& Gross income from interest, dividends,
payments recelved on securities loans,
rents, royalties, and income from
similar sourees ...l

b Unrelated business taxable
income (less saction 511
taxes) from husinesses
acguired after June 30, 1975 ..

¢ Add lines 10z and 10b........

Net income from unvelated business
activities not inctuded on line 10k,
whether or not the business is
regularly carriedon. .. ... .. ...
Other income. Do not inciude
gain or loss from the sale of
capital assets (Explain in

Part VI oo

Total support. (Add lines 9,
10c, 1T and 123 ... ..o vt

{a) 2020 (b 2021 (c) 2022 {d) 2023 {e) 2024 {f) Total

First 5 years. If the Form 990 is for the organization's first, second, third, fourth, or fifth {ax year as a section B01(c)(3) =
organizalion, check this Box and Shom eI . . .. . i i e e e LJ

Saction C. Computation of Public Support Percentage

15 Public suppori nercentage for 2024 (line 8, column (N, divided by line 13, column M ....... ... 15 %
16 Public support percentage from 2023 Schedule A, Part 1], line 15, . i o e e e 16 ‘-‘iﬂ
Section D. Computation of Investiment Income Percentage
17 Investment income percentage for 2024 (line 10c, column (0, divided by line 13, column (M ..o ool 17 %
18 Investment income percentage from 2023 Schedule A, Part il dine 170 o o o o 18 %
192 33-1/3% support tesis—2024. |f the organization did not check the box on line 14, and line 15 is more than 33-1/3%, and line 17
is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization............. |__]
b 33-1/3% support tests—2023. If the organization did not check a box on line 14 or line 19a, and line 16 is mere 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 .............. H
BAA TEEAQ403L  08/30/24 Schedle A (Form 990) 2024



Schedule A (Form 990) 2024 CYSTINQOSTS RESEARCH FOUNDATTON 32~0067668 Page 4
LIV Supperting Organizations
omplete only if you checked a box oh line 12 of Part |, If you checked box 12a, Part |, complete Sections A
and B. If you checked box 12b, Part |, complete Sections A and C. If you checked box 12¢, Part [, complete
Sections A, D, and E. If you checked box 12d, Part |, complete Sections A and 2, and complete Part V.)

Section A, All Supporting Organizations

T 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 dasignation. If historic and confinuing relationship, explain.

2 Did the organization have any supported organization that does not have an IRS determination of status under section
509(ay(1) or ()7 If "Yes," explain in Part VI how the organization delermined that the supported organization was
described in section 509¢a)(1) or (2).

3a Did the organization have a supported organization described in section 501(c)(d), (5), or (8)7 If “Yes, " answer lines 3b
and 3¢ befow,

b Did the organizaticn 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)7 If "Yes," describa in Part Vil when and how the organization
macfe the determination.

. Did the organization ensure that all support to such organizations was used exclusively for section 170(0)E)E)
purposes? If "Yes, " explain in Part V! what controls the organization put in place In ensure such use.

4a Was any supported organization not organized in the United Staies (foreign supported organization™? i "Yes" and
if you checked box 12z or 12b in Fart |, ahswer lines &b and 4¢ below.

b Did the organization have Litimate control and discretion in deciding whethar to make grants to the foreign supported
organization? If "Yes," describe in Part W how the organization had such conlrol and discretion despite being conirofled
or supervised by or in connection with ils supportad organizations.

¢ Did the organizaticn support any foreign supported organization that does not have an IRS determination under
sections 507{c)(3) and 509(2)(1) or (2)7 If "Yes, " explzain in Part Vi what conlrols the organization used fo ensure that
all support to the foreign supported organization was used exclusively for section 170(c)(2)(B) purposes.

5a Did the organization add, substitute, or remiove any supported organizations during the tax year? If “Yes,* answer fines
5b ahd b below (if applicabie). Also, provide detail in Part Vi, including () the nameas and EIN numbers of the
supported organizations added, substituted, or removed, () the reasons for each such action, (i) the
authority under the organization’s organizing document authorizing such action; and (iv) how the action was
accomplished (such as by amendment to the organizing document).

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

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

& Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than () its supported organizations, {ii) individuals that aré part of the charitable class benefited by one
o more of its supported organizations, or (i) other supporting organizations that also support or banefit ane or more of
the filing organization's supported organizations? If "Yes," provide detail in Par¥ .

7 Did the organization provide a grant, loan, compensation, or other similar payment io a substantial contributor
(as defined in saction 4958(c)(3)(C)), a family member of g substantial contributor, or a 35% controllad entity with
regard to a substantial contributor? /¥ "Ves,” complete Part | of Schedule L {orm 990},

% Did the organization make a loan 1o a disqualified persen (as defined in section 4958) not described on line 77 If "Yes,* F .
complete Part | of Schedule L (Form 890).

Ba Was the arganization controlled directly or indirectly at any time during the tax year by one or more disqualified persens,
as defined in section 4946 (other than foundation managers and organizations described in section 50%(@)(1) or (207
If "Yes," provide delail in Part V],

b Did one or more disqualified persons (as defined on line 9a) Hold a controlling interest in any entity in which the
suppetting organization had an interest? If "Yes," provide detfail in Part ‘.

¢ Did a disqualified person (as defined an line 9a) have an Owner'ShiQ interast in, or derive any personal benefit from,
assels in which the supporting organization also had an interest? I "Yes, " provide detail in Fart Wi,

10a Was the_organization subject to the excess business holdimﬁs rules of section 4843 because of section 4243(f) (regarding
certain Type Il supporting organizations, and all Type Il non-functionally integrated supporting srganizations)? /f "Yes,"
answer line 106 below.

ks 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.) ] 10k

BAA TEEAQ4DA.,  08/30/24 Schedule & (Form 990) 2024




Schedule A {(Form 990} 2024 CYSTINOSTS RESEARCH FOUNDATTON 32-0067668 Page 5
ParE s Supporting Organizations (continued)

t1 Has the organization accepted a gift or contribution fram any of the following persons?

a A person who directly or indirectly controls, either alone or together with persons described on lines 115 and 11¢ below,
the governing body of a supported organization?

b A family member of a person described on line 11a above?

¢ A 35% controlled entity of a person described on line 11a or 11h above? I "Yes"to line 1a, T1b, or 1, provids detail in Part Wi,
Section B, Type | Supporting Organizations '

7 Did the geverning body, members of the governing body, officers acting in their official capacity, or membership of cne
or more supported organizations have the power to regularly appoint or elect at least a majority of the organization's
officers, directors, or trustees al all times during the tax year? If “No, " describe in Part VI how the supportad
organization(s) effectively operated, supervised, or controlled the organization's activities. If the organization had more
than one supported organization, describe how the powers o appoint andfor remove officers, direclors, or trusiees
were allocated among the supported organizations and what conditions or restrictions, if any, applied to such powers
during the tax year.

2 Did the organization operate for the benefit of any supported organization other than the supported organization(s)
that operated, supervised, or controlled the supporting organization? /f "Yes, " explain in Part V# how providing such
benefit carried out the purposes of the supported organization(s) that operated, supervised, or controlied ihe
supporting orgahization,

Section C. Type ll Supporting Organizations

T Were a majerity of the crganization's directors or trustees during the tax year also a majority of the directors or trustees
of each of the organization's supperted organization(s)? If "No, " describe in Pari VI how conirol or manageament of the
supporting crganization was vested in the same persons that conlrolled or managed the supported organizafion(s).

