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Form 990 (2022) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
[Part lil.. | Statement of Program Service Accomplishments
Check if Schedule O contains a response or nate to any {ine iNthis Part 1L, .........cc. oo,
1 Briefly describe the organization's mission:

SEE SCHEDULE O

Form 990 OF G90-EZ 2 . i D Yes No
If "Yes," describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program setvices?. . .. D Yes No

If “Yes," describe these changes on Scheduls O,

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

da (Code: ) (Expenses $ 2,322,732, including grants of $ } (Revenue $ )

4d Other program services (Describe on Schedule 0.)
(Expenses  $ including grants of  § ) (Revenue 3 )
de Total program service expenses 2,322,732,
BAA TEEADIGZL  05/01/22 Form 990 (2022}




Form 990 2022) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3

tPart IV- | Checklist of Required Schedules
Yes | No

1 s the orgenization described in section 501(c){3) or 4947(a)(}} {other than a private foundation)? ! *Yas, " complete

Sl A e 1 X
2 |s the organization required to complete Schedule B, Schedule of Contributors? See instructions . ..................... 2 X
3 Did the organization engage in direct or indirect paiitical campaign activities on behalf of or in opposition to candidates

for public office? If "Yes," complete Schedule C, Part 1. .. . e 3 X
4  Section 501{c)X3) organizations. Did the organization enlgage in lobbying activities, or have a section 501(h) election

in effect during the tax year? If "Yes, " complete Schedule C, Part [ . . e 4 X

5 Is the organization a section 501(c)(4), 501 éc)(S), or 501(c)(6} organization that receives membership dues,
assessmerts, or similar amounts as defined in Revenue Procedure 98-197 If "Yes, " comiplete Schedule C, Part Ili. . . ... 5 X

€ Did the organizaticn maintain any donor advised furds or any similar funds or accounts for which donors have the right
to provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes,"” complete Schedule D,

At e 6 X
7 Did the organization receive or hold a conservation easement, including easements te preserve open space, the

environment, historic land areas, or historic structures? /f "Yes," complete Schedule D, Part ll ........................ 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? # "Yas,”

complete Schedule D, Part Il .. 8 X

9 Did the organization report an amount in Part X, line 21, for escrow or custedial accoynt liability, serve as a custodian
for ameunts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation
services? If "Yes," complete Schedule D, Part IV . e 9 X

10 Did the organization, directly or through a related organization, hold assets in donor-restricted endowments
or in quasi endowments? If "Yes, " complete Schedule D, Part V... ... e

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

........................................................................................................ 11a)] X
b Did the organization report an amount for investments — other sacurities in Part X, line 12, that is 5% or more of its total
assets reported in Part X, line 167 if "Yes," complete Schedule D, Part VI ... ... . . . . . 11b X
¢ Did the organization report an amount for invastiments — program related in Part X, line 13, that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Schedule D, Part VIIL . ... 0 0 ¢ X
d Did the organization report an amount for other assets in Part X, fine 15, that is 5% or more of its total assets reperted
in Part X, line 167 If "Yes," complete Schedlle D, Part [X. . . . . . 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 if "Yes,” complate Schedule D, Part X.. ... 1e| X
f Did the crganization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)7 If "Yes," compiete Schedule D, Part X... |11 X
12a Did the organization obtain separate, independant audited financial statements for the tax year? i "Yes,” complete
Schedule D, Parts Xl and Xl . .. e e e 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year? if "Yes, " and
if the organization answered "No" to fine 12a, then completing Schedule D, Parts Xi and X!l is optional . |........... ... 12b X
13 Is the organization a school described in section 170¢(b)(1{ANID? I "Yes," com,blere Schedule E................ ...... 13 X
14a Did the organization maintain an office, employees, or agents cutside of the United States?........................... 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outside the United States, or aggregate foreign investments valued
al $100,000 or more? If "Yes, " complete Schedule F, Parts L and IV, .. ... .. . . 19p| X
15 Did the organization report on Part IX, column (&), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If “Yes, " complefe Schedule F, Parts Il and IV . ... . ... .. . 15 X
16 Did the organization report on Part IX, column (A), line 2, more than $5,000 of aggregate grants or oiher assistance to
or for foreign individuals? If "Yes, " complete Schedule FoParts HEand IV . 16 X
17 Did the organization repor a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines & and 11e? /f "Yes, " complefe Schedufe G, Part I See Instructions, . ... ... oo i 17 X
18 Did the organization report more than $15,000 total of fundraising evant gross income and centributions on Part VI,
lines Tc and Ba? If "Yes,” complete Schedule G, Part 1. ... . . . e 18 X
192 Did the organization réport more than $15,000 of gross income from gaming activities on Part VI, line 9a? If "Yes, "
complete Schedule G, Part Hl . . e 19
20a Did the organization operate one or more hospital facilities? if "Yes," complete Schedule H........................... 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statemenis to this return?................ 20h

21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part 1X, column (A}, line 17 If "Yes, " complete Schedwle |, Parts tand ti..................... 21 X

BAA TEEAQ103L 0901722 Form 980 (2022}




Form 990 (2022) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4
Pari IV .| Checklist of Required Schedules (continued)

Yes | No

22 Did the organization report meore than $5,000 of grants or other assistance to or for domestic individuals on Part !X,
column (A}, line 27 If "Yes," complete Schedule |, Parts and L. .. o 22 X

23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5, about compensation of the organization's current
?gn% f%rn}erJofficers, directors, trustees, key employees, and highest compensated employees? If “Yas,” compiefe 23 X
O . e

24a Did the crganization 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 /f a "Yes, " answer lines 24b through 24d and

complete Schedule K. 1f "NO, " 00 10 108 288, . . ... . i e e 24a X
b Did the crganization invest any proceeds of tax-exempt bonds beyond a femporary period exception?.................. 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the vear to defease

any Bax-exempt DONdS Y L. 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year?.,............... 24d

25a Section 501(c)3), 501(c}4), and 501(cX29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If "Yes, " complete Schedufa L, Part{ ...................... .. | 25a X

b ts the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
thal the transaction has not been reperted on any of the organization's prior Forms 980 or 990-E2Z? Jf "Yes, " complete
Schedule L, Part L. . e 25h X

26 Did the organizaticn repori any amount on Part X, line 5 or 22, for receivabtes from or payables to anr current ar
former officer, director, trustee, key employee, creator or founder, substantial contributer, or 35% controlled entity
or family member of any of these persens? If "Yes," complete Schedule L, Part 1l ... ... o o i i 26 X

27 Did the organization provide a grant or other assistance to any current or former officer, director, trustee, key
employee, creator or founder, substantial contributor or employee thereof, a grant selection committee
member, or 10 a 35% controlled entity (including an employee therecf) or family member of any of these
persons? If "Yes, " complete Schedule L, Part 1. . . . e e

2B Was the organization 2 party to a business transaction with one of the following parties (see the Schedule L, Part IV,
instructions for applicable filing threshclds, conditions, and exceptions):

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

“Yes, " complete Schedule L, Part 1V . . 28a X
b A family member of any individual described in line 28a? If "Yes," complete Schedule L, Part iV, . .......cocovvviiennn. 28b X
¢ A 35% controlled entity of one or more individuals and/er organizations described in line 28a or 2807 /f "Yes, "
complete Sehedule L, Part V. e 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? if "Yas, " complete Schedule M............. 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes,” complete SCRetUle M ... ... 30 X
21 Did the organization liguidate, terminate, or dissolve and cease cperations? /f "Yes," complete Schedule N, Part!...... Ly X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assels? i *Yes,” complete
SoRedUle N, Part I e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections
301.7701-2 and 30%.7701-37 If "Yes, " complate Schedule B, Part 1. ... 0 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part I, i, or IV,
and Part V, fine 1............... e e 34 X
85a Did the organization have a controlled entity within the meaning of section 512(bX13)7. ......... .o i nn, 35a X
b if "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlied
entity within the meaning of section 512(b)(13)7 /f "Yes, " compiete Schedule R, Part V, fine 2........ ... ... .......... 35b
36 Section 501(cX3) organizations, Did the organization make any transfers to an exempt nen-charitable related
organization? If "Yes,” complete Schedule R, Part V, line 2 .. .. . . . 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization and that is
treated as a partnership for federal income tax purposes? If "Yes," complete Schedute R, Part V. .................... 37 X

38 Did the organization complete Schedule © and provide explanations on Schedule O for Part VI, lines 11b and 19?
Note: All Form 990 filers are required to complete Schedule O, .. ..o o 38 X

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

Ta Enter the number reported in box 3 of Form 1096. Enter -0- if not applicable.. . ........... 1a

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

¢ Did the erganization comply with backup withholding rules for reportable payments to vendors and reportable gaming ; e
(gambling) WINNINGS 10 PriZe WiNIIErS 7 i it s e e e 1c| X

BAA TEEAGTOAL 09/01/22 Form 930 (2022)



Form 990 (2022) CYSTINQSIS RESEARCH FOUNDATION 32-0067668 Page 5

PartV. | Statements Regarding Other TRS Filings and Tax Compliance (continued)

2a Enter the 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

Yes | No

b If at least one is reported on line 2a, did the crganization file all required federal emptoyment tax returns?.............

da At any time durin% the calendar year, did the organization have an interast In, or & signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial accountd?.........

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

See instructions for filing requirements for FInCEN Form 114, Report of Foreign Bank and Financial Accounts {FBAR).

¢ If "Yes," to line 5a or Bb, did the organization file FOrm 8886-T7 ... .. .. it e e

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organizaticn
solicit any contributions that were not tax deductible as charitable Contributions?. .. ... oo v e e

b If "Yes," did the organization include with every solicitation an axpress statement that such contributions or gifts were

N X dedUCtDlE . L o e

7 Organizations that may receive deductible contributions under section 170(c).

a Did the organizaticn receive a ‘Payment in excess of $75 made partly as a contribution and partly for goods and
services provided 10 the Payor?. o e e e

¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file

B O B 7 it e

d If "Yes," indicate the number of Forms 8282 filed during the year ......................... | 7d|

4a X

5c

6a X

g lfthe orgargi;}ation recefved a contribution of qualified intellectual property, did the organization file Form 8899
B8 U B . e e e e

h If the organization received a contributicn of cars, boats, airplanes, or other vehicles, did the organization file a

FOm 1008 e

8 Sponsoring organizations maintaining dener advised funds. Did a donor advised fund maintained by the sponsering
organization have excess business holdings at any time during the Year?. ... ... oo e

9 Sponsoring organizations maintaining donor advised funds.

10 Section 501(cX7) organizations. Enter:

a Initiation fees and capital contributions included on Part VIIl, line 12, . ..., ................ 10a
b Gross receipts, inciuded on Form 990, Part VIll, line 12, for public use of club facilities. . . . . 10b
11 Section 501(cX12) organizations. Enter:
a Gross income from members oy shareholders. .. ............ .o i s Ta
b Gross income from other sources. (Do not net amounts due or paid to other sources
against amounts due or received fromthem.). ... ... .. 11b

13  Section 501(c)X29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue quafified health plans in morethan one state? ............ ... . i ...
Note: See the instructions for additiona! information the organization must report on Schedule O.

b Enter the amount of reserves the organization is required to maintain by the states in
which the organization is licensed to issue qualified healthplans. . ... .................. 13b

¢ Enter the amount of reserves on hand .. ... i

b If "Yes," has it filed & Form 720 to report these payments? f “No, " provide an explanation on Schedule ©..........., ..
15 Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,00C in remuneration or

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

If "Yes," complete Form 6069,

14b
15 X
18 X

BAA TEEADIOSL 09/01/22

Fornl 990 {2022)



Form 990 (2022) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 6

Pa .| Governance, Management, and Disclosure. For each "Yes” response to lines 2 through 7b below, and for
a "No" response fo fine 8a, 8b, or 10b below, describe the circumstances, processes, or changes on
Schedule O. See instructions.

Check if Schedule O contains & response or note to any line inthis Part Vi ...,

Section A. Governing Body and Management

Ta Enter the number of voting members of the governing body at the end of the tax year...... 1a
If there are material differences in voting rights among members
of the governing body, or if the governing body delegated broad
authority to an executive committee or simifar committee, explain on Schedule C,

b Enter the number of voting members included on line 1a, above, who are independent. .. .. 1b
2 Did any officer, directer, frustee, or key employee have a famiiﬁrelationship or a business relatlonship with any other
officer, director, trustee, 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, trusiees, or key employees to a management company or other person?..............covoeue. .. 3 X
4 Did the organization make any significant changes to its governing documents

since the prior Form Q00 was flet? . . . e 4 X
5 Did the organization become aware during the year of a significant diversion of the organizaticn's assets? ............. 5 X
€ Did the organization have members or StoCKROIORIS?. ... .. . it e e 6 X
7a Did the organization have members, stockhelders, or other persons whe had the power to elect or appoint ene or mere

members of the Governing Doy T .. ... 7a X

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

8 R,id }‘h?i organization contemporanecusly document the meetings held or written actions undertaken during the year by
e foliowing:

A The QOVeIMINg DOy 7. .o e e ga| X
b Each committee with authority to act on behalf of the governing body?. ... ... . i e g8b| X
9 Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If "Yes, " provide the names and addresses on Schedule O.....................c...... 9 X
Section B, Policies (7his Seclion B requesls informalion about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates?. . ... o i, 10a X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates, and branches to ensure their
operations are consistant with the organization’s EXem Pt PUIPOSEST . .. i i 10b
11a Has the organization provided a complete copy of this Form 890 to all members of its governing hody before filing the form?. .. ......... . ... ...... Maj X
b Describe on Schedule O the process, if any, used by the organization to review this Form 290, SEE SCHEDULE 0 [oaalii
12a Did the organization have a written conflict of interest policy? # "No,"gotoline 13 ... ... .. . i i, 12a| X
b Were officers, direclors, or trustees, and key employees required 1o disclose annually interests that could give rise
B0 O O S T L L e e 126| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes, " describe on
Schedule O how this was done, .. SEE. éCHEDU.LE ¢ U 12¢| X
13 Did the organization have a written whistleblower policy?. .. . o e 131 X
14 Did the organization have a written document retention and destruction policy?. ... oov oo 14 X

15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and conlemporaneous substantiation of the defiberation and decision?
a The organization's CEQ, Executive Director, or top management official, ... .. o e,
b Other officers or key employees of the organization. .. ... . i 15b X
if "Yes" to line 15a or 15b, describe the process on Schedule O. See instructions. L
16a Did the organization invest in, contribute assets to, or parlicipate in a joint venture or similar arrangement with a
taxable entily during the YearT. .
b If "Yes," did the organizaticn follow a written policy or procedure reguiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the ;
organization's exempt status with respect to SUCh armrangemEmtS 2. . .. .. 00 e e et
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed CA

18 Section 6104 requires an organization {o make its Forms 1023 ﬁ1 024 or 1024-A, if applicable), 990, and 990-T (section 501(c)(3)s only)
available for public inspection. Indicate how you made these available, Check all that apply.

Own website Another's website Upon request D Other (explain on Schedule O)
19 Describe on Schedute O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial statements available o
the public during the tax year. SEE SCHEDULE 0O

20 State the name, address, and telephone number of the person who possesses the organization's books and records.

GEQFFREY STACK 15200 VON KARMAN AVENUE, STE 920 IRVINE CA 92612 949 756-5959
BAA TEEAQT0BL. 09/01/22 Form 990 (2022)




Form 990L(2022) CYSTINQSTS RESEARCH FQUNDATION _ 32-0067668 Page 7
Part Vil | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
independent Contractors
Check if Schedule O contains a response or note to any line inthis Part VIL. ... ... . 0 i, D
Section A. Officers, Directors, Trustees, Key Empioyees, and Highest Compensated Employees
1a Complete this table for ali persons required to be listed. Report compensation fer the calendar year ending with or within the
organization's tax vear.

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

® List all of the organization's current key empfoyees, if any. See the instructions for definition of "key employee."

#® List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee)

who received reportable compensation (box 5 of Form W-2, box 6 of Form 1099-MISC, andfor box 1 of Ferm 1099-NEC) of more than $300,000
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 compensation from the organization 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
organization, more than $10,000 of reportable compensation from the organization and any related organizations.