Section D. All Type ! Supporting Grganizations

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

2 Were any of the organization’s officers, directots, or trustaes either (i) appeinted or elected by the supported
organization(s}, or (iiy serving on the governing body of a supported organization? If "No, " explain in Pavg Wi how
the organization maintained a close and continuous working redationship with the supported organization(s).

3 By reason of the relationship described on line 2, above, did the crganization's supported organizations have a significant
voice in the organization's investment policies and in directing the use of the crganization's incoma or assets at
all times during the tax year? If "Yes, " describe in Part VI the role the organization's supported organizalions played
in this regard.

Section E. Type Il Functionally integrated Supporting Organizations
T Check the box nexi to the method that the crganization used to salisfy the Integral Part Test during the vear {see instructions),

E D The arganization satisfied the Aclivities Test. Complete line 2 below.
b i—_l The organization is the parent of each of its supported organizations, Complete line 3 befow.

c [J The organization supported a governmerntal entity. Describe in Part Wi haW you supperied a governmenial enfity (see instructions).

2 Activities Test. Answer lines 2a and 2b below.

a Did substantially all of the organization's activities during the tax vear diregtly further the exempt nurposes of the
supported organization(s) to which the organization was responsive? If "Yes, " then in Part Vit identify those supporfed
organizations and explain how these activities directly furthered their exempt purpeses, how the organization was
responsive fo those supported organizations, and how the organization defermined that these activities
constituted substantially all of its activitias.

b Did the activities described on line 2a, above, constitute activities that, but for the organization's involvement, one or
rmore of the organization's supported organization(s} weuld have been engaged in? if "Yas,” sxplain in Part Wi the
reasons for the organization's poesition that ils supported organization(s) would have engaged in these activities
but for the organization's involvement.

3 Parent of Supported Organizations. Answer lines 3a and 3b below.

2 Did the organization have the power fo regularly appoint or slact a majority of the officers, directors,
or trustees of each of the supported organizations? If "Yes" or "No, " provide details in Part \W.

b Did the organization exercise a substantial degree of direction duer the policies, programs, and activitiss of each of its
supported organizations?if "Yes, " describe in Part Vi the role played by the organization in this regard.

BaA TEEADAOSL  01/02/25 Schedule A Form 920) 2024
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Type Il Nen-Functionally Integrated 508(a}3) Supporting Organizations

3 ] Chack here if the organization salisfied the Integral Part Test as a_gualifying trust on Nov. 20, 1970 (explain in Part V1), See
instructions. All other Type Il nen-functionally integrated supporting organizations must complete Sections A through E.
Section A — Adjusted Net Income (A) Priar Year ® (2’;'2?322?5”
1 Net short-term capital gain 1
2 Recoveries of prior-year distributions 2
3 Other gross income (see instructions) 3
4 Add lines 1 through 3. 4
5 Depreciation and depletion 5

& Portion of operating expenses paid or incurred for production or collection of gross
income or for management, conservation, or maintenance of property held for
nroduction of income (see instructions} B
7 Other expenses (see instructions) 7
&  Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8
Section B — Minimum Asset Amount (A) Prior Year (B)(ggqgg;?;ear

1

Aggregate fair market value of all non-exempt-use assets (see instructions for short
tax year or assets held for part of year): o Ce

a Average monthly value of securities

B Average menthly cash balances

© Fair market value of other non-exempt-use assets

d Total (add lines 1a, 1b, and 1)

& Discount claimed for blockage or other factors
{explain in delail in Part Vi)

2 Acguisition indebtedness applicable to non-exempt-use assets 2
2 Subtract ine 2 from fine 14d. 3
4 Cash deemed held for exempt use. Enter 0.015 of line 3 (for greater amount,

see instructions). . ) 4
& Net value of non-exempt-use assets (subtract lne 4 from line 3) 5
& Multiply line 5 by 0.035. ' 6
7 Recoveries of prior-year distributions 7
& Minimum Asset Amount (add line 7 {o line 6) g

Section © — Distributable Amount

Adjusted net income for prior year (from Section A, line 8, column A)

Enter 0.85 of line 1.

Minimum asset amaount for prior year (from Section B, line 8, column A)

Enter greater of ling 2 or line 3.

Income tax imposed in prior year

Gt N =

S iy =

Ristributable Amount. Subtract line 5 from line 4, uniess subject to emergency
temporary reduction (see instructions).

Current Year

e ahee
S

SR E ey

i

D Check here if the current year is the organization's first as a non-functicnally integrated Type !l supporting organization

(see instructions).

BAA
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S(,hedule A (Form 990} 2024 CYSTINGSIS RESEARCH FOUNDATION 3Z-~-0067668 Page 7
~ Type il Non-Functionally Integrated 509(a)(3) Supporting Organizations (confinued)

Sec‘tlan B — Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposas 1
2 Amounts paid to perform activity that directly furthers exempt purposes of supporied organizations,
in excess of income from activity
3 Administrative expenses paid te accomplish exempt purposes of supported organizations 3
4 Amounts paid to acquire exempt-use assets 4
5 Qualified set-aside amounts (prior IRS approval requited ~ provide details in Part Vi 5
6 _Other distributions (describe jn Part VD. See instructions. &
7 Total annual distributions. Add lings 1 through 6, 7
& Distributions to attentive supperted arganizations to which the organization is responsive (provide details
in Part V). See instructions. a
Distributable amount for 2024 from Sectian C, line 6 ]
18 Line 8 amount divided by line 9 amount 10
. T . . : [ Ay gy
Section E — Distribution Allocations {see instructions) _Excass Underdistributions Distributable
Distributions Pre-2024 Amount jor 2024

1 Distributable amount for 2024 fram Section C, tine 6

2 Underdistributions, if any, for years nrior to 2024 (reasonable
cause required — explain in Part V). See instructions,

3 Excess distributions carryover, if any, io 2024

AFrom2019.............

BFrom2020.... ... ......

CFrom202%.............

dFrom2022.. .. .........

eFrom2023.............

{ Tetal of lines 3a through 3e

g Applied to underdistributions of prior years

h Applied to 2024 distributable amount

i Carryover from 2019 not applied (see instructions)

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

4 Distributions for 2024 from Section D,
line 7.

a Applied to underdistributions of prior years

b Applied to 2024 distributable amount

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

% Remaining underdistributions for years prior to 2024, if any.
Subtract lines 3g and 4a from line 2. For result greater than
zero, explain in Part V1. See instructions.

& Remaining underdistributions for 2024, Subtract lines 3h and 4b
from fine 1. For result greater than zero, explain in Part Vi. See
instructions.

7 Excess distributions carryover to 2025, Add lines 3j and 4c.

# Breakdown of line 7:

a Excess from 2020.......

b Excess from 2021.......

¢ Excess from 2022 ... ..

# Excess from 2023, ... ..

& Excess from 2024, ..., ..

BAA "~ Schedule A {Form 890) 2024
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A {Form 990) 2024 CYSTINOSTS RESEARCH FOUNDATION 32-0067668 Page
BV Supplemental Information. Provide the explanations reguired by Part |1, line 10; Part If, line 17a or 17; Part
I1, Tine 12; Part IV, Section A, fines 1, 2, 3b, 3c, 4h, 4c, 5a, 6, 9a, 9h, 3¢, 114, 11h, and 11c; Part 1V, Section
B, lines 1 and 2; Part I, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b,
3a, and 3b; Part V, line 1; Part Y, Section B, fine Te; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,
lines 2, 5, and 6, Also complete this part for any additional information, (See instructions.)

Schedule
B P R
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2024 FEDERAL SUPPLEMENTAL INFORMATION PAGE 1

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 320067663

NOTE (1)} - SCHEDULE L - PART IV

NOTE {1}

TRUSTEE DONALD SOLSBY'S WIFE, Z0E SOLSBY, IS A CONSULTANT TO THE FOUNDATION. MRS.
SOLSBY RECEIVED COMPENSATION OF APPROXIMATELY $84,000 FOR THE YEAR ENDED JUNE
30,2025,

NOTE (2) - FUNDRAISERS

SCHEDULE G - PART II

FUNDRATSERS - THE FOUNDATION HOLDS AN ANNUAL NATALIE'S WISH ONLINE FUNDRAISER DURING
THE MONTH O APRIL. INCOME FROM THE FUNDRAISER IS IN THE FORM OF CHARITABLE
CONTRIBUTIONS, THERE ARE NO DIRECT COSTS''FOR THE FUNDRAISER.




SCHEDULE D Supplemental Financiai Statements

OMB No. 1545-0047
(Form 990) Complete if the ordanization answered "Yes” on Form 980,
(Rev. Decamber 2024) RPart IV, line 8, 7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12h.
Altach to Form 990,
Pepartment of the Traasury Gio to www. irs.gov/Form380 for Instructions and the latest information.
Hama of the organizatien
CYSTINOSIS RESEARCH FOUNDATION 32~-0067668

Organizations Maintaining Donor Advised Funds or Other simiiar FUNGs oF ACcounis
Complete if the organization answerad "Yes" on Form 999, Part IV, line 6.

{ay Donor advised funds {b) Funds and other accounts

T Total number atend ofyear, ...............
2 Agoregate value of contributions to (during year). .. ... .
3 Aggregate value of grants from (during year) . ... .....
4
5

Aggregate value atend ofyear.............

Did the organizaticn inform all donars and donor advisors in wriling that the assets held in donor advised funds
are the organization's property, subject to the organization's exclusive legal conirol?. ... .00 i et D‘!es [—] Mo

§ Did the arganizaticn inform all grantees, denors, and donor advisors in writing that grant funds can be used only
for charitable purpeses and not for the benefit of the donor or donor advisor, or for any other purpose conferring e
impermissible private benefii? . .. DY@S [ ] Mo

Conservation Easements

Complete if the organization answered "Yes" on Form 990, Part IV, line 7.

1 Purpose(s) of conservation easements held by the organization (check.all that 2pply).
Preservation of land for public use (for example, recreation or education) Preservation of a historically important land area
Pratection of natural habitat HPreservation of a certified historic structure
Preservation of open space

2 dample‘fe lines 2a through 2d if the organization held a quzlified conservation contribution in the form of & conservation easement on the
last day of the tax year. .

Held at the End of the Tax Year

a Total number of conservation easements. . ....... A
b Total acreage restricted by conservation easements. .. ..o i oo
& Number of conservation easements on a certified historic structure included on lIine 2a.........

d Number of conservation easements included on line 2¢ acquired after July 25, 2006, and not on

a historic structure listed in the National Register. ... o i e res 2d
3 Number of conservation easements modified, transferred, releasad; extinguishad, or terminated by the organization during the
tax year

4 Number of states where property subject to conservation easement is located .

Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,

and enforcement of the conservation easements ILholds? ... Lo i Yes D Ko
8 Staff and volunteer hours devoted ta menitoring, inspecting, handling of viclations, and enforcing conservation easemerrs during the year

i

7 Amount of expenses incUrred in monitoring, inspecting, handiing of viofations, and enforcing conservation easements during the year

8

8 Does each conservation easement reperted on line 2d above satisfy the raguirements of section 1700 B (D

and Saction 170 B 2. . e S DY@Q D Mo

¢ In Part XlI, describe how the organization reports conservation eassments in its revenue and expense statement and baiance sheet, and
inctude, if applicable, the text of the footnote to the organization's financial siatements that describes the organization’s accounting for
conservation easements. -

| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets
Complete if the organization answered "Yes" on Form 290, Part IV, line 8.

1a If the organization elected, as permitted under FASR ASC 958, nat to report in its revenus stafement and batance sheet works of art,

historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, pravide in
Part Xl the text of the footnote to its financial statements that describes these itemns.

& If the organizaticn elecied, as permitted under FASB ASC 958, lo report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public extibition, educstion, or research in furtherance of public service, provide the
following amounts relating to these items.

{iy Revenue included on Form 990, Part Vil Iine 1.................. e e 5
iy Assets included in Form 990, Part X .. 8

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

a Revenue included on Form 990, Part VIl ne 1. oo i 4
b Assets included In Form 800, Part K. g
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301L 11/13/24 Schedule B (Form 920) (Rev, 12-2024)




Schedule D (Form 990) (Rev. 12.2024) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
I Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the orianlzation s acquisition, accession, and other records, check any “of the Tollowing that make significant use of its coliaction
itarns {check all that apply).

a | | Public exhibition ¢ Loan gr exchange program
b Scholarly research Cther
c Preservation for future generations

4 F’mvidel'.”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?. ................... D es [j Mo

Escrow and Custodial Arrangements
Complete if the orgamzahon answered "Yes" on Form 920, Part IV, ling 9, or reported an amount on
Form 9940, Part X, line 2

1a 1s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included -
N F oM G00, Part X e D Yes : [_—| Me

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

Amount

C Beginning balance. . . ... i s 1e

d Additions during the Wear ... .o e e 1d

¢ Distributions duringthevear. ... o oo e o e e 1s

fEnding balance. ... P 1§

#a Did the organization include an amaunt on Form 980, Part X, line 21, for escrow or custodial account liability?. . ... L] Yes JN@
b If "Yes," explain the arrangement in Part XIII. Cheack here if the explanation has been provided in Part X1, ....... ... ..

Pat V| Endowment Funds
Complete if the organization answered "Yes" on Form 990, Part IV, line 10.

{a} Current year (k) Prior year {c) Two years back {d) Three years back {e) Four years hack

ta Beginning of year balance. .. ...

b Contrisutions. .................

© Net invastment earnings. gains,
Aand losses ... e

d Grants or scholarships .. ... . ...

& Other expenditures for facilities
and Programs ..o ee i,

f Administrative expenses.......

g End of year balance ...........

2 Provide the estimated percentage of the current year end halance (line 1g, column (a)) held as:
a Board designated or quasi-endowment %
1 Permanent endowment %

¢ Term endowment %

The percentages on lines 2a, 20, and 2¢ should equal 100%.

3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by: Yes Mo

(i Unrelated organizations? . .. 3a{l)

{iiy Related organizations . .. o Sa(iiy

b if "Yes" on line 3a(i), are the related organizations Iisted as requ:red onSchaedule R7. ..., 3b

Land, Buildings, and Equipment
Complete if the organization answered "Yes" on Form 990, Pait IV, line 11a. See Form 990, Part X, line 10.