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

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

©
Fosition {de not check more
Name and title AséBrgge thaig ggﬁw 5"6#?33?2.53 rason Rep[o)rtable RepoErt_ab\e Eeti ®
hours directorftrustee) compensation from compensation from St'mﬁf‘%?hipoum
i Q=] 3 = I T the(\f;[ ﬁ%‘é?.“” ’e'a‘e&?grﬂ%';?_a fons compgnsalion from
ok o 52 % & ég S| wscrtsenee MISC/1098-NEC) the organization
h:e"llfrsst'efc? ' g § g % .§ g e organizations
e e |8
below E)
dotted § g g
ling) %
_) NaNCY J. STACK | _40_
CHAIR - TRUSTEE 0 X X 0 0 0
_@ GEOFFREY STACK ____ __ _ _____ _0_
VICE CHAIR-TTEE 0 X X 0. 0 0
_() DONALD L. SOLSBY _________ 2
TREASURER - TTE 0 X X 0. 0 0
_ MARCU ALEXANDER _ ________ __ -0 _
TRUSTEE 0 X 0. 0 0
_) STEPHANIE CHERQUI, PHD __ _ __ _ 0
TRUSTEE ' 0 X 0. 0 0
_® BRUCE CRAIR _ _____________ _0_
TRUSTEE 0 X 0 0 0
_ JILL EMERSON, CPA____ __ ____ 0
TRUSTEE 0 X 0. 0 0
_® DENICE FLERCHINGER _____ ____ 0
TRUSTEE 0 X 0. 0 0
_© CLAY EMERSON, PHD, PE, CEM __ ji_ 0 _
TRUSTEE 0 X Q. 0 0
(9 ANGELA KIRCHOFF ___ _______ | _0_
TRUSTEE 0 X 0. 0 0
00 STEPHEN L, JENKINS __ _._ ____ _0_
TRUSTEE 0 X 0. 0 0
(2) DAVID W. MOSSMAN _ _0_
TROSTEE 0 X 0. 0 0
(3) KEVIN PARTINGTON __________ _0_
TRUSTEE 0 X 0. 0. 0.
04 TERESA PARTINGTON ____ ____ | _0_
TRUSTEE 0 X 0. 0. 0

BAA TEEAQIO7L  09/01/22 Form 990 (2022)



Form 990 (2022) CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 8

"Part VI | Section A, Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (confinied)

(B) ©)
(A Axgrarge édo notlcheF;:Oks|rtr:ci;rr1z=;,tl‘lﬁ\nt one (D) (E) (F)
Name and title wpé’: O?ffc,ﬂurna?'lsdsg:ﬁg&é?ﬂfﬁﬁe:;‘ comsglggsﬂ?olﬁefrom c?mggﬁgg?obr:efrom EStimgt“(’f ';,"0“"1
the organization related organizations
i 53 X X N X ) fon f
(I;]sgui]l’gy g, é— E- g E = tg: %T M|S(\g'% ééggp%EC) M]gcg'wgg.g[?jEc) Clihmepg;lgsglgigg”é%m
ar = g 2lele ﬁ a3 and related
related SR 3 & o= organizations
ofganiza § il § = |® 8
- tions E‘ = =
below bl 2 §
{ AR NN
[="
(15)_KRISTEN MURRAY ___________| _0_
TRUSTEE 0 X 0. 0. 0.
(16 BRIAN STURGIS _ __ ________|__| 0 _
TRUSTEE 0 X 0. 0. 0.
O7) BARBARA KULYK _ ______ ____ | -0 _
TRUSTEE 0 X 0. 0. 0.
a8 ] ————
Q9 ] ————
e e
ey ————
@ ————
ey . _] —_—
@8 e _____] _——_
@ ] o
Th Subtotal ... .. 0. 0. 0.
¢ Total from continuation sheets to Part VII, Section A, . ........................ 0. 0. 0.
d Total (add lines tbandlc). ................. .. .. ... .. i ., 0. 0. 0.

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

from the organization 0

5

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

on tine 1a? If "Yes, "‘complete Schedule J for such individual

For any individual listed on line 1a, is the sum of reportable compensation and other compensatior frem
the organization and related organizations greater than $150,0007 If *Yes," complete Schedule J for

such individual

Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual

for services rendered to the crganization? If “Yes, " complete Schedule J or SUCH PEISOM. ... ... v ruir e,

Yes

No

Se

ction B. Independent Contractors

1

Complete this table fer your five hi%hest compensated independent contractors that received maore than $100,000 of

compensation from the organization.

eport compensation for the catendar year ending with or within the organization's tax year.

A
Name and business address

(B .
Description of services

)
Compensation

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

$100,000 of compensation from the organization 0

BAA

TEEARIQBL 09/01/22

Form 990 .(2022)



Form 99Q (2022) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 9
Part Vill| Statement of Revenue
Check If Schedule O contains a response or note to any line iNthis Part VIl . oo oo o e s D
(A (B) (©) (D)

Total revenue Related or Unrelated Revenue
exempt husiness excluded from fax
function revenue under sections
revenue 512-514

g‘ 1a Federated campaigns......... 1a
g b Membership dues............. b
o ¢ Fundraising events............ 1¢ 35,723,
g 5 d Related organizations......... 1d
E|l e Goverment grants (coniributions) . ... | Te
Bl £ Al ther contributions, gifts, grants, and
g similar amounts not included above ... | 1 | 2, 858,400.
¢ Noncash contributions included in
g ‘g fines 1a-15. . oo 1g
)

Program Ssrvice Revenue

Business Code

All other program service revenue. . ..
Total. Add lines 2a-2t

Other Revernue

Investment income (including dividends, interest, and

other similar amounts}
Income from invesiment of tax-exemp
Royalties...........................

t bond procesds

241,777,

241,777,

(i} Real

(iiy Personal

Gross renls

Less: rental expenses

Rental income or (loss) | g¢

Net rental income or (loss)

Gross amount from (& Securities

(iiy Other

sales of assets
7a

109,075,

ather than inventorg ‘
Less: cost or other hasls
and sales expenses

Gain or (loss).

108,075,

Net gain or {loss)

Gross income from fundraising events
{not including § 35,723.
of contributions reported on line 1c).

Ses Part IV, line 18

Less: direct expenses. ... ..

8h

Net income or (loss) from fundraising

events

@Gross income from gaming activities.
See Part I¥, ling 18

%a

Less: direct expenses

%b

Net income or {Joss) from gaming acti

vities, ........ ..

Gross sales of inventory, fess. .. ..
returns and alfowances. .........

10

Less: cost of goods sold. . ..

i Ob

¢ Net income or {loss) from sales of inventory..........

Business Code

11a L _
o
o ¢ 0T TTT T
D& d Allotherrevenue ... ...
& e Total, Add lines 11a-11d ... ..oooeien e

3,244,975,

350.852.]

.0‘

TEEAOT09L 02Q1/22

Form 990 (2622)



Form 990 {2022}

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 10

"] Statement of Functional Expenses

Sectfon 507(c)(3) and 801 (c)(4) organizations must complete all columns. All other orgahizations must complete column (A).

Check if Schedule O contalns a response or note to an

ling in this Part IX

Do
6b,

not include amounts reported on lines
7b, 8b, 9b, and 10b of Part Vili,

(A)
Tota! expenses

(B)

Program service

expenses

©
Management and
general expenses

(D)
Fundraising
expenses

1

9
10
m

12

13

Grants and other assistance to domestic
organizations and domestic governments.
SeePart IV, line21........................
Grants and other assistance to domestic
individuais, See Part IV, line 22, ...........

Grants and other assistance to foreign
organizations, foreign governments, and for-
eign individuals. See Part IV, fines 15 and 16
Benefits paid to or for members............

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

Compensation not included above to
disqualified persons (as defined under
section 4958(fH (1)) and persons described
in sectfon 4958(c)(3)(B)

Other salaries and wages .

Pension plan accruals and contslbutlons
{include section 401(k) and 403(b)
employer contributions) ....................

Other employee benefits . ..................
Payrolltaxes................. . ... ...,
Fees for services (nenemployees):

¢ Accounting. ...
d Lobbying. .. ... s
e Professional fundraising services. See Part IV, ling 17

f Investment management fees..............

g Other. (If line 11g amount exceeds 10% of line 25, cofumn
(A), amount, list ling 11g expenses on Schedule 0.) ... .
Advertising and promotion..................

Office expenses..............ooovvi i,

14 Information technology.................. ...
15 Rovalties............... ... ...............

16
17

OccUpancy. ...
Travel oo

18 Payments of travel or entertainment

expenses for any federal, state, or local
public officials. ........................ ...

19 Conferences, conventions, and meetings. ...

20
21
22

Interest. ... i
Payments tc affiliates......................
Depreciation, depletion, and amortization. . ..

23 INSUFANCE .. ...
24 Other expenses. ltemize expenses not

covered above. (List miscellaneous expenses
on fine 24e. If line 24e amount exceeds 10%
of line 25, column (A), amount, list line 24e

expenses on Schedule O

620, 000.

620,000

1,028,127,

1,028,127

0.

0.

64,285,

13, 687.

42,106,

8,492,

5,073,

1,231.

3,078.

764.

2,334,

2,334.

9,135,

833.

8,302,

108, 320.

14,919,

77,665.

15,736.

1,050.

1,050.

110,362,

359,640,

70,722,

84,065,

7,293,

76,772,

17,888,

17,888,

20,282

40,289,

a Fpycarioy 467,801, 467,801,

b MAGAZINE 135,158, 67.140. 68,018,

¢ OUTSIDE SERVICES . ___ _ _ 84,000, 66, 500. 17.500,

dRENT __ 44,642, 16,299, 15,586. 12,757,

e All other expenses. ........................ 79,191, -13, 445, 52,588. 40,048,
25 Total functional expenses, Add lines 1 through 2. . . . 2,871,720, 2,322,732, 238,179, 310,800,

26

Joint costs, Complete this line only if

the organization reported in column (B)
joint costs from a combined educational
campaign and fundraising solicitation.
Check here if following

SOP 882 (ASC 958-720), ., ........ovvv v vun

BAA

TEEANTOL 08/01/22

Form 990 (2022)
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Page 11

Form 990 (2022) CYSTINOSIS RESEARCH FOUNDATION
Part X .

Balance Sheet

Check if Schedule O contains a response or note to any line inthis Part X, ... o i |:|
A (B
Beginning of year End of year
1 Cash — non-interest-bearing. .. ... o i e e 1
2 Savings and temporary cash investments. ............... ... o i 6,158,524, 2 6,005, 918.
3 Pledges and grants receivable, net. ... ... . 30,933.| 3
4 Accounts receivable, net . ... .. 4
5 Loans and other receivables from any current or former officer, director,
frustee, key employee, creator or founder, substantial contributor, or 35%
controlled entity or family member of any of these persons......................
€ Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), and persons described in section 4958 (3B ............. 6
7 Notes and loans receivable, net.. ... o 7
2| 8 Inventories forsale Oruse. ... ..o B 8
§' 9 Prepaid expenses and deferred charges. ... oo i i 9
< 10a Land, buildings, and equipment: cost or other basis.
Complete Part V! of Schedule D.................... 10a 162,197,
b Less: accumulated depreciation.................... 10h 127,187. 52,899.|10c 35,010,
11 Investments = publicly traded securities. ................ ..o 3,836,415, M 4,212,457,
12 Investments — other securities. See Part iV, line 11, .. ooy 12
13 Investments — program-related. SeePart IV, line 11.................o il 13
14 Intangible A8sels. .. . i 14
15 Otherassets. SeePart [V, line 11.......... oo 15 33,484,
16 Total assets. Add lines 1 through 15 (mustequal line 33)............ovveenn. .. 10,168,657.]16 10, 305, 666.
17  Accounts payable and accrued BXPeNSES . ...t i e e 31,040, 7 14,203,
18 Grants payable .. ... e 1,911,458.]/18 1,592,637,
19 Deferrad reveNUE .. ... .o e e e
20 Tax-exempt bond liabilities . . ..., . e
.3. 21 Escrow or custodial account liability, Complete Part |V of Schedule D...........
& | 22 Loans and other payables to any current or former officer, director, trustee,
£ key employee, creator or founder, substantial contributor, or 35%
5 contralled entity or family member of any of these persons.....................
23 Secured morigages and notes payable to unrelated third parties. ...............
24 Unsecured notes and loans payahle to unrelated third parties...................
25 Other Jiabilities (including federal income tax, payables to related third parties,
and other liabilities not included on lines 17-24). Complete Part X of Schedule D, 36, 310.
26 Total liabilities. Add lines 17 through 25. ........ ... ... ... ... . ..o iieii.l, 1,643,150
9 Organizations that follow FASB ASC 958, check here : :
g and complete lines 27, 28, 32, and 33.
% 27 Net assets without donor restrictions........ ... 8,226,159.|27 8,662,516,
| 28 Netassets with donor restrictions................ ...
'E Organizations that do not follow FASB ASC 958, check here []
i and complete lines 29 through 33.
G 29 Capital stock or trust principal, orcurrentfunds. ................ ... o
8 30 Paid-in or capital surplus, or tand, building, or equipment fund. ................. 30
§ 31 Retained earnings, endowment, accumulated income, or other funds............ 31
'5 32 Totainetassetsorfund balances.. ... ... .. ... . i i i 8,226,159, 32 8,662,516,
£ 33 Total liabilities and net assets/fund balances. ...............cc i, 10,168,657, 33 10, 305, 666.

2

TEEAQ11IL 09/01/22

Farm 880 (2022)



Form 990 (2022) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 12

 Part XI .| Reconciliation of Net Assets
Check if Schedule O contains a response or note to any lineinthisPart Xl ..............o oo |:|
1 Tolal revenue (must equal Part VI, column (A), i@ 12).....0 i e 1 3,244,975,
2 Total expenses {must equal Part IX, column (A), IN@ 25). .. ... e 2 2,871,720,
3 Revenue less expenses. Subtract line 2 from lina 1. . ... .. e 3 373, 255.
4 Net asseis or fund balances at beginning of year {must equal Part X, line 32, column (A).................. 4 8,226,159,
5 Net unrealized gains {losses) On INVESIMENIS. ... . . i e e 5 63,102,
6 Donated services and use of facilities. ... ... . €
7 VSO OISO o oo e 7
8 Prior period adlustments ... ..o []
9 Other changas in net assets or fund balances {explainon Schedule O).................... oo, 9 0.
10 Net asseis or fund balances at end of year. Combine lines 2 through 9 (must equal Part X, line 32,
L0l B ) . ottt e e e e e e e e 10 8,662,516.

Part XlI.| Financial Statements and Reporting
Check if Schedule O contains a respense or note to any line inthis Part Xl ... ... e

1 Accounting methed used to prepare the Form 990: DCash Accrual DOther

If the organization changed its method of accounting from a prior year or checked "Other,” explain
on Schedule O,

2a Were the organization's financial statements compiled or reviewed by an independent accountant? .................... 2a X

If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:

Separate basis DConsoIidated basis DBoth consolidated and separate basis

If "Yes," check a box below to indicate whether the financia! statements for the year were audited on a separate
basis, consolidated basis, or both:

Separate basis DConsolidated basis DBoth consolidaied and separate basis

¢ If "Yes" to line 2a or 2b, dogs the organization have a cormittee that assumes responstbility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? ........................

If the organization changed either its oversight process or selection process during the tax year, explain
on Schedule O,

3a As a result of a federal award, was the organization required 10 undergo an audit or audits as set forth in the Uniform

Guidance, 2 C.F.R Part 200, SUbpart FZ. . . e 3a X
b If "Yes," did the crganizaticn underge the required audit or audits? If the organization did not undergo the required audit
or audits, explain why cn Schedule O and describe any steps taken to undergosuch audits ... ........................ 3b

BAA TEEAQT1ZL 09/01/22 Form 990 (2022)



. . . OB Mo. 1545-0047
SCHEDULE A Public Cha.rlt;y §tatu§ and Public .Su.pport ' 2022
{Form 990) Complete if the organization is a section 501 (p)(g organization or a section
4947(aX1) nonexempt charitable trust. -
Attach to Form 990 or Form 990-EZ.
Papartment of U 1 reasury Go to www.irs.gov/Form390 for instructions and the latest information.
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
tPart 1| Reason for Public Charity Status. (All organizations must complete this part.) See instructions.
The organization is not & private foundation because it is: (For lines 1 through 12, check only one box.)
1 A church, convention of churches, or association of churches described in section 170(bX1XAXI).
2 A schoof described in section 170(b)1)XAXii). (Attach Schedule E (Form 990).)
3 A hospital or a cooperative hospital service organization described in section 170(bX 1) AXiii).
4 A medical research crganization operated in conjunction with a hospital described in section 170(b)Y1XAM)iii). Enter the hospital's
name, city, and state:
5 D An organization operated for the benefit of a college or university owned or operated by a governmenial unit described in
section 170(bY1XAXiv). (Complete Part I1.)
6 . A federal, state, or focal government or governmental unit described in section 170(b}1XAXV).
7 An organization that normally receives a substantial part of its support from & governmental unit or from the general public described
in section 170(b)1XAXvi). (Complete Part I1.)
8 D A community trust described in section 170(bX1XAXvi). (Complete Part I1.)
9 An agricultural research crganization described in section 170{b)1){AXix) operated in conjunction with a land-grant college

or university or a non-land-grant ccliege of agriculture (see instructions), Enter the name, ¢ity, and state of the college or
university:

10 |:| An organization that nermally receives (1) more than 33-1/3% of its suppert from confributions, membership fees, and gress receipls

from activities refated 1o its exempt functions, subject to certain exceptions; and (2) ne more than 33-1/3% of its support from gross
investrnent income and unrelated business taxable income (less section 511 tax) from businesses acquired by the crganization after
June 30, 1975. See section 509(a)2). (Complete Part I11.)

1 An organization organized and operaied exclusively to test for public safety. See section 50%a)4).

12 An organization erganized and operated exclusively for the henefit of, to perform the functions of, or to car(r)y out the Rurposes of one
or more publicly supported organizations described in section 50%(aX1) or section 509%(a}2). See section 509(a)3). Check the box on
lines 12a through 12d that describes the type of supporting organization and compiete lines 12e, 12f, and 12q.

a Type |, A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving the supported
organization(s) the power to regularly appeint or elect a majority of the directors or trustees of the supparting organization. You must
complete Part IV, Sections A and B.

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

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

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

e Check this box if the organization received a written determination from the IRS that it is a Type |, Type 11, Type Il functicnally
integrated, or Type lll non-functicnally integrated supperting organization,

f Enter the number of sUpported Organizations .. ... ... . e :’

g Provide the foliowing information about the supported organization{s).

(i) Name of supported organization (i) EIN %lll) Type of organization (iv} s the () Amount of monetary {vl} Amount of other
described on lines 1-10 organization listed | support (see instrustions) suppart (see instructions)
above (see instructions)) in'your governing
document?
Yes No
(A)
(B)
©)
(D)
(E)
Total o . g
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ, Schedule A (Form 990) 2022

TEEAQ401L  0%/09/22



Schedule A (Form 990) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

Partil'|Support Schedule for Organizations Described in Sections 170(b)1XAXiv) and 170(b)1XAXvi)
{Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part 111, If the
organization fails to qualify under the tests listed below, please complete Part 111.)

Section A. Public Support

g:é?ﬁﬂﬁ: gyie:)’ (or fiscal year (a) 2018 (b) 2019 (c) 2620 (d) 2021 (e) 2022 f) Total
1  Glits, grants, contributions, and

membership, fees receivad. (Do not

include any "unusual grants.} ..., . 5,347,869.14,064,820.|3,658,065.|2,921,004,/2,894,123.118,885,881.

2 Tax revenues levied for the
organization's benefit and
either gaid to or expended .
onits behalf. ................. 0.

3 The value of services or
facilities furnished by a
governmental unit to the
organization without charge ... 0.

4 Total. Add lines 1 through 3... | 5,347, 869.|4,064,820.|3,658,065, 2,894,123.118,885,881.

5 The portion of total '
contributions by each person
(other than a governmental
unit or publicly supported
organization) Included on line 1
that exceeds 2% of the amount
shown on line 1, column ¢f).. .

6 Public support. Subtract line 5
fromiined. . .................

Section B. Total Support

18,885,881,

o aw (or fiscal year (@)2018 (b) 2019 (c) 2020 () 2021 (e) 2022 ( Total

7 Amounts fromlined.......... 5,347,869,.(4,064,820.13,658,065.:2,921,004.12,894,123.|18,885,881.

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties, and income from
similar seurces ............... 54, 850, 243,604, 151,448, 668,443, 360,852, 1,479,197.

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

10 Other income. Do not include
gain or loss from the sale of
capital assets Explain in
PartVIY . ... oo 0.

11 Total support. Add lines 7
through 10, .00 o L R SRS ‘ =2 20,365,078,
12 Gross receipts from related activities, etc, (see instructions). ... . . [ 12 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 501(c)}(3)
organization, check this box and stop here. ... . e e |:|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2022 (line 6, column (f), divided by line 11, column (M) ..., 14 92,74 %
15 Public support percentage from 2021 Schedule A, Part I, line T4, . ... i 15 0.00%
16a 33-1/3% support test—2022. If the organization did not chack 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. ... o i i i e
b 33-1/3% support test—2021. If the organization did not check a box on line 13 or 16a, and line 15 is 33-1/3% oy more, check this box
and stop here. The organization qualifies as a publicly supported organization . ... ... o i D
17a 10%-facts-and-circumstances test—2022, If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10%
or more, and If the organization meets the facts-and-cirgumstances test, check this box and stop hete, Explain in Part VI how
the organization meets the facts-and-circumstances test. The organization qualifies as a publicly supported organization............. D
b 10%-facts-and-circumstances test—2021. 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 meets the facts-and-circumstances test, check this box and stop here. Explain in Part VI how the
organization meets the facts-and-circumstances test. The organization qualifies as a publicly supported organization.. ...............
18 Private foundatign. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions.....
BAA Schedule A (Form 990) 2022
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Schedule A (Form 990) 2022

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 3

- [Support Schedule for Organizations Described in Section 509%(aX2)

(Complete only if you checked the box on line 10 of Part | or if the organization failed to qualify under Part (I, If the organization
fails to qualify under the lests listed below, please compiete Part 11}

Section A. Pubiic Support

Calendar year {or fiscal year heginning in)

1

(a) 2018

(b} 2079

(c) 2020

(d) 2021

{e) 2022

{f) Total

Gifts, grants, contributions,
and membership foes
received. (o not include

any "unusual grants.”).........

2 Gross receipts from admissions,

merchandise sold or services
?en‘_ormed., or facilities .
urnished in any activity that is
related to the organization's
tax-exempt purpose. ..........

3 Gross receipts from activities

that are not an unrelated trade
or business under section 513.

4 Tax revenues levied for the

organization's benefit and
either paid to or expended on
s behalf.....................

5 The value of services or

facilities furnished by a
governmental unit to the
organization without charge ...

& Total. Add lines 1 through 5., .
7a Amounts included on lines 1,

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

b Amounts included on lines 2
and 3 received from other than
disqualified persons that
exceed the greater of $5,000 or
1% of the amount on line 13
fortheyear...................

¢ Addlines Zaand 7b...........

8 Public support. (Subtract line

Zefromiline &), .............

Section B. Total Support

Calendar year {or fiscal year beginning in}
9 Amounts fromline6.......,..
10a Gross income from interast, dividends,

11

(a) 2018

{b) 2019

(c) 2020

(d) 2021

(€) 2022

{f) Total

payments raceived on securitles loans,
rents, royalties, and income from
similar SOUFCES . ... oo

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

¢ Add lines 10a and 10b........

Net income from unrelated business
activities nat inciuded on line 10h,
whether or nct the business is
regularly carried on. ..............

12 Other income. Do not include

gain or loss from the sale of
capital assets (Expiain in
Part VI.) ..o

13 Total support. (Add lines 9,

14

10c, 11, and 12 .............

First 5 years, If the Form 990 is for the organization's first, secend, third, fourth, or fifth tax year as a sectien 501(¢)(3)
organization, check this box and stop here

Section C. Computation of Public Supponrt Percentage

15 Public support percentage for 2022 (line 8, column (), divided by line 13, column () ...............oiiiniit 15 %
16 Public support percentage from 2021 Schedule A, Part 1], 1ine 15, ..o o e 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2022 (line 10c, column {fy, divided by line 13, column (B ...........ooveie. 17 %
18 ‘nvestment income percentage from 2021 Schedule A, Part ], Ine 17 .. .. i ieen 18 %

19a 33-1/3% support tests—2022, If the organization did not check the box on line 14, and line 15 is more than 33-1/3%, and line 17
is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization.............

b 33-1/3% support tests—2021. If the organization did not check a box on line 14 ¢r fine 12a, and line 16 is more than 33-1/3%, and B

20 Private foundation. |f the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions.

line 18 is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... ...

BA
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Schedule A (Form 930) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Fage 4
-Part IV. .| Supporting Organizations

omplete only if you checked a box on line 12 of Part I, If you checked box 12a, Part |, complete Sections A
and B. If you checked box 12b, Part |, complete Sections A and C. If you checked hox 12¢, Part |, complete
Secticns A, D, and E. If you checked hox 12d, Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Organizations

Yes | No

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

2 Did the organization have any supparted organization that does not have an IRS determination of status under section
509(2)(1) or {2)7 If "Yes," explain in Part VI how the organization datermined 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)(4), (5), or (B)7 If "Yes, " answer lines 3b
and 3¢ below.

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

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

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

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign supported
organization? /f "Yes, " describe in Part VI how the organization had such confrel and discretion despite being controiled
or supervised by or in connection with ifs supported erganizations.

¢ Did the organization support any foreign supported organization that does not have an IRS determination under
sections 501(¢)(3) and 509(a)(1) or (2)7 If "Yes," explain in Part VI what conirols the organization used to 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 remaove any supported organizations during the tax year? If "Yes, " answer lines
5B and 5c below (if applicable). Also, provide detail in Part VI, Including (i) the names and EIN numbers of the
supported organizations added, substituted, or removed; (ii) the reasons for each such action; (iif) the
authority under the organization's organizing document authorizing such action; and (v} how the action was
accomplished (such as by amendment to the organizing document).

b Type |l or_TyPe It only. Was any added or substituted supported organization part of a class aiready designated in the
organization's organizing document?

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

6 Did the organization provide support (whether in the form of granis or the provision of services or facilities) to
anyone other than (i) its supported organizations, (ji) individuals that are part of the charitable class benefited by one
or more of its supported organizations, or (iil) other supporting organizations that also suppert or benefit one or more of
the filing organization's supported crganizations? /f “Yes, " provide detail in Part Vi

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(as defined In section 4958(c)(3)(C)}, a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? f "Yes," complete Part | of Schedule L (Form 950).

8 Did the organization make a foan 1o a disgualified person (as defined in section 4958) not described on line 77 If "Yes," ;
complete Part | of Schedule L (Form 990).

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more disqualified persons,
as defined in section 4946 (other than foundation managers and organizations described in section 509(a)(1) or @07
If "Yes," provide detail in Part Vi.

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

¢ Did a disqualified persen (as defined on line 9a) have an ownership interest in, or derive any personal benefit from,
assets in which the suppeorting organization also had an interest? Iif "Yes," provide detail in Part V1.

10a Was the organization subject to the excess business holdings rules of section 4942 because of section 4943(f) (regarding )
certain Type [l supporting organizations, and all Type Il non-functionaily integrated supporting organizations)? If "Yes,” =+
answer fine 10b below. 10a

b Did the crganization have any excess business holdings in the tax year? (Use Schedule G, Form 4720, to detarmine ook
whether the organization had excess business holdings.) 10b

BAA TEEAQ4D4L  09/09/22 Schedule A (Form 930) 2022




Schedule A (Form 990) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 5
|PartV | Supporting Organizations (continued)

Yes | No

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described on lines 11b and 11¢ below,

the governing body of a supported organization? Ta
b A family member of a person described on line 11a above? 11b
€ A 35% controlled entity of a parson described on line 11a or 11b above? If "Yes™ o fine 114, 11k, or 17c, provids detail in Part VI. ¢

Section B. Type | Supporting Organizations

Yes | No

1 Did the governing body, members of the governing body, officers acting in their official capacity, or membership of one
or more supported organizations have the power to regularly appoint or elect at least a majority of the organization's
officers, directors, or trustees at all times during the tax year? If “No," describe in Part Vi how the supported
organization(s) effectively operated, supervised, or controlled the organization's activities. If the organization had more
than one supported organization, describe how the powers to appoint and/or remove officers, directors, or trustees
were allocated among the supporied orgenizations and what conditions or restrictions, if any, applied to such powers
during the fax 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? If "Yes, " explain in Part VI how providing such
benefit carried out the purposes of the supported organization(s) that operated, supervised, or controlied the
supporting organization.

Section C. Type Il Supporting Organizations

Yes | No

1 Were a majority of the organization's directors or trustees during the tax year also a majority of the directors or trustees
of each of the organization's supported crganization(s)? Jf "No," describe in Part VI how control or managernent of the.
supporting organization was vested in the same persons that controlled or managed the supported organization(s).

Section D. All Type lil Supporting Organizations

Yes MNo

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
organization's tax year, (i) a written notice describing the fype and ameunt 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 (i) copies of the
organization's governing documents in effect on the date of notification, to the extent net previously provided?

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

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

Section E. Type lll Functionally integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the infegral Fart Test during the year (see instructions).
a EI The organization satisfied the Activities Test, Complete line 2 below.
b l:l The organization is the parent of each of its supported organizations. Complete line 3 below.

c D The organization supported a governmental entity, Describe in Part VI how you supported a governmental entily (see instructions).

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

a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of the
supporiec crganization{s) fo which the organization was responsive? 7 "Yas," then in Part Wi identify those supported
organizations and explain how these activities directly furthered thelr exempt purposes, how the organization was
responsive to those supported crganizations, and how the organization determined that these activities consiituted
substantially alf of its aclivities.

b Did the activities described on line 2a, above, constitute activities that, but for the organization's involvernent, cne or
more of the organization's supported organization(s) would have been engaged in? If "Yes," explain in Part Vi the
reasons for the organization's position that its supported organization(s) would have engaged in these activities
but for the organization’s involvement,

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or trustees of
each of the supported organizations? If "Yes" or "No, * provide details in Part Vi.

b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each of its SRR
suppoerted organizations? if "Yes, " describe in Part VI the role played by the organization in this regard. 3b

BAA TEEAC4O5L  03/09/22 Schedule A (Form 990) 2022




Schedule A (Form 990) 2022

CYSTINOSIS RESEARCH FQUNDATION

32-0067668 Page 6

1

PartV_ | Type Ill Non-Functionally Integrated 509(a)3) Supporiing Organizations

D Check here If the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI). See
instructions. All other Type Ill non-functicnally ntegrated supporting crganizations must complete Sections A through'E.

Section A — Adjusted Net Income

(A Prior Year

(B) Current Year
(opticnal)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3,

Depreciation and depletion

mialwioj=

Db =

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

[+2]

Other expenses (see instructions)

oo~

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

Section B — Minimum Asset Amount

{A) Prior Year

(8) Current Year
{optional)

T Aggregate fair market value of all non-exempl-use assets (see instructions for short

tax year or assets held for part of year):

a Average menthly value of securities

b Average monthly cash balances

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

d Total {add lines 1a, 1b, and 1¢)

e Discount claimed for blockage or other factors
(explain in detail in Part Vi)

2

Acqguisition indebtedness applicable to non-exempt-use assets

3

Subtract line 2 from line 1d.

[#1]

4

Cash deemned held for exempt use. Enter 0.015 of line 3 (for greater amount,
see Instructions),

Net value of non-exempt-use assets (subtract line 4 from line 3)

Multiply line 5 by 0,035,

Recaoveries of pricr-year distributions

5
6
7
8

Minimum Asset Amount (add line 7 to line 6)

COf~I{or U1 |

Section C — Distributable Amount

Current Year

1

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

2

Enter 0.85 of fine 1.

3

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

4

Enter greater of line 2 ¢r line 3.

5

Income tax imposed in prior year

G (o] =

6

Distributable Amount. Sublract line 5 from line 4, unless subject to emergency
temporary reduction {see insiructions),

D Check here if the current year s the organization's first as a non-functionally integrated Type 1N supporting organization

(see instructions).

BAA
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Schedule A (Form 990) 2022 CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 7

[Type Ill Non-Functionally Integrated 509(a)X3) Supporting Organizations (continued)

Sectlon D — Distributions

Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes L
2 Amounts paid to perform activity that directly furthers exempt purposes of supported organizations,
in excess of income from activity 2
3 Administrative expenses paid to accomplish exempt purposes of supported arganizations 3
4 Amounts paid to acquire exempt-use assets 4
5 Qualified set-aside amounts (prior IRS aporoval required — provide detafls in Part VI) 5
6 Other distributions (describe in Part VI). See instructions. 6
7 Total annual distributions. Add lines 1 through 6. 7
8 Distributions to attentive supperted organizatiens o which the organization is responsive {provide detalls
in Part VI). See instructions. B
9 Distributable amount for 2022 from Section C, line 6 9
10 Line 8 amount divided by line @ amount 10
()] (ii) jii}
Section E — Distribution Allocations (see instructions) Excess Underdistributions Distributable

Distributions

Pre-2022

Amount for 2022

1 Distributable amount for 2022 from Section C, line &

Z Underdistributions, if any, for years prior to 2022 (reasonable
cause required — explain in Parf VI). See instructions.

3 Excess distributions carryover, if any, to 2022

aFrom20i7...............

BFrom2018...............

GCFrom2019...............

dFrom2020...............

eFrom2021................

f Total of lines 3a through 3e

g Applied to underdistributions of prior years

h Applied to 2022 distributable amount

i Carryover from 2017 not applied (see instructions)

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

4 Distributions for 2022 from Section D,
tine 7.

a Applied to underdistributions of prior years

b Applied to 2022 distrioutable amount

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

5 Remaining underdistributions for years prior to 2022, if any.-
Subtract lines 3g and 4a from line 2, For result greater than
zero, explain in Part Vi, See instructions.

6 Remaining underdistributions for 2022, Subtract jines 3h and 4b
from line 1. For result greater than zero, explain in Part Vi, See
instructions.