Dascription of property (a) Cost or other basis|  {b) Cost or other (&) Accumulatad {d) Book value
(investment) basis {other) depreciation

Ta Land, .o

b Buldings....... o o

¢ leasehold improvements. .................. . . 8,874, 7,429, 1,445,

d Bquipment. ..o 96,912, 105,247, ~8,335.

& OOF ..o 46,835. 339, 945, 6,690,

Tatal. Add lines 1a through e. (Column (c) musit equal Form 990, Part X, line 10¢, column (B} ......... ... 4.

BAA Schedule D (Form 2903 (Rev. 12-2024)
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Schedule D (Form 950) (Rev. 12.2024) CYSTIROSIS RESEARCH FOUNDATION 32-0067668 Page §

Eiﬁ MY Investments — Other Securities N/A
Complete if the organization answered "Yes" on Form 990, Part IV, line 17h. See Form 990, Part X, line 12,

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

(1Y Financial derivatives..........ocoiiii i e
(2} Closely held equity interests, ........................
(3 Other

Investments — Frogiam Re!ated ) N/A ,
Complete if the organization answered "Yes" on Form %90, Part IV, line 11¢. See Form 990, Part X, tine 3.
{23 Description of investment {b) Bock value {c} Method of valuation: Cost or end-of-year market value

0!
)
3
)
&)
&)
&)
@&
9
Total. (Column (b) must equal Form 990, Part X, line 13, cofumn (B)). . ..

Other Assets N/A
Compiete if the organizaticn answered "Yes" on Form 990. Part IV, fine 11d. See Form 999, Part X, fine 15
(a) Description {h} Book value
b
@
&)
“
&
&)
)
8
)]
Tuta (Co.’umn (B) must equal Form 930, Part X, line 15, column (B))...... e e e e e
| Other Liabilities -
Complete if the organization answered *Yes" on Form 990, Part IV, line 11e or 111. See Form 990, Part X, ling 25.
1. {ay Description of liahility {sy Book value
(1} Federal income taxes
(2) LEASE, LIABILITY-OPERATING ) 3 33,511.
) —
)
5)
()]
)
]
9
Tatal. (Column (B} must equal Form 890, Part X, fine 25, column (B)) .. ... 0 i e ia e 33,511,
2. Liahility for uncertain tax positions. In Part XIlI, provide the text of the footnote to the orgamzatioh‘s financial statements that reports the organization's liability for uncertain
tay positions under FASB ASC 740. Check here if the text of the footnote has been provided in Part M [:]

BAA TEEA3303L 11/13/24 Schedule D (Form 290) (Rev. 12-2024)



Schedule D (Form 9%0) (Rev. 12-2024) CYSTINOSIS RESEARCH FOUNDATION 32~0067668 Page 4
| Reconciliation of Revenue per Audited Financial Statements With Revenue ner 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. .. ... . .. 0 i, 3,177,424,
2 Amounts included on line 1 but not on Form 989, Part Vi, line 12:

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

b Donaled services and use of facilities.......oovvu e 2h

¢ Recoveries of prior year grants. ... 2c

d Other (Describe in Part XIULY ..o 2d

& Add lines Za through 2o .. .
3 Subtractiine Ze from Bne T 3,177,424,
4 Amounts included on Form 890, Part VHI, line 12, but not on line 1:

a Investment expensas not included on Form 990, Part VI, line 7b. . ............ 4a

b Other (Describe inPart XILY ... 4h M

CAddlines da and A . . e
Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part |, line 120 ... .. .. . 0 i, 3,177,424,

) 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 statemants ... ..o i o 1 3,438,007,
2 Amounts included on line 1 but not on Form 990, Part |X, line 25; o

a Donated services and use of facilities. . ....... ... .. ..o i0s. REIEEEEE e 2

b Prior year adjustments. ... PP 2b

 Other I0S88S. .. 2¢

d Other (Describe N Part XHLY . . o e 2d

& Add lnes 2a through 2a. . o o e
3 Subtract line e from line T oo 3,438,007,
4 Amounts included on Form 990, Part X, line 25, but not on line 1:

a investment expenses not includad on Form 990, Part VI, line 7b

b Cther (Describe In Part XILY ..o

cAddlinesda and 4. ... . T T

5 Total expenses. Add lines 3 and 4c. (This must equal Form 980, Part I, line 18.) 5 3,438,007,

Part Xlli| Supplemental Information
Provide the descriptions required for Part I}, lines 3, 5, and 9; Part lli, lines 1a and 4; Part IV, lines tb and 2b; PartV, ) ‘
line 4; Part X, line 2; Part X1, lines 2d and 4b; and Part X, lines 2d and 4b. Also complete this part to provide any additional information.

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

TEEA3304L  11/13/24



SCHEDULE F
{Form 990)
{Rav. December 2024)

Department of the Treasury
Internal Revenue Service

Statement of Activities Outside the United States

Go to www.irs.gov/Form984 for instructions and the latest information.

Attach to Form 990,

Name of the organization

C,Y TINOSIS RESEARCE FOUNDATION

32-00676468

Complele if the organization answered "Yes" op Form 990, Part IY, line 14b, 15, or 18, ‘ OMB No. 1545-0047

Employer Idehtmcal‘mh nurnhel )

on Form 990, Part iV, line 14h.

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

1 For grantmakers. Does the crganization maintain recerds to substantiate the amount of its grants and other assistance,
the grantees' eligibility for the grants or assistence, and the selection criteria used to award the grants or assistance? ...

@Yes DN@

2 For grantmakers, Describe in Part V the organization’s procedures for monitoring the use of its grants and other assistance oulside the

United States.

& Activities per Region. (The following Part |, line 3 table can be duplicated if additionai space is needed YPART V

{a) Region (bf) Number of | {&} Number of | (dy Activities conducted in | (e If activily listed in {f) Totad
fices in the employzes, the region (by type} (such (dy is a program expenditures for
reglon agents, and as, fundraising, program sarvice, describe and investments
independent services, investments, specific type of in the region
_contractors grantslto recipients service(s) in
in the region located in the regiom) the region
¢I) FRANCE GRANTS MEDICAL RESEARCH 0,
{2} ITALY GRANTS MEDICAL RESEARCH §6, 900,
{3) SWITZERTAND GRANTS MEDICAL RESEARCH 350, 000.
{#) GERMANY GRANTS MEDICAL RESEARCH 0.
{5 NEW ZFALAND GRANTS . MEDICAL RESEARCH G.
{6) ISRAEL GRANTS MEDICAL RESEARCH 0.
(7} CANADA GRANTS MEDICAL RESEARCH 0.
L)
()
{19y
(it
{12}
{13
{14)
{i5)
{18)
a7
3a Subtotal................. 436,900,
b Total from continuation
sheets to Part |..........
€ Totals {add linas 3a and 3b). . ] 436,900.

BAA For Paperwork Reductnon Act Motice, see the Insiructions fas E-orm 990.