7 Excess distributions carryover to 2023. Add lines 3j and 4¢.

8 Breakdown of line 7:

A Excess from 2018 .,....

b Excess from 2019.......

€ Excess from 2020..... ..

d Excess from 2021,.... ..

e Excess from 2022, .....

BAA
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Page 8

Schedule A (Form 930) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Par Supplemental Information. Provide the explanations required by Part 11, line 18; Part Il, ling 17a or 17b; Part
|11, fine 72; Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 9h, 8¢, 13a, 11, and 11¢; Part IV, Section

B, lines 1 and 2; Part IV, Section €, line 1; Part I¥, Section D, lines Z and 3; Part IV, Section E, lines 1c, 23, 2h,

3a, and 3b; PartV, line 1; Part V, Section B, line Te; Part ¥, Ssction D, lines 5, 6, and 8; and Part ¥, Section E,

lines 2, 5, and 6. Also complete this part for any additicnal information. (See instructions.)
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Schedule B OME No. 1545-0047

(Form 990) Schedule of Contributors 2022
Depértment of the Treasu Attach to Form 990 or Form 990-PF,

intbmal Revenue Service Go to www.irs.gov/Form990 for the latest information.

Name of the organization ) Employer identlfication number
CYSTINOSIS RESEARCH FCUNDATION 32-0067668
Organization type (check one):

Filers of: Section:

Form 990 or 990-EZ B0y 3 ) (enter number) organization

D 4947 (a)(1) nonexempt charitable trust not Yreated as a private foundation
D 527 political organization

Form 990-PF I:l 501(c)(3) exempt private foundation
|:| 4347 (a)(1) nonexempt charitahle trust treated as a private foundation

[7] 501(c)(3) taxavle private foundation

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

General Rule

|:| For an organization filing Form 990, 890-EZ, or 290-PF that received, during the year, contributions totaling $5,000
or more {in money or property} from any one contributor. Complete Parts | and II. See instructions for determining
a contributor's total contributions.

Special Rules

For an organization described in section 501(c)(3) filing Form 93¢ or 990-EZ that met the 33-1/3% support test of the
ragulations under sections 508(a)(1) and 170(b){1)(A)(vi), that checked Schedule A {Form $90), Part 1, line 13, 16a, or
16h, and that received from any one contributor, during the year, total contributions of the greater of (1) $5,000; or
(2) 2% of the amount on () Form 920, Part VI, line 1h; or (i) Form 930-EZ, line 1. Complete Parts | and Il

D For an organizaticn described in section 501(c)(7), (8), or {10} filing Form 930 or 990-EZ that received from any one
contributor, during the year, fotal contributions of more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purposes, or for the prevention of cruelty to children or animals. Complete Parts | {entering
"N/A" in column {b) instead of the contributor name and address), Il, and Il

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

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990), but it
must answer "No" on Part [V, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Part |, line
2, to certify that it doesn't meet the filing requiremenrts of Schedule B (Form 490).

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 930-EZ, or 990-PF. Schedule B {(Form 990) (2022)
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Schedule B (Form 990) (2022)

1 1 Page2

Name of organlzation

Employer identiflcation number

CYSTINCSIS RESEARCH FOUNDATION

32-0067668

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

a) (b} © @
0. Name, address, and ZIP + 4 Total contributions Type of contribution

1 GEOFFREY AND NANCY STACK Person

e Payroll []

3501 JAMBOREE ROAD, #1600 NT ________________ §_ ____ 700,000, Noncash [ ]

(Complete Part I! for
nancash contributions.)

(b)
Name, address, and ZIP + 4

@.
Total contributions

@
Type of contribution

JENNA AND PATRICK'S FOUNDATION FOR

8 150,000,

Person

L
N

(Complete Part 1l for
nencash contributions.)

Payrolt
Noncash

.

(b)
Name, address, and ZIP + 4

©
Total coniributions

d
Type of contribution

THOMAS AND SUSAN MORAN

$ 100,000,

Person

L
U

(Complete Part )| for
noncash contributions.)

Payrofl
Noncash

b
Name, addre(ss), andZIP + 4

@
Type of contribution

T2G FOUNDATION

Person

N
l

{Complete Part }l for
noncash centributions.)

Payroll
Noncash

.

]
Name, addre(ss}, and ZIP + 4

@
Type of contribution

MAGISTRO FAMILY FOUNDATION

Person

L
[

(Complete Part [l for
noncash contributions.)

Payroll
Noncash

@
Type of contribution

Person

[]
[]
O

(Complete Part Il for
noncash contributions.)

Payroll
Noncash

BAA
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Schedule B {(Form 990) (2022)

1

1 Page 3

Hame of organization

CYSTINOSIS RESEARCH FOUNDATION

Employer Identification number

32-0067668

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

(a) No. - (b) , {c) (d)
from Description of noncash property given FMV (or estimate Date received
Part | {See Instructions.

N A e

(a) No. ) b) . {c} )
from Description of noncash property given FMV (or estlmaieg Date received
Part | (See instructions,

(2) No. . b) . ©) . {d .
from Description of noncash propeity given FMV (or estlmate; Date received
Part b {8ee instructions,

(a) No.
from
Part i

C
FMV (or(e)stimate)
(See instructions.)

(o)
Date received

—————————————————————————————————————————— $—-—.-—_—-———-——-—-—--——.——.—-mu-—_
(a) No, b) (c) (d)
from Description of noncash property given FMV (or estimate Date received
Part i (See Instructions.

{a) No.
from
Part |

{c)
FMV (or estima!eg
{See Instructions.

d)
Date received

BAA
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Schedule

B (Form 990} (2022)

1 1 Page 4
Name of organization Empleyer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Part’l:

Exclusively religious, charitable, etc., contributions to organizations described in section 501(cX7), (8),

or (10) that total more than $1,000 for the year from any one contributor. Complete columns (a) through (e} and
the fellowing line entry. For arganizations completing Part |ll, enter the total of exciusively religious, charitable, etc.,

contributions of $1,000 or less for the year, {Enter this information once. See instructions.). ............

Use duplicate copies of Part |Il if additional space is needed,

(?20'#!’ {b} Purpose of gift (c) Use of giit {t) Description of how gift is held
Part |
S P S
{e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
@ No. (b) Purpose of gift () Use of gift (d) Description of how giftis held
Part |
(e) Transfer of gift
Transferee’s name, address, and ZiP + 4 Relationship of transferor o transferee
(?30":]'1" (b) Purpose of gift {c) Use of gift {d) Description of how gift is held
Partl
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(&) No. (b} Purpose of gift () Use of gift (d) Description of how gift is held
Part |
(e} Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee

BAA
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OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements
(Form 990) Complete if the organization answered "Yes" on Form 980, 2022
PartIV,line 6,7, 8 9, 70, 11a, 11b, 11c, 11d, 11e, 111, 12a, or 12b.

Attach to Form 990.

Pepartment of the Treasury Go to www.irs.gov/Form930 for instructions and the latest Informatian. \
Namie of the organlzation Employer |dai
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
‘Partl::| Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complats if the organization answered "Yes® on Form 990, Part IV, ling 6.
(a) Donor advised funds {b) Funds and other accounts

Total number atend of year. ...............
Agoregate value of contributions to (2uring year). . .. ...
Ageregate value of grants from (during year) . ........
Aggregate value atend ofyear.............

B AWy =

Did the organization Inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization's property, subject 1o the organization's exclusive legal control?........................... DYes |:| No

€ Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private BENefit? . ... ..\ T e DYes D No

Conservation Easements.

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

1 Purpose(s) of conservation easerments held by the organization (check all that apply).
Preservation of land for public use (for example, recreation or education) Preservation of a historically important tand area
Protection of natural habitat HPreservation of a certified histori¢ structure
Preservation of open space

2 Complete lines 2a through 2d if the crganization held a qualified conservation contribution in the form of a conservation easement on the
last day of the tax year,

Held at the End of the Tax Year

a Total number of conservation easements. ... ... . . . 2a
b Total acreage restricted by conservation easements. . .. ... o i 2b
¢ Number of conservation easements on a certified historic structure included in @) ............. 2c
d Number of conservation easements included in (¢) acquired after July 25, 2006 and not on &
historic structure listed in the National Register. ... ... . .. . i e 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the
tax vear

4 Number of states where property subject to conservation easement is located
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,

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

7 Amount of expenses incurred in monitoring, inspecting, handiing of vialations, and enforcing conservation sasements during the year

8 Does each conservation easement reporied on line 2(d) above satisfy the requirements of section 170(h) @}B)}()
ANt SeCHON 170 ) B 7. ottt ittt e DYes |:| No

9 In Part XIHl, describe how the organization reparts conservation easements in its revenue and expense statement and balance sheet, and
include, if applicable, the text of the footnote to the organization's financial statements that describes the crganization's accounting for
conservation easements,

Organizations Maintaining Collections of Art, Historlcal Treasures, or Other Similar Assets.
Complete if the organization answered "Yes” on Farm 990, Part IV, line 8.
1a If the organization elected, as permitted under FASE ASC 958, not to report in its revenue statement and balance sheet works of art,

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

b If the organization elected, as permitted under FASE ASC 958, to report in its revenue statement and balance sheet works of art,
histarical treasures, or other similar assets held for public exhibitien, education, or research in furtherance of public service, provide the
following amounts relating to these items:

() Revenue included on Form 990, Part VI, line 1. ..o i e 8
(ify Assets included in Form 990, Part X ... o e e ]

2 If the organization received or held works of art, historical treasures, or other simitar assets for financial gain, provide the following
armounts required to be reperted under FASB ASC 958 relating to these items:

a Revenue included on Form 990, Part VI INe L.t e e e $
b Assets Included in Form 990, Part X . ... . e e e 8
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA330IL 07/08/22 Schedule D (Form 990) 2022




SChedU|€‘ D (Form 920) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Fage 2
tlli | Organizations Maintaining Collections of Ar, Historical Treasures, or Other Similar Assets (continued)
3 Using the arganization's acquisition, accession, and other records, check any of the following that make significant use of its callection
items (check all that apply):
a Public exhibition d Loan or exchange program
b Scholarly research B Other
c Preservation for future generations

4 l;roxtudeI? description of the organization's coliections and explain how they further the organization's exempt purpose in
ar
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
10 he sold {o raise funds rather than to be maintained as part of the orgamzatton 5 COMREIONT. ..\ vereeerrnnrnnn s D Yes DNo
Escrow and Custodlal Arrangements. Complete if the arganization answered "Yes" on Form 990, Part IV, line §, or
reported an amount on Form 999, Part X, line 21.

1aIs the organization an agent, trustee, custodian or other intermediary for contributions or other assets not includec
ONFOIM 990, Part X2. . ..o e e e T []ves [ JNo
b If "Yes," explain the arrangement in Part XHi and complete the following table:
Amount

€ Beginming DalanCe . .. . e e e 1¢
d Additions during the Year . ... e e 1d
e Distributions during the Year. .. ... i e e e
f Ending balance ........................................................................... 'H

fPart’V. | Endowment Funds. Complete 1T the organization answered "Yes' on Form 990, Part IV, lne 10.
(a) Current year (b) Prior year {c) Two years hack (d) Three vears hack (e) Four years hack

1a Beginning of year balance. .....
b Contributions,.................

¢ Net investment earnings, gains,
and losses ........cociiiin

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

e Other expendltures for facilities
and programs .

f Administrative expenses.......
gEnd of year balance............

2 Provide the estimated percentage of the current year end balance (line tg, column (a)) held as!

[]

a Board designated or gquasi-endowment £
b Permanent endowment %
¢ Term endowment %

The percentages on lings 2a, 2b, and 2¢ should equal 100%.

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

organization by: Yes No
(i} Unrelated organizations . .. ... . 3a(i)
(i) Related organizations ... .. .o e 3alii)

b If "Yes" on line 3a(ii), are the related organizations listed as required on Schedule R2.. ... oo 3h

4 Descnbe in Pari Xl the intended uses of the crganization's endowment funds.

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

Description of property (a) Cost or other basis (bg Cost or other (c) Accumulated (d) Bock value
(investment) asis (other) depreciation
Taland.. ... .. .
hBuildings. ...

¢ Leasehold improvements. .................. 8,874. 4,893, 3,981,
dEguipment....... ... 106, 488. 95,731, 10,757,
eOther.............. 46,835, 26,563. 20,272,
Total. Add lines 1a through le. (Column (d) must equal Form 990, Part X, column (B), line 10¢.). .. ..o oovvven oo, 35,010.
BAA Schedule D (Form 990) 2022

TEEA3302L  07/06/22



Scheduie D (Form 990) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3

Investments — Other Securities. N/A
Complete if the grganization answered "Yes" on Form 990, Part 1V, line 11h. See Form 990, Part X, line 12.

(@) Description of security or category {including name of security} (b) Book value {c) Method of valuation: Cost or end-of-year market value
(1) Financial derivatives. ..................0cov i,
(2) Closely held equity interests, . ..........coovvviiin
(3) Other

Investments — Pro ram Related. ' N/A .
Complete if the organization answered "Yes" on Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.
(a) Description of investment {b) Book value (c) Method of valuation: Cosi or end-of-year market value

(M

03]

(3)

(G

(5)

(6)

@

@8

&

(e
Total. (Cofumn (b) must egual Form 950, Part X, eolumn (B} line 13.) ..
Part1X.| Other Assets. N/A

Complete if the organization answered "Yes" on Form 990, Part [V, line 11d. See Form 950, Part X fine 15.
(a) Description (b) Book value

4))
€3]
)
@
5
&
7>
8
&)
{0
Total (Column (b) must equal Form 990, Part X, column (B) Hine 15.). ... ... e
‘%Kizl Other Liabilities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11¢ or 111. See Form 950, Part X, line 25.
1. (a) Description of liabllity (b) Book value
(1) Federal income taxes
2) LEASE LIABILITY-OPERATING 36,310,
(3)
@
)
&)
)
&
)]
(10
amn
Total. (Cofumn (B) must equal Form 990, Part X, column (BYINe 25.). . . e 36, 310.
2. Liability for uncertain tax positions. In Part XIll, provide the fext of the footnote to the organization's financial statements that reports the organization's liability for uncertain
tax positions under FASE ASC 740, Check here if the text of the footnate has been provided 10 Part XIll. ... o e e e e
BAA TEEA3303L 07/06/22 Schedule D (Form 990) 2022




SChedU e D (Form 990) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Page 4

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

Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

1 Total revenue, gains, and other suppert per audited financial statements. . ................... ... c.coienl.
2 Amounts included on line 1 but not on Form 990, Part Vi, line 12:
a Net unrealized gains (Josses) on investments...................c. i,

3,308,077,

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

¢ Recoveries of prior year gramts .. ...

d Other (Describe in Part XHL) ... oo e

e Add lines 2a through 2d. ... ... .. i e
3 Subtract lIne 2e from Ine 1 oo e
4  Amounts included on Form 990, Part VIiI, line 12, but not on line 1:

a Invesiment expenses not Included on Form 990, Part VIIl, line 79, . ............ 4a

1 -

63,102,

3,244,975,

b Other (Describe inPart XIH.) .o o 4b

CAdd lInes da and A, .. ... . e e

3,244,975,

5 To_t_al revenue. Add lines 3 and 4c¢. (This must equal Form 990, Part !, line 12) ........... ...,
i Il Reconcillation of Expenses per Audited Financial Statements With Expenses per
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements ... ... 2,871,720.
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

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

b Prior year adjustments. ... ... 2b

€O Bl 0S50S, o it vt e 2¢

d Other (Describe in Part XHLY . ... e e 2d

e Add lines 2a through 2d. ... ... .. e
3 Subtractline 2efromline 1. ... ... i i 2,871,720,
4  Amounts included on Form 990, Part !X, line 25, but not on line 1:

a Investment expenses not inctuded on Form 990, Part Vill, line 7b.............. 4a

b Other (Describe inPart XILY . ... ab :

CAdd lines da and Ab .. .o e
5 Total expenses. Add lines 8 and 4. (This must equal Form 990, Part , in@ 18.). . ... ivvviiiiiininninn, 2,871,720.

[Part Xl Supplemental Information.

Provide the descriptions re ﬂwred for Part Il, lines 3, 5, and 9; Part lll, lines 1a and 4; Part 1V, lines 1h and 2b; Part V,

line 4; Part X, line 2; Part

I, lines 2d and 4b; and Part Xll, lines 2d and 4b. Also complete this part to prowde any additicnal information.

BAA Schedule D {(Form 920) 2022

TEEA3304L 07/06/22



SCHEDULE F
(Form 990)

Department of the Treasury
Internal Revenue Service

Statement of Activities Outside the United States

Complete if the organization answered "Yes" on Form 920, Part IV, line 14b, 15, or 16.

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

Attach to Form 980.

OME Mo. 1545-0047

— 2022

Name of the organization

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Employer Identlfication number

on Form 990, Part IV, line 14b,

-1 General Information on Activities Outside the United States. Complete if the organization answered "Yes"

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

Yes |:| No

2 For grantmakers. Describe in Part V the organization's procedures for menitering the use of its grants and other assistance outside the

United States.

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

(a) Region (b#_Num,ber of | {c) Number of | (d) Activilies conducted in | (&) If activity listed in {f Total
offices in the employees, the region (by type) (such (dy is a program expenditures for
region agents, and as, fundraising, program service, describe and investments
independent services, investments, specific type of in the region
_contractors grants to recipients service(s) in
in the region lecated in the region) the regicn
(1) FRANCE GRANTS MEDICAL RESEARCH 246,000,
(2) ITALY GRANTS MEDICAL RESEARCH 287, 320,
(3) SWITZERLAND GRANTS MEDICAL RESEARCH 190, 000.
{4) GERMANY GRANTS MEDICAL RESEARCH 74,915,
(5) NEW ZEALAND GRANTS MEDICAL RESEARCH 229,892,
Q)]
&
8
©
o)
an
(12)
(13)
(14)
(15)
(16)
7
3a Subtotal ................ 1,028,127,
b Total from continuation
sheetstoPart I..........
C Totals {add lines 3a and 3h), . . 0 1,028,127,

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990.

TEEA3ISOIL 0818722

Schedule F {Form 990) 2022



Schedule F (Form 95C) 2022  CYSTINQSIS RESEARCH FOUNDATION 32-0067668 Page 2
Partll [Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" on Form
990, Part IV, line 15, for any recipient who received more than $5,000. Part Il can be duplicated If additional spacs Is needed.
1 (=) Name of organization (b} IRS code {e) Region {d) Purpose (e} Amount of My Manner of (@) Amount of | () Description of | {I) Method of
section and EIN of grant cash grant cash nencash noncash valuation (book,
(if applicable) disbursement assistance assistance FMVbztaﬁé)rr)alsal.
MEDICAL
RESEARCH WIRE, TRANSKF
MEDICAL
RESEARCH WIRE TRANSF
MEDICAL
RESEARCH WIRE TRANSF
MEDICAL
RESELZRCH WIRE TRANSF
MEDICAL
RESEARCH WIRE TRANSF
2 Enter total number of recipient organizations listed above that are recognized as charities %y the foreign country, recognized as a tax exempt 501(c)(3)
organization by the IRS, or for which the grantee or counsel has provided a section 501(¢)(3) equivalency leHEr . . ... . it iieneienias L 5
3 Enter tofal number of other Organizations O BB ..., ..y iy it e s e e ettt et e e e e L4 0

BAA Schedute F (Form 990) 2022

TEEAFS02L 0818122



Schedule F (Farm 990) 2022

CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 3

iPakt Il Grants and Other Assistance to Individuals Outside the United States, Complete If the organization answered "Yes" on Form

990, Part IV, line 16, Part Ill can be duplicated if additional space is needed.

(m) Type of grant cr assistance

(k) Region

() Number
of recipients

{d) Amount of
cash grant

{a) Manner of
cash

dishursement

{f) Amount of
nencash assistance

(g} Description of {h) Method of
noncash assistance | valuation (hook,
FMY, appraisal,

other)

)]

6]

&)

(4

(5)

(6)

o

@)

&)}

{10

an

(12)

a3

(14)

(15)

(16)

an

18y

BAA

TEEA3503L 0Bf18/22

Schedule F (Form 990) 2022



Schedule F (Form 990) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4
-Part1V: | Foreign Forms
1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? /f "Yes," the

organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Insfructions for Form 826) ............ ... .. ..o i e e |:| Yes No

2 Did the organization have an interest in a foreign trust during the tax year? if "Yes," the organization may be

reguired to separately filsa Form 3520, Annua! Return To Report Transactions With Foreign Trusts and Receipt

of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign Trust With a U, 5.

Owner (see Inslructions for Forms 3520 and 3520-A; don't file with Form 990} ... e D Yes No
3 Did the organization have an ownership interest in a foreign corporation during the tax year? if "Yes, " fhe

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

Foreign Corporations (see Instructions for FOrm S471) .. .. o o DYes Noe

4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a qualified
electing fund during the tax vear? if "Yes,” the organization may be required to file Form 8621, Information
Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund (see
ISt UCHONS FOr FOT BB . oo e i et i et v e e e DYes No

5 Did the organization have an ownership interest in a forelgn partnership during the tax year? /f "Yes," the
organization may be required io file Form 8865, Return of .S, Persons With Respect to Certaln Foreign
Partnerships (see Instructions for Form 8865) .. ... ... o i e DYes No

6 Did the organization have any operations in or related to any boycotting countries during the tax vear?
If "Yes, " the organization may be required to separately file Form 5713, International Boycott Report (see
instructions for Form 5713; don't file with Form G90) .. .. o |:|Yes No

BAA TEEA3505L. 0B/18/22 Schedule F (Form 990) 2022



Sd@dﬁeF(ﬁmeQWZOZZ CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 5

Part V- | Supplemental Information

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

PART | - ADDITIONAL SUPPLEMENTAL INFORMATION

SUMMARY OF GRANTEES:

(1) BOSPICE 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

(5) INSTITUTE DE DUVE, 75 AVENUE HIPPOCRATE, BOX B1.75.20,BRUSSELS B-1200, BELGIUM

{6) UNIVERSITY OF AUCKLAND, 49 SYMOND STREET, GRAFTCN, AUCKLAND 1010, NEW ZEALAND

BAA

TEEA3504L  08/18/22 Schedule F (Form 950) 2022



Suppiemental Information Regarding Fundraising or Gaming Activities OMB No, 1545-0047

SCHEDULE G - ontt - ' .

Form 990 D et s s 100 o 0t o 0| 20022
Department of the Treasury ] Attach to Form 390 or Form 990-EZ.

Internal Revenue Sarvice Go to www.irs.gov/Form9390 for instructions and the latest information. : P

Name of the organization R Employer identification numbér

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Fundraising Activities. Complste if the organizatiori answered *Yes" on Form 990, Part IV, line 17,
=l Form 990-EZ filers are not required to complete this part.

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

a |:] Mall solicitations e |:| Solicitation of non-government grants
b Internet and email solicitations f D Solicitation of government grants
c D Phone solicitations g Special fundraising events
d |:| In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or key
employees listed in Form 990, Part VII) or entity in connection with professianal fundraising services? ................. [:IYes No
b If "Yes," list the 10 highest Baid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.
. . sy e . (V Amourit pald to B A t id t
(i) Name and address of individual | iy Activity |, (Iil? Did fundraiser | (i) Gross receipts or retained by) (vi) Amount paid to
i i have custody of control i " ; . or retained hy)
or entity (fundraiser) patiine Bt from activity fundraiser listed in organization
column (i)
Yes No
"
2
3
4
5
6
7
8
9
10
Total. . e 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
or licensing.
OB e
BAA For Paperwork Reduction Act Notice, see the insiructions for Form 990 or 980-EZ. ' Schedule G (Form 990) 2022

TEEA3701L 07/05/22



Schedule G (Form 920) 2022 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
Part Il 1| Fundraising Events, Complete if the organization answered "Yes" on Form 990, Part IV, line 18, or
reported more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1
and 6b. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 {c) Other events (d) Total events
{add column fa)
ANNUAL FUNDRAT NONE through column (c))
g (event type} favent type) (tofal number)
c .
g 1 Gross receipls . ........ooeeetninnn.. 35,723, 35,723,
o
2 Less: Contributions.................... 35,723, 35,723.

3 Gross income {fline 1 minus line 2).....

4 Cashoprizes..................... .....

5 Noncashprizes.......................

6 Rentfacilitycosts.....................

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

8 Entertainment........................

]
5
.% 7

Direct expense summary. Add Jines 4 through 9 in column {0 ..o e
Net income summary. Subtract line 10 from ding 3, column (). ... ... i

| GamingE; Complete if the organization answered "Yes" on Form 990, Part IV, line 19, or reported more

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

@ ) ) (b) Pull tabs/instant . {d) Totai gaming
3 (a} Bingo bingo/progressive (¢) Other gaming (add coelumn {a)
@ bingo through colurmn {c))
7]
o

T Grossrevenue.................oovuvss
fi | 2 Cashoprizes....................o0e,
5
8_ 3 Noncashoprizes.......................
g 4 R il
] entfacility costs.....................
&

5 Other direct expenses.................

|_|Yes % Yes % |_|Yes %
6 Volunteer labor....................... No No No

7 Direct expense summary. Add fines 2 through 5 incolumn (@Y. . ... i

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

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?, ... ... i D Yes |:|No
b if "No," explain;

BAA TEEA3702. 07/05/22 Schedule G (Form 990) 2022



Schedule G {(Form 990) 2022 CYSTINOSIS RESEARCH FQUNDATION 32-0067668 Page 3

11 Does the organization conduct gaming activities with nonmembers?. .. ... o o i D Yes |___] Ne
12 |s the organization a grantor, beneficiary or trustee of a trust, or a member of a parinership or other entity formed to
AdMIniSter Chartable GamHNGT. . .ottt ettt e e [JYes [Ne
13 Indicate the percentage of gaming activity conducted in:
@ The organization's Tacilily ..o o i e 13a %
b AR QUSIdE TaCi Y. . oo 13b 5

14 Enter the name and address of the persen who prepares the crganization's gaming/special events books and records:

Newe
Address
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue?. .. .. DYes |:|No
b If "Yes," enter the amount of gaming revenue received by the organization § and the amount

of gaming revenue retained by the third party %
c If "Yes," enter name and address of the third party:

Name

16 Gaming manager information:

Name

Description of services provided

[ ] Directoriofficer [ ]Employee []independent contractor

17 Mandatory distributions:
a s the organization required under state law 1o make charitable distributions from the gaming proceeds to retain the
SlAbE JAMING NS . o e e e |:|Yes I_—_|No

b Enter the amount of distributions required under state law to be distributed to other exempt crganizations or spent in the
organization's own exempt activities during the tax year. ..

Part iV, | Supplemental Information. Provide the explanations required by Part |, line 2b, columns (iii) and (v);
and Part lll, lines 9, 9b, 10b, 18b, 15¢, 16, and 17b, as applicable. Also provide any additional
information. See instructions.

BAA TEEA3703L 070522 Schedule G (Form 990) 2022



OME Na, 1545.0047

2022

Grants and Other Assistance to Organizations,
Governments, and Individuals in the United States

Complete If the organization answered "Yes” on Form 930, Part IV, line 21 or 22,
Attach to Form 930,

Go to www.lrs.gov/Form990 for the latest informatlon.

SCHEDULE |
(Form 990)

Deparlment of the Treasury
Internal Revenus Service

Name of the orgahizalion
CYSTINOSIS RESEARCH FOUNDATION
] General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grams or assistance, the grantees ellglbilny for the grants or aSS|stance and
the selection criteria used to award the grants or assistance?.. e .Yes D No

2 Describe in Part IV the organization's procedures for moniloring the use of granl funds in the Umted States
Part il ] Grants and Other Assistance to Domestic Organizations and Domestic Governments, Complete if the organization answered "Yes" on
Form 996, Part IV, line 21, for any recipient that received more than $5,000. Part Il can be duplicated if add/tional space is needed.

Employer identilication number

32-0067668

1 () Name and address of ui’ganlzal\un (b EIN {c) IRC section {d) Amount of cash grant {8) Amaunt of nuncash Ef) Method of valuation (@) Descriptlon of [(}] Purpose of granl
o governimen (I appllcable) asslstanci book, FMt\rflasppra[sar, nenhcash assistanse or assistance
[

A1) THE SCRIPPS INSILTUTE __ _ _ _
. _ 10550 N. TORREY PINES ROAD _ _ MEDICAL

LA JOLLA, CA 92037 33-0435954 300, 000, 0. RESEARCH
A2) STANFORD UNIVERSTTY .. ..
_ _ 326 GALVEZ STREET _ _ ___ __ MEDICAL

STANFORD, CA 94305 94-1156365 245, 000, g, RESEARCH
{3) UNLVERSITY OF PLTTSBURGE _ _ _
_ _ 3550 TERRACE ST _ _ _ __ _ __ MEDICAL

PITTSBURGH, PA 15213 11-3708851 75, 000, 0. RESEARCH
B
B e
B e ___
o _ .
.

2 Enter total number of section 501(c}3) and gevernment organizations listed inthe line THable .. ... ... o i e i 3
3 Enter total number of other organizations listed in 1he 1ine 1 RABIE. .. ... oL e i et e e e e e 0

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 980, TEEA3S0IL 0BI222 Schedule 1 (Form 980) 2022



Sch

Part.

edule | (Form 990) 2022

CYSTINOSIS RESEARCH FOUNDATICN

32-0067668 Page 2

Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes" on Form 990, Part IV, line 22. Part Il|

can be duplicated if additional space is needed.

{8) Type ol grant or asslstance

(k) Number of
reclpiants

{c) Amount of

Amount ot

cash granl noncash asslstance

(8) Method of valuation (hook,
FMVY, appralsal, olher)

(f) Desciiplion of noncash assistance

6

7

[‘~_PZ§|§E‘IV’ ﬁ[ Supplemental Information. Provide the information required in Part |, line 2; Part lll, column (b); and any other additional information.

BAA

TEEA3902L 06/23/22

Schedule | (Form 990) 2022



SCHEDULE L Transactions With Interested Persons OMB hlo. 15450047
Form 990
( ) Complete if the organization answered "Yes" on Form 930, Part IV, line 25a, 25b, 26, 27, 2022
28a, 28b, or 28c, or Form 990-EZ, Part V, line 38a or 40b,
Attach to Form 990 or Form 990-EZ.
Pepaﬂmeﬂt of the Treasury Go to www.irs.gov/Form990 for instructions and the latest information.
nternal Revenue Service
Name of the organization ) Employer identification number
CYSTINOSIS RESEARCH FOUNDATTION 32-0067668
P Excess Benefit Transactions 5section 501(](;)(3% section 501(cF)(4), and section 501 $c)(298 organizatians only). Complete i the
arganization answered "Yes" on Form 990, Part IV, line 25a or 25h, or Farm 990-EZ, Part V, line 40h.
1 (@) Narme of disqualified person (b} Relationship bect:;eai?zgiﬁs(?:aliﬁed person and (c) Description of transaction (d} Corrected?
Yes No
()
2
3
)
(35
(6
2 Enter the amount of tax incurred by the organization managers or disqualified persons during the year under
LT To (oY T = L -
3 Enter the amount of tax, if any, on line 2, above, reimbursed by the organization.................... ... ... S
‘| Loans to andior From interested Persons. ' . ‘
Complete if the organization answered "Yes" on Form 990-EZ, Part ¥, line 38a or Form 990, Part IV, ling 26; or if the
organization reported an amount on Form 980, Part X, line b, 6, or 22,
(a) Name of inferested person (I_:LRelatiqnshi D {c) Purpose of (d) Loan {o or (e} Original (f) Balance due (o) In detault? | (h) Appraved | {f) Written
with organization loan from the principal amount by board or | agreement?
organization? commitiee?
To From Yes | Mo | Yes | No | Yes | Neo
()
@
3
)
6]
(6)
......................................................................... 8 .

| Grants or Assistance Benefiting Interested Persons,
Complete if the organization answered "Yes" on Form %30, Part 1V, line 27.

{a) Marne of interested person (b) Relationship between interested {c) Amount of assistance {d) Type of assistance (e) Purpose of assistance
person and the organization

)
(2)
3
@
(5)
8
4]
G
()
(10
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 980-EZ. Schedule L {(Form 990) 2022

|

TEEAAS0IL 07/25/22



Schedule L (Form 990) 2022 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, 28, or 28c.

(a) Name of interested person (b} Relationship between {c) Amount of (d) Description of transaction (e} Sharing of
inferested person and the fransacticn organization's
organization revenues?
Yes | No
{1) 20F SOLSBY WIFE CF OFFICER COMPENSAT I0ON X
{2
3
4
&)
6
o
@&
@
10

:Part V.| Supplemental Information,
Provide additional information for responses to questions on Schedule L (e instructions).

SUPPLEMENTAL INFORMATION

SEE NOTE 1 TO SCHEDULE L

BAA Schedule L {(Form 930) 2022
TEEAZEDIL 07/25i22



SCHEDULE O Supplemental Information to Form 990 or 990-EZ OMS No. 1545-047
(Form 990) Complete to provide information for responses to specific questions on 2022

Form 990 or 980-EZ or to provide any additional information.

Afttach to Form 930 or Form 990-EZ. - R

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

Internal Revenue Service
Name of the organization Employer identification ni
CYSTINOSIS RESEARCH FOUNDATICN 32-0067668

FORM 290, PART |, LINE 1 - 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 CYSTINOSIS. CRF IS
DEDICATED TO FUNDING RESEARCH THAT WILL TMPROVE THE QUALITY OF LIFE FOR THOSE WITH
CYSTINOSIS AND TO FIND A CURE FOR THIS DEVASTATING DISEASE.