TEEA35S01L  01/15/25

Schedule F (Form 990y (Rav. 12-2024)
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Schedule ' (Form 990)(Rev. 12-202)CYSTINQOSIS RESEARCH FOUNDATION

753

3

[+11

32=0067668

FPage 4

U Forgign Forms

Was the organization a U.S. transferor of praperty to a foreign corporation during the tax year? ff "Yes," the
organization may be required fo file Form 926, Return by a U.S. Transferor of Propetty to a Foreign

Corporation (see the Instructions for Form 826). ... . e e e e e e

Dig the organization have an interest in a foreign trust during the tax year? if "Yes, " the crganization may be
required fo separately file Form 3520, Annual Return To Report Transaciions With Foreign Trusfs and Receipt
of Cerlain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Forsign Trust With a U.S.

Owner (see the Instructions for Forms 3520 and 3520-A; don't file with Form 990Y .. ... ... ... .. . iviiii.

Did the organization have an cwnership interest in a foraign corporation during the tax vear? # "Yes," the
organization may be required fo file Form 5471, Informstion Return of U.S. Persons With Respect io Certain

Forelgn Corporations (see the Instructions for Form B4T1). .o i

Was the organization a direct or indirect shareholder of a passive foreign investment campany or a aualified
electing fund during the tax year? If "Yes,” the organization may be required fo file Form 8621, Information

Returni by a Shareholder of a Passive Foreign Invesiment Company or Qualified Electing Fund (see the
instructions for Form 8621)

Did the organization have an ownership interest in a foreign parinership during the tax year? f "Yes, " the
organization may be required to file Form 8865, Return of U.S. Persgns With Respect to Certain Foreign

Partnerships (see the Instructions for Form 8865), .................. et

Did the organization have any operations in or related to any boycetting countries during the tax year?
If "Yes, " the organization may be requirad to separately file Form_57 13, International Boycolt Report (see

the Instrictions for Form 5773; don't file with Form 900 . ... o i e,

L Yes

[}—i] Mo

BAA

TEEA3B08L. 01/15/25 Schedule F (Form 990) {(Rev. 12-2024)



Schedule F (Form 950) (Rev. 12-2024)  CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 5

SR U

i Supplemertal Information
Provide the information required by Part 1, line 2 (monitoring of funds); Part i, line 3, colurmn ()
(accounting method; amounts of investments vs. expenditures per region); Part I, line 1 (accounting
method); Part 11! {accounting method); and Part lil, column (¢) (estimated number of recipients), as
applicable. Also complete this part to provide any additional information. See instructions.

PART I - ADDITIONAL SUPPLEMENTAL INFORMATION

SUMMARY OF GRANTEES:

(1) HOSPICE CIVILS DE LYON, 3 QUAI DES CELESTINS, 69002 LYON, FRANCE

{(2) IMAGINE INSTITUTE GENETIC DISEASES, 24 BLVD DU MONTPARNASSE, 75015 PARIS, FRANCE
{3} UNIVERSITY HOSPITAL, KUNSTLERGASSE 17, 8001 ZURICH, SWITZERLAND

{4) BAMBINO GESU HOSPITAL, PIAZZA S. ONOFRIA 4, 00165 ROME, ITALY

{5y INSTITUTE DE DUVE, 75 AVENUE HIPPOCRATE, BOX B1.75.20,BRUSSRLS B-1200, BELGIUM

{6} UNIVERSITY OF AUCKLAND, 435 SYMOND STREET, GRAFTON, AUCKLAND 1010, NEW ZEALAND

BAS TEEA3E04L  01/15/25 Schedule F (Form 990) (Rev. 12-2024)



SCHEDULE G Supplemental Infermation Regarding Fundraising or Gaming Activities

(Form 950) Complete if the srganization answered "Yes" on Form 990, Part 0¥, dine 17, 18, or 19; or if the OME No. 1545-0047
{Rev. December 2024) arganization entered more than $15,000 on Form 990-EZ, line 6a.

Departmant of the Tra Attach to Form 990 or Form 990-EZ,

i Rovente Servoe Y Go to www.irs.gov/Form380 for instructions and the latest information. Fﬁép :

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668
FrREs Fundraising Activities, Complete if the organization answered "Yes" on Form 990, Part IV, line | 7,

BRI Form 990-E7 filers are not required to caomplete 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 [X] [nternet and email solicitations f D Selicitation of government grants
¢ [] Phane solicitations g [X] Special fundraising events

d E] in-person solicitations

2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or key  — -
amployees listed fn Form 990, Part VI or entily in carinection with professionat fundraising services? ................. [ ]

b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraisar is ‘o be
compensated at least $5,000 by the organization.

T ‘ w3 Amount paid to ; -
() Nerme and address of individual | iy acipity |, (1) BTG58 | gy Gross receipts O ot & by | o) Amount paid o
i E VE € T ‘ Pt . > - A
or entity (funcdraisar) o sontmbuionss from activity fundraéso?r(!i;?ted in organizaticn
Yes No

i
2
i
4
5
8
7
%
]

10

L P 0
3 Lis}.all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
ot licensing.
O
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-E7, Schedule G (Form 290} (Rev. 12-2024)

TEEA3YOIL  11/20/24



Schedule G (Form 990) (Rev. 12-2024) CYSTINOSIS RESEARCH FOUNDATION - 32-0067668 Page 2
Partli | 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 (h) Event #2 {¢} Other events {cdy g%tal levenis
ANNUAL FUNDRAT NONE el o

) {event typa) (event type) (tatal numbery
o |
L
% T Grossreceipts. ... 350,606. 350, 604,
o

2 Less: Contributions.................... 350,606. 350,606,

& Gross income (line T minus line 2).....

4 Cashprizes...........................

B Noncashprizes..............covvvnnns

& Rentiacilitycosts.................. ...

Food and beverages..................

g Entertainment........... ... .. .......

0}
i
¥
g
2
7y 7
13
=
b
o

Direct expense summary. Add lines 4 through 9 in column ) .. .. .. e e e
Net incomea summary. Subtract fing 10 from line 3, column (). . .. .o o e

THE Gaming. Complete if the organization answered "Ye‘;" on Form 890, Part IV, line 19, or reported more
than $15,000 on Form 990-E7, line 6a.

@ ] {by Pull tabs/instant ) {dy Total gaming
et {a) Bingo bmgo/grogressive {c) Other gaming (add col. {a}
5 ingo through col. {e))
El;_)
o

T Gross ravenue. .. ..o
@ 2 Cashoprizes..........................
7]
B
152 3 Noncashoprizes.......................
tid
dad
éfg 4 Rentffacility costs.....................
=

% Cther direct expenses.................

| |Yes % Yes % jYes %
& Volunteer labor................. .. ... Mo Mo No

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

8 Net gaming income summary. Subtract line 7 from fine 1, column .. oo o

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? .. ... ... . . iiiiirierinnis D Yos [_] Ne
B If "No," explain: -

105 Were any of thg grg_kn_{l.iatrom £ qammg Jicenses revoked auspended or termlnated durmg the tax year?. T I_j Yas mlj o

BAA TEEAS702L  11/20/24 Schedule G (Form 930) (Rev. 12-2024)



Schedule G (Form 990) (Rev. 12-2024) CYSTINOSI® RESKFARCH FOUNDATION 32=0067668 Pane 3
11 Does the organization conduct gaming activities with nonmembers?. . .. ... . o D Yas D e