FORM 990, PART Ill, LINE 1 - ORGANIZATION MISSION

CRF IS COMMITTED TO FINDING A CURE THROUGH AN AGGRESSIVELY FUNDED RESEARCH AGENDA,
CRF 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
IS DEDICATED TC IMPROVING THE QUALITY QF 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

EDUCATION

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 FCRCE AND
INSPIRATION THAT LED TO THE ESTABLISHMENT OF THE CYSTINOSIS RESEARCH FOUNDATION (CRF)
IN 2003. WE KNEW AT THAT MOMENT THAT WE NEEDED TO MAKE EVERY EFFORT TC MAKE NATALIE'S
WISH —AND THE WISH OF OTHERS WITH CYSTINOSIS —A REALITY.

HISTORY AND RESEARCH

CYSTINOSIS IS A RARE, METABOLIC, GENETIC DISEASE THAT AFFLICTS APPROXIMATELY 2,500
CHILDREN AND ADULTS WORLDWIDE. CRF IS INCREASINGLY FCOCUSED 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-£2, TEEA4S01L 07/22/22 Schedule O (Form 990) 2022




Scheduie C (Form 990) 2022 Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATICN 32-0067668

FORM 990, 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 US HOPE FOR A 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 RATSED OVER $67 MILLION AND
HAS BECOME THE LEADING PROVIDER OF FUNDS FOR CYSTINOSIS RESEARCH THROUGHOUT THE
WORLD. CRF HAS STRATEGICALLY AND AGGRESSIVELY INVESTED MILLIONS OF DOLLARS INTO
CYSTINOSIS RESEARCH CREATING A THRIVING AND COLLABORATIVE 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.

WE ARE PLEASED TO ANNOUNCE THAT DURING THE 12-MONTH PERTOD ENDING JUNE 30, 2023, CRF
AWARDED 7 NEW GRANTS TOTALING $1,280,550 FOR CYSTINOSIS RESEARCH. THE NEW GRANTS
BRING US THAT MUCH CLOSER TO BETTER TREATMENTS AND A CURE.

CRF AWARDS GRANTS TO THE BEST AND BRIGHTEST RESEARCHERS IN THE WORLD. TO DATE, CRF
HAS AWARDED 228 STUDIES AT LEADING RESEARCH INSTITUTIONS IN 12 COUNTRIES. CRF-FUNDED
RESEARCHERS HAVE PUBLISHED 107 ARTICLES IN PRESTIGIOUS, TOP~RATED JOURNALS. THOSE
ARTICLES, AVAILABLE TO EVERYONE IN THE WORLD, HAVE CONTRIBUTED TO THE UNDERSTANDING
OF THE PATHOGENESIS AND TREATMENT OF CYSTINOSIS.

RESEARCH PROGRESS

FROM THE START OF THE FOUNDATION, WE BAVE UNDERSTOOD THAT FUNDING BASIC AND BENCH
RESEARCH WAS IMPORTANT TO UNDERSTANDING CYSTINOSIS. OVER THE YEARS, AS DISCOVERIES

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

BAA Schedule O (Form 950) 2022
TEEAdD02L 07/22/22



Schedule O (Form 990) 2022 Page 2

Name of the organization Employer Identificatlon number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

THE DATA FROM THE CLINICAL STUDIES TO THE PATIENTS,

OUR STRATEGY Of PROVIDING SEED MONEY TO TALENTED RESEARCHERS HAS BEEN SUCCESSFUL. QOUR
FIRST PROJECT INVOLVED FUNDING RESEARCHERS WHO WERE FOCUSED ON A NEW TREATMENT. CRF
PROVIDED GRANTS THAT FUNDED EVERY BENCH AND CLINICAL TRIAL THAT LED TQ THE DISCOVERY
OF A DELAYED-RELEASE FORM OF THE LIFE-SAVING MEDICATION FOR CYSTINOSIS. THAT
MEDICATION, PROCYSBIO« WAS APPROVED BY THE FDA ON APRIL 30, 2013, AND IS CONSIDERED
THE MOST SIGNIFICANT ADVANCEMENT IN THE TREATMENT OF CYSTINOSIS IN 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 CONTINUQUS
FUNDING, IN DECEMBER 2018, THE FDA APPROVED A CLINICAL TRIAL TO ASSESS THE EFFICACY
AND SAFETY OF A STEM CELL AND GENE THERAPY TREATMENT FOR CYSTINOSIS PATIENTS, IN
QCTOBER 2019, THE FIRST CYSTINOSIS PATIENT RECEIVED THE STEM CELL GENE THERAPY
TREATMENT. IN 2020, TWC PATIENTS RECEIVED THE THERAPY, IN NOVEMBER 2021, THE FOURTH
PATTIENT RECEIVED THE TREATMENT AND IN MARCH 2022, THE FIFTH PATIENT RECEIVED THE
TREATMENT. THE SIXTH AND FINAL PATIENT IN PHASE I/II OF THE CLINICAL TRIAL WAS
TREATED IN OCTOBER 2022. THE GRANTS AWARDED TO DR.

CHERQUI FOR HER STEM CELL WORK HAVE BEEN LEVERAGED BY MULTT-MILLION-DOLLAR GRANTS
FROM OTHER FUNDING AGENCIES. IF THIS TREATMENT WORKS, IT CQULD STOP THE PROGRESSION
OF CYSTINOSIS OR BE THE CURE FOR CYSTINOSIS.

SINCE CYSTINOSIS IS A SYSTEMIC DISEASE AND AFFECTS EVERY CELL, CRF HAS TARGETED
MULTIPLE AREAS OF RESEARCH TC FUND INCLUDING KIDNEY DISEASE, MUSCLE WASTING,
NEUROCLOGICAL ISSUES, CORNEAL CYSTINOSIS, AND STEM CELL AND GENE THERAPY, ALL WITH THE
GOAL OF FINDING BETTER TREATMENTS AND A CURE FOR CYSTINOSIS,

CYSTINOSIS RESEARCH HELPS OTHERS

MANY OF THE DISCOVERIES MADE BY CRF RESEARCHERS ARE CURRENTLY BEING APPLIED 70 OTHER

MORE PREVALENT AND WELL-KNOWN DISORDERS AND DISEASES INCLUDING OTHER CORNEAL

BAA Schedufe O (Form 990) 2022
TEEA4S0ZL 07/2222



Schedule O (Form 990) 2022 Page 2

MName of the organization Employer [dentlfication number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

FORM 920, PART II}, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS

DISEASES, KIDNEY DISEASES AND GENETIC AND SYSTEMIC DISEASES SIMILAR TO CYSTINOSIS.
SUPPORT FOR CYSTINOSIS RESEARCH HAS REACHED FAR BEYOND THE CYSTINOSIS COMMUNITY. A
CURE FOR CYSTINOSIS WILL HELP FIND CURES FOR OTHER DISEASES POTENTIALLY HELPING
MILLICNS OF PEOPLE.

CRF FAMILIES AND PARTNERS

THE CYSTINOSIS RESEARCH FOUNDATION HAS WITNESSED TREMENDOUS GROWTH OVER THE YEARS AS
CYSTINOSIS FAMILTES HAVE JOINED OUR FUNDRAISING EFFORTS. PEOPLE FROM ALL OVER THE
WORLD BAVE EMBRACED THE CYSTINOSIS CAUSE AND HAVE ENTHUSIASTICALLY RAISED FUNDS TO
SUPPCRT CYSTINOSIS RESEARCH THROUGH CRF. WE HAVE FOUND STRENGTH IN NUMBERS AND QUR
JOINT EFFORT GIVES US A RENEWED SENSE OF COMMUNITY AND PURPOSE.

DAY OF HOPE CONFERENCE

EACH YEAR THE CYSTTNOSIS RESEARCH FOUNDATICN HOSTS THE DAY OF HOPE FAMILY CONFERENCE.
IN 2023, 62 FAMILIES FROM AROUND THE WORLD GATHERED TC SHARE THEIR STORIES, HOPES AND
DREAMS AND TC BUILD LIFE-LONG FRIENDSHIPS. LEADING CRF FUNDED RESEARCHERS ATTENDED
THE CONFERENCE AND UPDATED THE CYSTINOSIS COMMUNITY ON THEIR RESEARCH PROGRESS
INCLUDING UPDATES ON GENE AND STEM CELL THERAPIES, NOVEL EYE RESEARCH AND
NEUROLOGICAL RESEARCH. THE CONFERENCE EDUCATES CYSTINOSIS FAMILIES ABOUT CURRENT AND
ONGOING RESEARCH AND OFFERS THEM HOPE THAT BRIGHTER DAYS ARE AHEAD FOR CYSTINOSIS
PATIENTS.

CURE CYSTINOSIS INTERNATIONAL REGISTRY

THE CYSTINOSIS RESEARCH FOUNDATION IS EXCITED TO ANNOUNCE THAT A NEW, UPDATED
REGISTRY, THE CURE CYSTINOSIS INTERNATIONAL REGISTRY (CCIR) WAS LAUNCHED IN APRIL
2021. TODAY, MORE THAN 156 CYSTINOSIS FAMILIES HAVE REGISTERED WITH CCIR. THE NEW
REGISTRY WILL TRACEK PATIENTS' NATURAL HISTORY DATA, COLLECT DATA ABOUT CURRENT
TREATMENTS, IDENTIFY KNOWN AND UNKNOWN MEDICAL COMPLICATIONS AND COLLECT INFORMATION

ABOUT QUALITY~OF-LIFE ISSUES. THE CCIR WILL BE A CENTRAL HUB OF INFORMATION FOR THE

BAA Schedule O (Form 930) 2022
TEEA4902L  07/22/22



Schedule O (Form $90) 2022 Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

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.

CRF INTERNATIONAL RESEARCH SYMPOSIUM

CRF'S INTERNATIONAL RESEARCH SYMPOSIUM IS HELD EVERY TWO YEARS AND IS A HIGHLIGHT FOR
CYSTINOSIS RESEBRCHERS. ATTENDEES ARE CRF FUNDED RESEARCHERS AND SCIENTISTS FROM
ARQUND THE WORLD,APPROXIMATELY 60 CYSTINOSIS EXPERTS FROM LEADING INTERNATIONAL
UNIVERSITIES AND RESEARCH INSTITUTIONS ARE INVITED TO GIVE PRESENTATIONS ABOUT THEIR
WORK. ATTENDEES SHARE THEIR RESEARCH PROGRESS AND ARE ENCOURAGED TO FORM
COLLABORATIONS IN AN EFFORT TVO ACCELERATE THE RESEARCH PROCESS. THE SYMPOSIUM HAS
CREATED A SYNERGISTIC RESEARCH COMMUNITY WORKING IN PARTNERSHIP WITH CREF.

FORM 990, PART VI, LINE 2 - BUSINESS OR FAMILY RELATIONSHIP OF OFFICERS, DIRECTORS, ETC.
TRUSTEES, GEOFFREY AND NANCY STACK, ARE HUSBAND 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 11B - FORM 990 REVIEW PROCESS

FORM 990 IS REVIEWED BY BOARD OF DIRECTCORS PRIOR TO FILING. AUDITORS FOR THE
FOUNDATION HAVE REVIEWED THE RETURN AND PROVIDED COMMENTS TC THE TAX PREPARER.

FORM 990, PART VI, LINE 12C - EXPLANATION OF MONITORING AND ENFORCEMENT OF CONFLICTS
BOARD REVIEWS POSSIBLE CONFLICTS ON AN AS NEEDED BASIS AND DISCUSSES RESOLUTIONS AT
BOARD MEETINGS

FORM 990, PART VI, LINE 19 - OTHER OCRGANIZATION DOCUMENTS PUBLICLY AVAILABLE

CRF MATNTAINS THE GOVERNING DOCUMENTS, POLICIES AND PROCEDURES AND FINANCIAL
STATEMENTS AT ITS OFFICES IN IRVINE, CALIFORNIA. COPIES OF THESE DOCUMENTS ARE
AVAILABLE TO THE PUBLIC UPON REQUEST. OUR FORM 990 IS PCSTED ON OUR WEBSITE AND CON

GUIDESTAR ON THE INTERNET.

BAA Schedule O (Form 990) 2022
TEEA4SU2L 07/22122



6/30/23 2022 FEDERAL BOOK SUMMARY DEPRECIATION SCHEDULE  PAGE

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668
PRIOR
CUR 179/
DATE DATE CosT/ BUS. 179/ SDA/ CURRENT
NO DESERIPTION _ACOUIRFD  _ SOID BASIS PCT Sna DEPR.__ . _METHOD LIFE _ DEPR.

FORM 990/990-PF

FURNITURE AND FIXTURES

& FURNITURE & FIXTURE 6/30/19 30,000 13,058 S/, 7 4,286

S FURNITURE & FIXTURES 8/30/19 12,061 4,882 5/L 7 1,723

10 FURNITURE & FIXTURES 9/13/19 4,774 1,982 3/L 7 682
TOTAL FURNITURE AND FIXTURE 46,835 0 19,872 6,691

IMPROVEMENTS

6 LEASEHOLD IMPROVEMENTS 6/30/19 3,864 1,658 S/L 7 552

11 LEASEHOLD IMPROVEMENTS 10/01/18 5,010 1,98 S/L 7 716
TOTAL IMPROYEMENTS 8,874 0 3,625 1,268

MACHINERY AND EQUIPMENT '

1 SOFTWARE 4/30/08 12,038 12,038 S/t 7 0
2 WEBSITE 8/01/08 27,275 27,275 S/ 5 0
3 WEBSITE 6/30/06 7,875 7,875 S/t b 0
4 WEBSITE 10/01/10 9,650 5,650 3/ 5 0
7 WEBSITE DEVELOPMENT 9/02/19 24,825 14,068 S/L 5 4,965
8 WEBSITE DEYELOPMENT 3/2419 24,825 14,895 S/L 5 4,965
12 QFFICE EQUIPMENT 6/30/20 24,825 S/l 0

TOTAL MACHINERY AND EQUIPME 131,313 0 85,801 5,930

TOTAL BEPRECIATION 187,022 0 108,298 17,888

GRAND TOTAL DEPRECIATION 187,022 0 109,293 17,888 §




6/30/23 2022 FEDERAL BOOK DEPRECIATION SCHEDULE PAGE 1

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668
PRIOR
CUR SPEGIAL 179/ PRIOR  SALYAG
DATE DATE CosT/ BUS, 178 DEPR, BONUS/  DEC. BAL  /BASIS DEPR, PRIOR CURRENT
HO., DESCRIPTION ACONIRED _ 010 RASIS  POT. mOMR _ADIOW S OFPR_ . DFPR._. REDICT . BASIS DEPE. METHOD  LIFE RATE __ DFPR

FORM 930/990-PF

FURNITURE AND FIXTURES

5 FURNITURE & FIXTURE 6/30/19 20,000 0,00 15,058 s/ 7 428
9 FURNITURE & FIXTURES 8/30/19 2,081 12,061 T S VI 172
10 FURNITURE & FIXTURES §/13/19 L 41 190 s 62
TOTAL FURNITURE AND FIXTURE 468% 0 0. 0 0 0 46,335 19872 8691
{MPROYEMENTS
& LEASEHOLD IMPROVEMENTS 6/30/19 3,864 30 1,658 S 7 552
11 LEASEHOLD IMPROVEMENTS 1040118 8010 5010 1969 S 7 i
TOTAL IMFROVEMENTS &an 0 0 0 0 0 88N 3,605 1268
MAGHINERY AND EQUIPMENT
T SOFTWARE 4/30/08 12,038 12,038 12,038 $/L 7 ¢
7 WEBSITE 5/01/08 2,275 2,275 22,975 LY 0
3 WEBSITE 6/30/09 1875 7875 7875 S8 0
4 WEBSITE 10/01./10 9850 9650 9850 S8 0
7 WEBSITE DEVELOPMENT 9/02/19 2,825 24,808 12,068 L8 4965
& WEBSITE DEVELGPMENT 3724719 24,825 24,825 14,895 sl 8 4,365
12 OFFICE EQUIPMENT 6/50/2% 2,825 ' 24,325 L ¢
TOTAL MACHINERY AND EQUIPME 191,313 0 0 0 0 0 131,418 #5801 550

TOTAL DEPRECIATION 187,002 0 0 0 ] ] 187,022 109,708 17,88




6/30/23 2022 FEDERAL BOOK DEPRECIATION SCHEDULE PAGE 2|
CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668
PRIOR
SR OSPEDAL TS/ PRIOR  SALVAG
DATE  DATE  COST/  BUS. 17  DEFR.  [ONUS/ DEC BAL /BASS  DEPR PROR CURRENT
HNO., DESCRIPTION ACQUIRFD _ SOID BASIS. . PCT. _BONUS _ A[IQOW SP.DEPR DEPR__ REDUCT. BASIS DEPR _METHOD _ LIFF _RATF
GRAND TOTAL DEPRECIATION 187,022 0 0 g o___ 0 wmmw

108,208

17,888




2022 FEDERAL SUPPLEMENTAL INFORMATION PAGE 1

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668

NOTE (1) - SCHEDULE L - PART IV

NOTE (1)

TRUSTEE DONALD SOLSEY'S WIFE, ZOE SOLSBY, IS A CONSULTANT TO THE FOUNDATION. MRS,
SOLSBY RECEIVED COMPENSATION OF APPROXIMATELY $84,000 FOR THE YEAR ENDED JUNE
30,2023,

NOTE (2) - FUNDRAISERS

SCHEDULE G ~ PART II

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




TAXABLE YEAR

2022  Apnual Information Return

California Exempt Organization

FORM

- 199

Calendar Year 2022 or fiscal year beginning {mm/ddiyyyy) 7/01/2022 . and ending (mm/ddiyyyy)  6/30/2023 .
Corporation/Organization name Callfornia corporation number
CYSTINOSIS RESEARCH FOUNDATION 9801377
Additional information. See instructions. FEIN
32-0067668
Street address (suite or room} PMEB no.
13200 VON KARMAN AVENUE #920
City State Zip code
IRVINE CA 892612
Forelgn country name Forelgn provincelstate/county Foreign postal code

| Did the organization have any changes to its guidelines

A Firstretm. ... Yes not reported fo the FTB? See instructions. ... .......... o [ ves No
B Amended return................. .o & | |Yes 11 + under R&TC Seetlon 237014, has th
) exempt under ection , has the
c |BC S?Ct“’" 49_47(3)(1) fust .o Yes erganization engaged in political activities?
D Final information return? See instrutions ., . ... . |:|Yes No

e [ ] Dissolved [] surrencered (withrawn)

Enter date: {mm/dd/yyyy) ®
E Check accounting method:

D Merged/ Reorganized
K s the organization exempt under R&TC Section 23701g7. ..

|f"Yas," enter the gross receipls from
1 D Cash 2 Accrua\ 3 I:I Other normember sourcgs ...... p .............. 8
F Foderal rstun fled? 1@ [ Jos0T 2@ [ 1907 3@ [ ]S H(90) | | g s organization a imited labilty compeny?. .. . . o [ lves  [X[no

4 |:| QOthar 990 series
G Is this & group flling? See instructions . ........... .....

No M
No

[ ] D Yes
D Yes

No

No
DNO

H s this organization in a groug exemption . .. .. ...... ... ..
If "Yes," what is the parent's name?

L] DYBS

O s faderal Form 1023/1024 pending? ... ................ |:|Yas
Date filed with IRS

Part | Complete Part | unless not required to file this form. See General Information B and C.
1 Gross sales or receipts from other sources, From Side 2, Part 1, line 8..................... el 1 350,852.
. 2 Gross dues and assessments from members and affiliates.. ...................... ... .. | 2
Regsl tS | 3 Gross contributions, gifts, grants, and similar amounts received. . .......... SEE..SCH.. B e| 3 2,894,12
Revenues | 4 Total gross receipis for filing requiferr{ent test. Add line 1 through line 3, ; S
This line must be completed. If the result is less than $50,000, se¢ General Information B.. @] 4 | , 244,875,
B Cost of GOOGS S0Id. ...\ttt el 5 S T
€ Cost or other basis, and sales expenses of assets sold....... e & 3
7 Totalcosts, Add line 5 and Hne B ... ... . . i 7
8 Total gross income. Subtractiine Zfrom line & . ... ... ... ... i el B8 3,244,975,
Expenses 9 Total expenses and dishursements. From Side 2, Part li, ine 18........... ........... .., o 9 1,843,593,
10 Excess of receipts over expenses and dishursements. Subtract line 9 from line §........... | 10 1,401,382,
TT Okl PAYIMIINS . .ttt e e et e ol N
12 Use tax. See General IMformation K. . ... oo e e e e e 12
13 Payments balance. If line 11 is more than fine 12, subtract line 12 from line 11............. e 13
Filing 14 Use tax balance. If line 12 is more than line 11, subfract line 11 fromline 12............... e| 14
Fee 15 Penalties and interest. See General Information J.......ooo i 15
16 Batance due, Add fine 12 and ling 15. Then subiract line 11 fromtheresult ... ... oo, ®)| 18 0.
. Under panalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it s true,
Slgn correct, and complete, Daclaration of preparer (other than taxpayer) is based on all in%rmahon of which preparer has any knowledge,
Here Signaturs Title Date @ Teephone
of officar |TRUSTEE 949-223-7610
> Cate Chﬁck it ® PIN
Paid  |siatie St ™ [ |po1209820
Erst;pgﬁ;s Firmis rame MONTGOMERY, GLICK & COMPANY ® Firm's FEIN
s ) 23801 CALABASAS RD STE 103 954489850
anc address CALABASAS, CA 91302 ¢ Telephone
818-895-6967
May the FTB discuss this return with the preparer shown above? See instructions.................... ® Yes |:| No
. CACAINZL 0171023 059 | 3651224 i Form 199 2022 Side 1 .



CYSTINOSIS RESEARCH FOUNDATION 32-0067668
Partil Organizations with gross receipts of more than $50,000 and private foundations
regardless of amount of gross receipts — complete Part Il or furnish substitite information.
1 Gross sales or receipts from all business activities. See instructions. . ..,.................... e ]
2 dnlerest . e 2
Receipts B DIVIOMS . oo e e| 3 241,777,
from 4GOS TRIMS. Lo e o 4
gg:ﬁ‘r:es B Gross royallles ... ..o o e| 5
6 Gross amount received from sale of assets (See instructions). ..............ov v, | € 109,075,
7 Otherincome. Altach schedUle .. ... .. e | 7
8 Total gross sales or receipts from other sources. Add line 1 through line 7. Enter here and on Side 1, Part ), fine 1. ... 8 350,852,
9 Contributions, gifts, grants, and similar amounts paid. Attach schedule, ... ....... ... SEE STATEMENT 1 ¢ | o 620, 000,
10 Disbursements to or for Mmembers, .. . .. i e e |10
11 Compensation of officers, directors, and trustees. Attach schedule......... SEE STMT 2 g 97 0.
12 Other salaries and Wages . ..ot B 64,285,
sr)‘(dpenses I T = e |13
DS BUSE- | T4 TaXES . . it ittt e e | 14 5,073.
ments T8 RENES .. ettt e |15
16 Depreciation and depletion (See instruchions). ... ... oo i 8|16 17,888.
17 Other expenses and disbursements, Attach schedule. ............... SEE.  STATEMENT 3 o [17 1,136,347,
18 Total expenses and disbursements. Add line 8 through line 17, Enter here and on Side 1, Part | line 9. ..., .......... 18 1,843,593,
Schedule L  Balance Sheet Beginning of taxable year End of taxable year
Assets (a) (b (d)
T Cashoo oo 6,158,524 6,005,918,
2 Netaccounts receivable, .. ..., ............. 30,933,
3 Netnotesreceivable ........................ i
4 nventories . ... ...
5 Federal and state government obligatlons . .. ... ...
6 Investments inotherbonds .. ..................
7 Investmentsinstock............. . ... .. ..... 3,836,415, 4,212,457,
8 Mortgage loans..,............ccovuiiien s
9 Other investments. Attach sehedule .. ... ........
10a Depreciable assets. . .............ovvvvriinns 162,197. 162,197.
b Less accumulated depreciation. , ................ 109,298 52,899, 127,187 35,010.
Moand '
12 Other assets, Attach schedule. ... ... ..., STM 4 89,886 52,281,
13 Total assets 10,168,657 10,305,666,

Liabilities and net worth

14
15
16
17
18
19
20
21
22

Accounts payable. . . ... ... L
Contributions, gifts, or grants payable. ... .........
Bonds and notes payahle
Mortgages pavable. . .........................
Other liabilities. Attach schedule. ., ... ... =4

Capital stack or principal fund
Paid-in of capital surplus, Attach reconciliation. . . ...
Retained earnings or incomefund. . ..............
Total liabilities and net worth

31,040

14,203,

1,911,458

1,592,637,

36,310.

8,226,159

8,662,516,

10,168,657

10,305,666.

Schedule M-1

Reconciliation of income per books with income per return
Do not complete this schedule if the amount on Schedule L, line 13, column (d), is tess than $50,000

1 Netingomeperhooks ....................... hnd 3,401,382, 7 Income recorded on hooks this year not included
2 Federal incometax .. .....oovvi i . in this return, Attach schedule. ...........
3 Excess of capital losses over capital gains .. ...... et 8  Deductions in this return not charged
4 Income not recorded on books this year, against book income this year.
Attach schedule, ............. Ll Attach schedule. .................. ...,
5 Expenses recorded on hooks this year nct deducted [ - 9 Total. Add line 7and line 8 ..............
in this return. Attach schedule .. ............... . 10 Net income per return. s
6 Total Add line 1 throughling b................. 1,401,382, Subtract line 9 from line 6.......... 1,401,382,
. Side 2 Form 199 2022 059 | 3652224 i CAGAT11ZL 01/10/23 .



Schedule B CALIFORNIA COPY OME No. 1545-0047

(Form 990) Schedule of Contributors 2022
Degartment of the Trazsia Attach to Form 990 or Form $20-PF,

Intemal Revenue Service Go to www.irs.gov/Form990 for the latest information.

Name of the organization ) Employer Identlfication number
CYSTINOQSIS RESEARCH FOUNDATION 32-0067668
Organization type (check one):

Filers of: Section:

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

|:| 4947(a)(1) nonexempt charitable trust not treated as a private foundation
|:| 527 political crganization

Form 990-PF D 501 (c}(3) exempt private foundation
D 4947 (a)(1) nonexempt charitable trust treated as a private foundation

|:| 501¢c)(3) taxable private foundation

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

General Rule

For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totating $5,000
or mare {in money or property) from any one contributor. Complete Parts | and [l. See instructions for determining
a contributor's total contributions.

Special Rules

D For an organization described in section 501(c)(3) filing Form 990 or 990-EZ that met the 33-1/3% support iest of the
regulations under sections 508(a)(1} and 170(b}{13{A}vi}, that checked Schedule A {Form 990), Part Il, ling 13, 16a, or
16b, and that received from any one contributor, during the year, total contributions of the greater of (1) $5,000; or
(2) 2% of the amount on: (i) Form 990, Part VI, line Th; or {ii} Form 990-EZ, line 1. Complete Parts | and Il

D For an organization described in section 501(¢){(7), {8}, or (10} filing Form $90 or $90-EZ that received from any one
contributer, during the year, total contributions of more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purposes, or for the prevention of cruelty to children or animals, Compiete Paris | (entering
"N/A" in cotumn (b) instead of the contributor name and address), I, and IIl.

D For an organization described in section 501 (c)(7), (8), or (10) filing Form 980 or 990-EZ that received from any one
contributor, during the year, contributions exclusively for religicus, charitable, etc., purposes, but no such
contributions totaled more than $1,000. If this box is checked, enter here the total contributions that were received
during the year for an exclusively religious, charitable, etc., purpose. Don't complete any of the parts unless the
General Rule applies te this organization because it received nonexclusively religious, charitable, etc., contributions
totaling 5,000 or more during the Year . ... o

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990), but it
must answer "No" on Part |V, line 2, of its Form 990; or check the box on line H of its Form 890-EZ or on its Form 990-FF, Part |, line
2, to certify that it doesn't meet the filing requirements of Schedule 8 (Form 990).

BAA For Paperwork Retluction Act Notice, see the instructions for Form 990, 990-E2, or 990-PF, Schedule B (Form 990) (2022)

TEEAQ701L. 742222



Schedule B (Form 990) (2022)

1 1 Page 2

Name of organization

Employer identification number

CYSTINQSIS RESEARCH FOUNDATION 32-0067668
Part [} Contributors (see instructions). Use duplicate copies of Part | if additional space is heeded.

a) (b) (e o
0. Name, address, and ZIP + 4 Total contributions Type of contribution

1 |GEOFFREY AND NANCY STACK Person

e Payroll D

3501 JAMBOREE ROAD, #1600 NT ___ _ _ __ __ S ____ 700,000, Noncash [ ]
NEWPORT BEACH, CA 92660 __ ____ oA contbutions.)

2) M © )

o. Name, address, and ZIP + 4 Total contributions Type of contribution

2__ |JENNA AND PATRICK'S FOUNDATION FOR Person

e Payroll |:|

1315 TENEIGTH WAY | S 150,000, | Noncash [ ]
SACRAMENTO, CA 95818 __ _ ___________________ ot o butions.)

(a) (b) © o
No. Name, address, and ZIP + 4 Total contributions Type of contribution

3 |THOMAS AND SUSAN MORAN Person

S Payroll il

1N FRANKLIN ST, $700_ ___ __________________ S 100,000, | Noncash [ ]

Complete Part Il f

|CHICAGO, IL _6.9 §.0._6 _________________________ r(-lo(r)mca%ﬁ gontarributigrqs.)

(a) (b) . a0
No. Name, address, and ZIP + 4 Total contributions Type of contribution

4 |T2G FOUNDATION Person

A 5 Payroll I:I

501 STLVERSIDERD _ N 100,000.| Noncash [ ]
WILMINGTON, DE 19809 __ o contbutions.)

(a) ) ©
No. Name, address, and ZIP + 4 Total contributions Type of contribution

5 |MAGISTRQ FAMILY FOUNDATION Person

R Payroll []

1480 E. SUNNY DUNES ROAD _ | S . 240,000.| Noncash  []

(Complete Part |l for
noncash contributions.)

rsa) (b) © @
0, Name, address, and ZIPP + 4 Total contributions Type of contribution

Person D

e Payroll |:|

______________________________________ $_____________ Moncash [:]

{Complete Part Il for
noncash contributions.)

BAA

TEEAQ702L C7/22/22

Schedule B (Form 920) (2022)



Schedule B {Form 980} (2022)

1

1 Page 3

Name of erganization

CYSTINOSIS RESEARCH FOUNDATION

Employer identification number

32-0067668

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

b
Description of non(cs)#sh property given

{c
FMV (or e)stimate;
(See instructions.

d
Date Segeived

(a) No.
Part|

©
FMV (or estimate
{See instructions.

(d)
Pate received

(c)
FMV {or estimateg
(See instructions.

(d) |
Date received

(a) No.
from
Partl

C
FMV (or(e)stimateg
{See instructions.

(d)
Date received

—————————————————————————————————————————— $—-——_——-———————————~——n—
(a) No. b) (c) (d)
from Description of noncash property given FMV {or estimateg Date received
Part | (See instructions,
__________________________________________ 5

(a) No.
from
Partl

(c)
FMV (or estimate
(See Instructions.

{d)
Date received

BAA

TEEAQ703L 07/22/122

Schedule B (Form 990) (2022)



Schedule B (Form 990) (2022)

1 1 Page 4
Name of organization Employer Identification number
C_Y$TINOSIS RESEARCH FOUNDATION 32-0067668

Part.

Exclusively religious, charitable, etc., contributions to organizations described in section 501(c)7), (8),

or (10) that total more than $1,000 for the year from any one contributor. Complete columns (a) through (e) and
the following line entry, For organizations completing Part [11, enter the total of exclusively religious, charitable, etc.,

contributions of $1,000 or less for the year. (Enter this information once. See instructions.).......... ...

Use duplicate copies of Part Il if additicnal space is needed.