12 Is the organization a grantor, beneficiary, or trustee of a trust; or a member of a partnership or other entity formead to
administer charitable Qaiming?. ..o oo Yes I_— Me

12 Indicate the percentage of gaming activity conducted in:
a The organizalion's facility . .o 13a
B AN OUESIdE faci ity . o e 138
14 Enter the name and address of the person wha prepares the organization's gaming/special events books and records:

o0 loe

Name

Addrass o e e o
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? ... ... E}Yes D Mo
blf "Yes," enter the amount of gaming revenue received by the croanization $_ _ ____ and the amount
of gaming revenue retained by the third party ] o
o If "Yes," enter the name and address of the third party:

Name

T e e e e e s o e o )

I
Address i

16  Gaming manager information:

Name

Gaming manager compensation 5

Description of services provided

D Director/officer [:J Employee H Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make charitable distributions fram the gaming proceeds 1o retain the
Stale AIMING L CBNSE 2. o e Ltes [—I No
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax vear. ..
Pl Supgemental information. Provide the explanations required by Part [, Tine 2b, colurmns (i) and (v);
and Part 1l hnes»‘), 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional
information. See instructions,

BAA TEEATZ03L  11/20/24 ) Schedule G (Form 390) (Rev. 12-2024)
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SCHEDULE L Transactions With interested Persons
{Form 5203

OME Mo. 1545-0047

Complele if the organization answered "Ves® on Form 990, Part IV, line 25a, 25k, 28, 27,

(Rev. December 2024) 28a, 28b, or 28¢; or Form 890-EZ, Part V, line 38a or 40h,
i Attach fo Form 990 or Form 930-EZ
Department of the Treasury Gio to www.irs.gov/Form980 for instructions and the latest information.

Intermal Revenue Servica

Name of tha organization Emplover identification numbar

CYSTINOSIS RESEARCH FOUNDATION 320067668
Battl ) Excess Benefit Transactions LSsection 501(‘q)(3%53ecti0n B01(c)4), and section 501?_{:)(29 organizations only} Complete if the

organization answered "Yes" on Form 990, Part IV, line Z5a or 25h; or Form 990-E7, Part V, lirie 40b.
i 8} Neme of disqualified porson (b) Relationship beg;ﬁgfe;iTzcaiiiis;]ﬁalifEed person and () Deseription of transaction {dY Corrected?
Yes | HNa
{1}
)
@) )
@)
5)
{6)
2 Enier the amount of tax incurred by the organization managers or disqualified persons during the year under
SO O e e e 8
3 Enter the amount of tax, if any, on line 2, above, reimbursed by the organization.........coo oo, &
Loans to and/or From Interested Persons o :
Gomplete if the organization answered "Yes" on Form 990-EZ, Part v, line 38a, or Farm 990, Part 1V, line 76; or if the
organization reported an amount an Form 990, Part X, fine 5, 6, or 22.
{a) Name of interested parson | (&) Relationship | () Purpose of (d) Loan to or {e) Original ) Balance due (@) In default?| (hy Approved | i) Wriiten
with organization loan fromthe - princigal amount by board or | agreement?
organization? committee?
To From _ Yes He Yes No Yes Nes
(1))
&)
3
()
{5)
{8
7
{8)
2
{133
L T TS 5

4 Grants or Assistance Benefiting interested Persons
Complete if the organization answered "Yes" on Form 980, Part IV, line 27.

(a) Name of interested person (i5} Relationship between nterested " {e) Amount of assistance (o) Type of assistance el Purpose of assistance
: persen and the crganization

{1
@
&
)
&)
{6
2}
8
&

(1o
Ba4 For Paperwork Reduction Aci Notice, see the instructions for Form 990 or 990-EZ. Schedule L (Form 930) (Rev. 12-2024)

TEEA450TL  01/14/25



SChEdLJ'E L (Form 990) (Rev. 12-2024) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

£ | Business Transactions Involving Interested Persons
Complete if the organization answered "Yes" on Form 990, Part IV, line 28a, 28h, or 28¢.

{2) Name of interested person (b) Relationship between () Amount of {th) Description of transaction (&) Sharing of
interested person and the transaction organizatian's
organization revenues?
Yes | No
{1) ZOE SOLSBY WIFE OF OFFICER COMPENSATICN X
&
&
@
()]
@)
&

it ¥ | Supplemental Infermation
Provide additional information for rasponses to questions on Schedule .. See instructions,

SUPPLEMENTAL INFORMATION

SEE NOTE 1 TO SCHEDULE L

BAA Schedule L (Form 990) (Rev. 122024
TEEAARML 01114/25



SCHEDULE © Supplemental information to Form 990 oy 990-EZ

(Form 950) Complete 1o provide information for responses to specific guestions on CMB Mo, 1545-0047
Form 990 or 890-EZ or to provide any additional infermation,

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

Departnrent of the Treasury Go to www.irs.gov/Form390 for instructions and the {atest information.

irternal Revenue Service ;

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

FORM 290, PART |, LINE 7 - ORGANIZATION MISSION OR SIGNIFICANT ACTIVITIES

CYSTINOSIS RESEARCH FOUNDATION'S (CRF) MISSION IS TO SUPPORT BENCH, CLINICAL, AND
TRANSLATIONAL RESEARCH TO FIND BETTER TREATMENTS AND A CURE FOR CYSTINGSIS. CRF IS8
DEDICATED TO FUNDING RESEARCH THAT WILL IMPROVE THE QUALITY OF LIFE FOR THOSE WITH
CYSTINOSIS AND TO FIND A CURE FOR THIS DEVASTATING DISEASE.

FORM 290, PART {il, LINE 1 - ORGANIZATION MISSION

CRF I3 COMMITTED TO FINDING A CURE THROUGH AN AGGRESSIVELY FUNDED RESEARCH AGENDA.
CREF AWARDS RESEARCH GRANTS BI-ANNUALLY TO ACCELERATE THE RESEARCH PROCESS AND TO
ENSURE THAT THERE IS NEVER A GAP IN FUNDING NEW, CUTTING~EDGE RESEARCH PROJECTS. CRF
I5 DEDICATED TO IMPROVING THE QUALITY OF LIFE FOR CYSTINOSIS PATIENTS AND TO FINDING
BETTER TREATMENTS, INCLUDING A CURE, FOR OUR ADULTS AND CHILDREN LIVING WITH
CYSTINOSIS.

FORM 990, PART Ill, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS

EDUCATTION

THE CYSTINOSIS RESEARCH FOUNDATION IS' DEDICATED TO EDUCATING THE CYSTINOSIS
COMMUNITY, THE PUBLIC AND THE MEDICAL COMMUNITY ABOUT CYSTINOSIS TO ENSURE EARLY
DIAGNOSIS AND IMMEDIATE AND PROPER TREATMENT:.

NATALIE’S WISH

NATALIE'S WISH, ‘TO HAVE MY DISEASE GO AWAY FOREVER’, WAS THE DRIVING FORCE AND
INSPIRATION THAT LED TO THE ESTABLISHMENT OF THE CYSTINOSIS RESEARCH FCUNDATION (CRF)
IN 2003. WE KNEW AT THAT MOMENT THAT WE NEEDED TO MAKE EVERY EFFORT TO MAKE NATALIE'S
WISH -~ AND THE WISH OF OTHERS WITH CYSTINOSIS - A REALITY.

HISTORY AND RESEARCH

CYSTINOSIS IS A RARE, METAROLIC, GENETIC DISEASE THAT AFFLICTS APPROXIMATELY 2,500
CHILDREN AND ADULTS WORLDWIDE. CRF IS INCREASINGLY FOCUSED ON FUNDING CLINICAL AND

TRANSLATIONAL RESEARCH WHICH IS CRUCIAL TO FINDING NEW TREATMENTS AND A CURE FOR
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. TEEA4SOIL  12/10/24 Schedule @ (Form 990) (Rev. 12-2024)
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FORM 290, PART Ill, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS

CYSTINOSIS. CRF IS COMMITTED TO PRIORITIZING AND AGGRESSIVELY SUPPORTING RESEARCH

THAT HAS THE POTENTIAL TO SIGNIFICANTLY IMPROVE THE QUALITY OF LIFE FOR CHILDREN AND

ADULTS WITH CYSTINOSIS.

RESEARCH GIVES US HOPE

WE FIRMLY BELIEVE THAT FUNDING AND SUPPORTING RESEARCH GIVES OUR COMMUNITY HOPE FGR 3

BRIGHTER FUTURE FOR THOSE LIVING WITH CYSTINOSIS. HOPE ALLOWS US TO LIVE WITH

CYSTINOSIS UNTIL THE DAY A CURE IS FOUND.

SINCE 2003, THE CYSTINOSIS RESEARCH FOUNDATION (CRF) HAS RAISED OVER $73 MILLION AND

HAS BECOME TEE WORLD'S LEADING FUND PROVIDER OF CYSTINOSIS RESEARCH. CRF HAS

STRATEGICALLY AND AGGRESSIVELY INVESTED MILLIONS OF DOLLARS INTO THE CRE RESEARCH

PROGRAM CREATING A THRIVING AND COLLARORATIVE GLOBAL RESEARCH COMMUNITY THAT HAS

CHANGED THE COURSE OF CYSTINOSIS. FROM THE BEGINNING, ALL CRF OPERATING COSTS HAVE

BEEN PRIVATELY UNDERWRITTEN, SO 100 PERCENT OF ALL DONATIONS RECEIVED BY CRF GO TO

SUPPORT CYSTINOSIS RESEARCH.

CRF HAS CREATED A CONTINUOUS CYCLE OF RESEARCH STUDIES BY SEEKING NEW RESEARCH

APPLICATIONS TWICE A YEAR. WE ARE PLEASED TO ANNOUNCE THAT DURING THE 12-MONTH PERIOD

ENDING JUNE 30, 2025, CRF ANNOUNCED SEVEN NEW-GRANTS, AND GRANT PAYMENTS TOTALING

£2,326,589,T0 BRING US THAT MUCH CLOSER TO BETTER TREATMENTS AND 2 CURE.

RESEARCH PROGRESS

FROM THE START OF THE FOUNDATION, WE HAVE UNDERSTOOD THAT FUNDING BASIC AND BENCH

RESEARCH WAS IMPORTANT TO UNDERSTANDING THE CYSTINOSIS. OVER THE YEARS, AS

DISCOVERTIES WERE MADE IN THE LAB, CRF BEGAN FUNDING CLINICAL RESEARCH, AND NOW WE ARE

TRANSLATING THE DATA FROM THE CLINICAL STUDIES TQ THE PATIENTS.

BAA For Paperwork Reduction Act Notice, see the Instructions fer Form 890 or 990-EZ. TEEA4901L.  12A10/24 Schedule O (Form 990) (Rev, 12-2024)
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FORM 890, PART lil, LINE 44 - PROGRAM SERVICE ACCOMPLISHMENTS

OUR STRATEGY OF PROVIDING SEED MONEY TO TALENTED RESEARCHERS HAS BEEN SUCCESSFUL. OUR
FIRST PROJECT INVOLVED FUNDING RESEARCHERS WHQ WERE FOCUSED ON A NEW TREATMENT. CRF
PROVIDED GRANTS THAT FUNDED EVERY BENCH AND CLINICAL TRIAL THAT LED TG THE DISCOVERY
OF & DELAYED-RELEASE FORM OF THE LIFE-SAVING MEDICATION FOR CYSTINOSIS. THAT
MEDICATION, PROCYSBI® WAS APPROVED BY THE' FDA ON APRIL 30, 2013, AND IS CONSIDERED THE
MOST SIGNIFICANT ADVANCEMENT IN THE TREATMENT OF CYSTINOSTS TN 30 YEARS.

IN 2007, CRF BEGAN FUNDING DR. STEPHANIE CHERQUI, AT UC SAN DIEGO WHO WAS FOCUSED ON
STEM CELL AND GENE THERAPY RESEARCH. AS A DIRECT RESULT OF CRF’S EARLY AND CONTINUOUS
FUNDING, IN DECEMBER 2018, THE FDA APPROVED A CLINICAL TRIAL TO ASSESS THE EFFLICACY
AND SAFETY OF A STEM CELL AND GENE THERAPY TREATMENT FOR CYSTINOSTS PATIENTS. IN
OCTOBER 2019, THE FIRST CYSTINOSIS PATIENT RECEIVED THE STEM CELL GENE THERAPY
TREATMENT. IN 2020, TWO PATIENTS RECEIVED THE THERAPY. TN NOVEMBER 2021, THE FOURTH
PATIENT RECEIVED THE TREATMENT AND IN MARCH 2022, THE FIFTH PATTENT RECEIVED THE
TREATMENT. THE SIXTH AND FINAL PATIENT IN PHASE I/II OF THE CLINTCAL TRIAL WAS
TREATED IN OCTOBER 2022. THE GRANTS AWARDED TO DR. CHERQUI FOR HER STEM CELL WORK
HAVE BEEN LEVERAGED BY MULTI-MILLION-DOLLAR GRANTS FROM OTHER FUNDTNG AGENCIES. IF
THIS TREATMENT WORKS, IT COULD STOP THE PROGRESSION OF CYSTINGSIS OR BE THE CURE FOR

CYSTINOSIS.

SINCE CYSTINOSIS IS A SYSTEMIC DISEASE AND AFFECTS EVERY CKELL, CRF HAS TARGETED
MULTIPLE AREAS OF RESEARCH INCLUDING KIDNEY DISEASE, MUSCLE WASTING, NEUROLOGICAL
ISSUES, CORNEAL CYSTINOSIS, AND STEM CELL AND-GENE THERAPY, ALLL WITH THE GOAL OF

FINDING BETTER TREATMENTS AND A CURE FOR CYSTINOSIS.
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FORMN 290, PART i, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS

CRF RESEARCH LEADS TQ NEW DISCOVERIES IN OTHER MORE PREVALENT DISEASES

ALTHOUGH CRF IS FOCUSED ON CYSTINOSIS RESEARCH, DISCOVERIES MADE BY CRF-FUNDED
RESEARCHERS ARE PEING APPLIED TO OTHER DISEASES INCLUDING FRIEDREICH'S ATAXTA, DANON
DISEASE, ALZHEIMER’S DISEASE, AND OTHER GENETIC AND SYSTEMIC DISEASES LIRE CYSTINOSIS.
AS A RESULT, BREAKTHROUGHS INITIALLY AIMED AT HELPING THE CYSTINOSIS COMMUNITY ARE
NOW OFFERING POTENTIAL BENEFIYS 10 PATiEﬁTS AFFECTED BY OTHER DEBILITATING DISEASES.
BY ADVANCING UNDERSTANDING OF THE UNDERLYING MECHANISMS OF CYSTINOSIS, WE HAVE
JDENTIFIED POTENTTAL TREATMENTS THAT ARE RELEVANT TO OTHER DISEASE COMMUNITIES,
CREATING PATHWAYS TO CURES FOR THEIR COMMUNITIES. WE ARE CHANGING LIVES AND GIVING

HCGPE TO PECPLE FAR BEYOND THE CYSTINOSIS COMMUNITY.

CRF FAMILIES AND PARTNERS

THE CYSTINOSIS RESEARCH FOUNDATION HAS WITNESSED TREMENDOUS GROWTH OVER THE YEARS AS
CYSTINOSIS FAMILIES HAVE JOINED OUR FUNDRATSING EFFORTS. CYSTINOSIS FAMILIES FROM ALL
OVER THE WORLD HAVE EMBRACED THE CYSTINOSIS CAUSE AND HAVE ENTHUSIASTICALLY RAISED
FUNDS TO SUPPORT CYSTINOSIS RESEARCH THROUGH CRF. THEIR COMMITMENT 'TO RESEARCH HAS
NOT ONLY RAISED SIGNIFICANT FUNDS FOR RESEARCH, BUT ALSO CREATED A STRONG AND UNITED
GLOBAL COMMUNITY OF ACTION. WE HAVE FOUND STRENGTH IN NUMBERS AND OUR JOINT EFFORT

GIVES US A RENEWED SENSE OF COMMUNITY AND PURPOSE.

DAY OF HOPE CONFERENCE

EACH YEAR THE CYSTINOSIS RESEARCH FOUNDATION HOSTS THE DAY OF HOPE FAMILY CONFERENCE.
IN 2025, 59 FAMILIES FROM AROUND THE WORLD GATHERED TO SHARE THEIR STORIES, HOPES,
AND DREAMS AND TO BUILD LIFE-~LONG FRIENDSHIPS. LEADING CRF-FUNDED RESEARCHERS

ATTENDED THE CONFERENCE AND UPDATED THE CYSTINOSIS COMMUNITY ON THEIR RESEARCH
BAA For Paperwork Reduction Act Notice, see the Instruetions for Form 980 or 594-EZ, TEEASODIL  12/10/24 Schedude O (Form 990) (Rev. 12-2024)
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FORM 920, PART lll, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS

PROGRESS INCLUDING PROGRESS ON GENE AND STEM CELL THERAPIES, NOVEL EYE RESEARCH, AND
NEUROLOGICAL RESEARCH. THE CONFERENCE EDUCATES CYSTINOSIS FAMILIES ABQUT CJRRENT AND
ONGOING RESEARCH AND OFFERS THEM HOPE THAT BRIGHTER DAYS ARE AHEAD FOR CYSTINOSIS

PATTENTS.

CURE CYSTINOSIS INTERNATIONAL REGISTRY

LAUNCHED IN APRIL 2012, THE CURE CYSTINOSIS INTERNATIONAL REGISTRY (CCIR)y IS AN
IMPORTANT PROGRAM IN THE CYSTINOSIS COMMUNITY. THE REGISTRY TRACKS PATIENTS® NATURAL
HISTORY DATA, COLLECTS DATA ABCUT CURRENT TREATMENTS, IDENTIFIES KNOWN AND UNKENOWN
MEDICAL COMPLICATIONS, AND COLLECTS INFORMATION ABOUT QUALITY-OF-LIFE ISSUES. THE
CCIR IS A CENTRAL HUB OF INFORMATION FOR 'THE GLOBAL COMMUNITY. THE DEIDENTIFIED
PATIENT DATA FROM THE REGISTRY CAN BE SHARED WITH CYSTINOSIS CLINICIANS, RESEARCHERS,
AND SCIENTISTS WHO ARE PURSUING RESEARCH FOCUSED ON BETTER TREATMENTS AND A CURE FOR

CYSTINOSIS. TODAY, MORE THAN 171 CYSTINOSIS PATIENTS HAVE REGISTERED WITH CCIR.

CRF INTERNATIONAIL RESEARCH SYMPOSIUM

CRF’S INTERNATIONAL RESEARCH SYMPQSIUM IS HELD EVERY TWO YEARS AND IS A HIGHLIGHT FCOR
CYSTINOSIS RESEARCHERS. ATTENDEES ARE CRF-FUNDED RESEARCHERS AND SCIENTISTS FROM
ARQUND THE WORLD. APPROXIMATELY 60 CYSTINOSIS EXPERTS FROM LEADING INTERNATIONAL
UNIVERSITIES AND RESEARCH INSTITUTIONS ARE INVITED TG GIVE PRESENTATIONS ABOUT THEIR
WORK. ATTENDEES SHARE THEIR RESEARCH PROGRESS AND ARE ENCOURAGED TO FORM
COLLABORATIONS TO ACCELERATE THE RESEARCH PROCESS. THE SYMPOSIUM EAS SOLIDIFIED THE
GLOBAL RESEARCH COMMUNITY AND CREATED A SYNERGISTIC RESEARCH COMMUNITY WORKING IN

PARTNERSHIP WITH CRF.
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CYSTINOSIS RESEARCH FOUNDATTON 320067668

FORM 920, PART VI, LINE 2 - BUSINESS OR FAMILY RELATIONSHIP OF GFFICERS, DIRECTORS, ETC.
TRUSTEES, GEOFFREY AND NANCY STACK,ARE HUSBEAND AND WIFE.

BOARD MEMBERS, KEVIN AND TERESA PARTINGTON, ARE HUSBAND AND WIFE.

BOARD MEMBERS, JILL AND CLAY EMERSON, ARE HUSBAND AND WIFE

FORM 990, PART VI, LINE 118 - FORM 990 REVIEW PROCESS

FORM 9950 IS REVIEWED BY BOARD OF DIRECTORS PRIOR TO FILING. AUDITORS FOR THE
FOUNDATION HMAVE REVIEWED THE RETURN AND ,PﬁOVIDED COMMENTS TO THE TAX PREPARER.
FORM 590, PART VI, LINE 12C - EXPLANATION OF W:IOTNITORING AND ENFOR&EMENT OF CONFLICTS
BOARD REVIEWS POSSIBLE CONFLICTS ON AN AS NEEDED BASI3 AND DISCUSSES RESCLUTIONS AT
BOARD MEETINGS

FORM 990, PART Vi, LINE 19 - OTHER ORGANIZATION DOCUMENTS PUBLICLY AVAILABLE

CRF MAINTAINS THE GOVERNING DOCUMENTS, POLICIES AND PROCEDURES AND FINANCIAL
STATEMENTS AT ITS OFFICES IN IRVINE, CALIFORNIA. COPIES OF THESE DOCUMENTS ARE
AVATILABLE TO THE PUBLIC UPON REQUEST. OUR FORM 920 IS POSTED ON CQUR WEBSITE AND ON

GUIDESTAR ON THE INTERNET.
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