@) No- (b) Purpose of gift {¢) Use of gift (d) Description of how gift is held
Part |
4 S T E
(e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(?ZOI}“?' {b) Purpose of gift (c) Use of gift {d) Description of how gift is held
Part |
{e) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(?30'33' {(h) Purpose of gift (c) Use of gift (d) Description of how gift is held
Part |
() Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(#0211?' {b} Purpose of gift (c) Use of gift () Description of how gift is held
Partl
{e) Transfer of gift

Transferee's name, address, and ZIP + 4

BAA

TEEACYOAL Q7122722

Schedule B (Form 990) (2022)



TAXABLE YEAR . CALIFORNIA FORM

2022  Corporation Depreciation and Amortization 3885
Attach to Ferm 100 or Form 100W. FORM 199
Corporation name California corporation number
CYSTINCSIS RESEARCH FOUNDATION 9801377
Part | Election To Expense Certain Property Under IRC Section 179
1 Maximum deduction under IRC Section 179 for Califormia. . ... ... .o e 1 $25,000
2 Total cost of IRC Section 179 property placed N S8IVICE. ... ...t ittt s 2
8 Threshold cost of IRC Section 179 property before reduction indimitation. ................... ... ... . .... 3 §200,000
4 Reduction in limitation. Subtract line 3 from Jine 2, If zero or less, anter -0 . ... oo i i i eens
S Dollar limitation for taxable year. Subtract line 4 from line 1. If zerc or less, enter -0~ .............0ovveiin.
6 {a) Description of property (h) Cost (husiness use only) {c) Elected cost
7 Listed property (elected IRC Section 179 cost)...........oovviiiriiiiiinnnnns, [ 7 =
8 Total elected cost of IRC Section 179 property. Add amounts in column (), lineandiine 7............... 8
9 Tentative deduction, Enter the smaller of line S orline 8.. .. ... .. . i i i 9
10 Carryover of disallowed deduction from prior taxable YEars . .......vr ottt e e 10
11 Business income limitaticn. Enter the smaller of business income (not less than zero) or line 5.......... . .. 11
12 IRC Section 179 expense deduction. Add line 9 and line 10, but do not enter more than tine 11............. 12
13 _Carryover of disallowed deduction to 2023. Add line 9 and line 10, less line 12.,...... [13 ]
Partll  Depreciation and Election of Additional First Year Depreciation Deduction Under R&TC Section 24356
14 (@) (b (c) d) (@) N Q) ()
Description Date acquired Cost or Depreciation Depreciation} Life or | Depreciation for | Additional first
of property (mmidafyyyy) other basis allowed or method rate this year year
allowable in depreciation
earlier years
SOFTWARE 4/30/2008 12,038. 12, 038. 5/L 7
WEBSITE 9/01/2008 27,275, 27,275, S/L 5
WEBSITE 6/30/2008 7,875, 7,875, 5/L 5
WEBSITE 10/01/2010 9,650. 9,650. S/L 5
FURNITURE & FIX| 6/30/2019 30,000. 13,058. S/L 7 4,286,
15 Add the amounts in column (g} and column (h). The total of column (k) may not exceed
$2,000. See instructions for line 14, ColUmn (M. oo e e 15 17,889,

Part Il Summary

16 Total: If the corporation is electing:
IRC Section 179 expense, add the amount on line 12 and line 15, column (g) or
Additional first year depreciation under R&TC Section 24356, add the amounts on line 15, columns (g) and ¢h) or
Depreciation (if no election is made), enter the amount from line 15, column (@) . ...t iiiiie e 16

17 Total depreciation claimed for federal purposes from federal Form 4562, line 22 . ... .. i 17

18 Depreciation adjustment. If ling 17 is greater than line 16, enter the difference here and on Form 100 or
Form 100W, Side 1, line 6. If line 17 is less than line 16, enter the difference here and on Form 100 or
Form 1C0W, Side 2, line 12. (If California depreciation amounts are used to determine net income before

state adjustments on Form 100 or Form 100W, no adjustment is 18CESSaIVY . . vttt 18
Part IV  Amortization
19 (@) ® (c) ) {e) m (@
Description Date acquired Cost or Amortization R&TC Period or Amortization
of property tmm/dd/yyyy) other basis allowed or allowable | Section percentage for this year

in eatlier years (see instr)

20 Total. Add the amounts I COIUMIM (). . .. ottt e e e et 20
21 Total amortization claimed for federal purposes from federal Form 4562, ine 44. . .................c.cuv.s. 21

22 Amortization adjustment. if line 21 is greater than line 20, enter the difference here and on Form 100 or
Form 100W, Side 1, line 6. If line 21 is less than line 20, enter the difference here and on Form 100 or
Form T00W, Side 2, N8 12, . .. . it e et e e e e e e e 22

. CACASSOIL 12/22/22 059 7621224 | FT8 3885 2022 .



TAXABLE YEAR
2022 Corporation Depreciation and Amortization
Attach to Form 100 or Form 100W, FORM 199

Corporation name

CALIFORNIA FORM

3885

California corporation number

CYSTINOSIS RESEARCH FOUNDATION 9801377

Part | Election To Expense Certain Property Under IRC Section 179
1 Maximum deduction under IRC Section 179 for California. . ... ...ttt e 1 525,000
2 Total cost of IRC Section 179 property placed in ServICe. .. ... ... ottt 2
8 Threshold cost of IRC Secticn 179 property hefore reduction in fimitation. . ................................ 3 $200,000
4 Reduction in limitation. Subtract line 3 from line 2. If zero or less, enter -0-.......... oo,
5 Dollar limitation for taxable year. Subtract line 4 from line 1. If zero or less, enter -0-......................
6 {a) Description of property {h) Cost (husiness use only) (c) Elected cost

7 Listed property {elecled !IRC Section 179 Cosb). . ...t i, [ 7 :

8 Total elected cost of IRC Secticn 179 property. Add amounts in column (€}, fineSand line 7............... g8

9 Tentative deduction, Enler the smallerof line S orline 8... ... . ... e 9

10 Carryover of disallowed deduction from prior taxable Years. ... it i i, 10

11 Business income limitation. Enter the smaller of business income (not less than zero) or line 5............. 11

12 |RC Section 179 expense deduction. Add line 9 and line 16, but do not enter more than line 11............. 12

13 Carryever of disallowed deduction to 2023, Add line © and line 10, less line 12...... .. [13 ]
Partll  Depreciation and Election of Additional First Year Depreciation Deduction Under R&TC Section 24356

14 (@ b (c) (d) (e) N @ Ly

Description Date acquired Cost or Depreciation Depreciation | Life or | Depreciation for | Additional first
of properly (mm/ddivyyy) other basis ailowed or method rate this year year
allowable in depreciation
earlier years
LEASEHCLD IMPRO| 6/30/2018 3,864. 1,656. S/L 7 552.
WEBSITE DEVELOP| 2/02/2018% 24,825, 14,068. 8/L 5 4,965,
WEBSITE DEVELOP| 3/24/2019 24,825, 14,895, 5/L 5 4,965,
FURNITURE & FIX| 8/30/2019 12,061. 4,882, 5/L 7 1,723,
FURNITURE & FIX| 9/13/2018 4,774. 1,932, S/L 7 682,
15 Add the amounts in cobumn (g) and column (h}. The total of celumn (h) may not exceed
$2,000. See instructions for line 14, column (h). ..o 15

Partlll  Summary

16 Total: If the corporation is electing:

IRC Section 179 expense, add the amount on line 12 and line 15, column (g) or

Additional first year depreciation under R&TC Section 24356, add the amounts on line 15, columns {g) and (h) or
Depreciation (if no election is made), enter the amount from line 15, column (@) . . ..o ann
Total depreciation claimed for federal purposes from federal Form 4562, line 22 .. ..., ... .o i iiiviiiininn.
Depreciation adjustment. If line 17 is greater than line 16, enter the difference here and on Ferm 100 or

Form 100W, Side 1, line 6. If line 17 is less than line 16, enter the difference here and on Form 100 or

Form 100W, Side 2, line 12, (If Califernia depreciation amounts are used to determine net income before

state adjustments on Form 100 or Form 100W, no adjusiment is necessany). .. ......oov. it

Part IV  Amortization

16
17

17
18

18

19 (a) () {c) (dy (e) U] (:)]
Bescription Date acquired Cost or Amortization R&TC Period or Amortization
of property {mm/ddiyyyy) other basis allowed or allowabie | Section percentage for this year
in earlier years (see instr)
20 Total. Add the amounts in COIUMIN (0. . ... i s e s et e e 20
21 Total amortization claimed for federal purposes from federal Form 4562, fine44........................... 21
22  Amortization adjustment. If line 21 is greater than line 2C, enter the difference here and on Form 100 or
Form 100W, Side 1, line 6. If line 21 is less than line 20, enter the difference here and on Form 100 or
Form TO0W, Side 2, INe 12, . . e e e e e e 22
. CAGAZS0TL 12122022 059 7621224 [ FTR 3885 2022 .



TAXABLE YEAR . CALIFORNIA FORM

2022 Corporation Depreciation and Amortization 3885

Attach to Form 100 or Form 100W. FORM 190
Corparaticn name California corporation number
CYSTINOSIS RESEARCH FQUNDATION 9801377
Part | Election To Expense Certain Property Under IRC Section 179

1 Maximum deduction under IRC Section 173 for Callformia, ..o v e 1 825,000

2 Total cost of IRC Section 179 property placed in SEIVICE. ...t ittt i e 2

3 Threshald cost of IRC Section 179 property before reduction in limitation. . .............. ..o i, El 5200, 000

4 Reduction in limitation. Subtract ling 3 from line 2. If zero or less, enter -0 ... ...

5 Dollar fimitation for taxable year, Subtract line 4 from line 1. If zero or less, enter -0~ ... .. ... .........

6 (a) Description of property (b} Cost (husiness use onfy) (¢) Elected cost

7 Llisted property (elected IRC Section 179 cost). .. .......... ..., [ 7

8 Total elected cost of IRC Section 179 property. Add amounts in column (¢), line6andline 7............... 8

9 Tentative deduction. Enter the smaller of line S orline 8, ... ... . i i i i 9

10 Carryover of disallowed deduction from prior taxable YBars. ... vt eriii e i 10

11 Business income fimitation. Enter the smaller of business income (not less than zero) or line 5............. 11

12 IRC Section 179 expense deduction, Add line @ and line 10, but do not enter more than line 11............. 12
_13_Carryover of disallowed deduction tc 2023. Add tine 9 and line 10, less line 12,......, {13 ]
Part I Depreciation and Election of Additional First Year Depreciation Deduction Under R&TC Section 24356

14 (@ () (c) {d (e} JU] (@) Sy

Description Date acquired Cost or Depreciation Depreciation | Life or | Depreciation for | Additional first
of property (mm/dd/yyyy) other basis allowed or method rate this year year
allowahle in depreciation
earlier years

LEASEHOLD IMPRO|10/01/2019 5,010, 1,869. s8/L 7 7186.
OFFICE EQUIPMEN | 6/30/2020 24,825, 0

15 Add the amounts in column (g) and column ¢h). The total of column (h) may not exceed
$2,000. See instructions for line 14, column (h). .. .. o s 15
Partlll Summary
16 Total: if the corporation is electing:
IRC Section 179 expense, add the amount on fine 12 and line 15, colummn (g) or
Additional first year depreciation under R&TC Section 24356, add the amounts on line 15, columns (g) and (h) o
Depreciation (if no election is made), enter the amount from dine 15, column (@) ... ii it 16
17 Total depreciation claimed for federal purposes from federal Form 4562, IN€ 22 . .. ... 00 iiie s 17
18 Depreciation adjustment. If line 17 is greater than line 16, enter the difference here and on Form 100 or

Form 100W, Side 1, line &, If line 17 is less than line 16, enter the difference here and on Form 100 or
Ferm 100W, Side 2, line 12. (If California depreciation amounts are used {o determine net income before

state adjustments on Form 100 or Form 100W, no adjustment is necessarn) ... ... .o i, 18
Part IV Amortization
19 (a) ® (c) {dy (&) ] (9)
Description Date acquired Cost or Amortization R&TC Period or Amortization
of property {mm/ddiyyyy) other basis allowed or allowable | Section percentage for this year

in earlier years (see instr}

20 Total. Add the amounts in COlUMN (0] . ..t e e e e e 20
21 Total amortization claimed for federal purposes from federal Form 4562, line 44, ..., .......coiiiioinn. 21

22 Amortization adjustment. If tine 21 is greater than line 20, enter the difference here and on Form 100 or
Form 100W, Side 1, fine 6. If line 21 is less than line 20, enter the difference here and on Form 100 or
Form TOOW, Side 2, 1INe T2, . i e e e s et e e e e e e 22

. CACAZSOIL 12122122 059 | 7621224 I FTE 3885 2022 ]



2022 CALIFORNIA STATEMENTS PAGE 1
CLIENT 3745FYE CYSTINOSiIS RESEARCH FOUNDATION 32-0067668

STATEMENT 1

FORM 199, PART Ii, LINE 9

CONTRIBUTIONS, GIFTS, GRANTS, AND SIMILAR AMOUNTS PAID

DONEE'S NAME - IND THE SCRIPPS INSTITUTE

DONEE'S STREET ADDRESS: 10550 N, TORREY PINES ROAD

DONEE'S CITY LA JOLLA

DONEE'S STATE CA

DONEE'S ZIP CQDE 92037

CASH AND NONCASH AMOUNT: 5 300,000.

DONEE'S NAME - IND STANFORD UNIVERSITY

DONEE'S STREET ADDRESS: 326 GALVEZ STREET

DONEE'S CITY STANFCRD

DONEE'S STATE CA

DONEE'S ZIP CODE 94305

CASH AND NONCASH AMOUNT: 245, 000.

DONEE'S NAME - IND UNTVERSITY OF PITTSBURGH

DONEE'S STREET ADDRESS; 3550 TERRACE ST

DONEE'S CITY PITTSBURGH

DONEE'S STATE PA

DONEE'S ZIP CODE 15213

CASH AND NONCASH AMOUNT: 75,000,

TOTAL $ 620, 000,

STATEMENT 2
FORM 199, PART II, LINE 11

COMPENSATION OF OFFICERS, DIRECTORS, TRUSTEES AND KEY EMPLOYEES

CURRENT OFFICERS:
TITLE AND TOTAL
AVERAGE HOURS COMPEN-
NAME AND ADDRESS PER WEEK DEVOTED SATTON
NANCY J. STACK CHAIR - TRUSTEE § 0.
19200 VON KARMAN AVE $#920 40,00

IRVINE, CA 52612

GEOFFREY STACK VICE CHAIR-TTEE
3501 JAMBOREE ROAD, SUITE 6100 0

NEWPORT BEACH, CA 92660

DONALD 1. SOLSBY TREASURER ~ TTE
24 RISA STREET 2.00

RANCHO MISSION VIEJO, CA 92694

MARCU ALEXANDER TRUSTEE
3010 N ALAMO ROAD 0
BOISE, ID 83704

CONTRI- EXPENSE
BUTION TO ACCOUNT/
EBP & DC OTHER
8 0. 8 0.
0 0.
0 0.
0 0.




2022 CALIFORNIA STATEMENTS PAGE 2
CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668
STATEMENT 2 (CONTINUED)
FORM 199, PART I, LINE 11
COMPENSATION OF CFFICERS, DIRECTORS, TRUSTEES AND KEY EMPLOYEES
CURRENT OFFICERS:
TITLE AND TOTAL CONTRI- EXPENSE
AVERAGE HOURS COMPEN- BUTION TO ACCOUNT/
NAME AND ADDRESS PER WEEK DEVQTED SATION EBP & DC OTHER
STEPHANIE CHERQUI, PHD TRUSTEE 8 0. & 0. 0.
9500 GILMAN DRIVE, MC 0734 0
LA JOLLA, €A 52093
BRUCE CRAIR TRUSTEE 0. 0. 0.
20634 CIRCULO LOMA 0
YORBA LINDA, CA 92887
JILL EMERSON, CPA TRUSTEE 0. 0. 0.
2020 SKY DAUGTHER TRAIL 0
HAMMONTON, NJ 08037
DENICE FLERCHINGER . TRUSTEE 0. 0. 0.
P.0. BOX 754 0
CLARKSTON, WA 99403
CLAY EMERSON, PHD, PE, CFM TRUSTEE 0. 0. 0.
2020 SKY DAUGHTER TRAIL 0
HAMMONTON, NJ 08037
ANGELA KIRCHCFF TRUSTEE 0. 0. 0.
2229 HOLLY STREET 0
DENVER, CO 80207
STEPHEN L. JENKINS TRUSTEE 0. 0. 0.
2211 C 1800 E 0
SALT LAKE CITY, UT 84106
DAVID W. MOSSMAN TRUSTEE 0. 0. 0.
12 PINEHURST LANE 0
NEWPORT BEACH, CA 92660
KEVIN PARTINGTON  TRUSTEE 0. 0. 0.
400 CAPITOL MALL SUITE 1800 0
SACRAMENTO, CA 95814
TERESA PARTINGTON TRUSTEE 0. 0. 0.
1315 TENEIGHTH WAY 0
SACRAMENTO, CA 95818
KRISTEN MURRAY TRUSTEE 0. 0. 0.
6715 BOW CRESECENT NW 0
CALGARY, ALBERTA T3B 2C8 CANADA
BRTAN STURGIS TRUSTEE 0. 0. 0.

520 WHISKEY JACK CIRCLE 0
SANDPOINT, ID 83864




2022 CALIFORNIA STATEMENTS PAGE 3
CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668

STATEMENT 2 (CONTINUED)
FORM 199, PART iI, LINE 11
COMPENSATION OF OFFICERS, DIRECTORS, TRUSTEES AND KEY EMPLOYEES

CURRENT OFFICERS:
TITLE AND TOTAL CONTRI~- EXPENSE
AVERAGE HOURS COMPEN- BUTION TO ACCOUNT/
NAME AND ADDRESS PER _WEEK DEVOTED SATION EBP & DC QTHER
BARBARA KULYK TRUSTEE § 0. § 0. ¢ 0.
BOX 34 0
CONSORT, ALBERTA AB TOC 1BO CANA
TOTAL 8 0. 8 0. 8 0.
STATEMENT 3
FORM 199, PART Il, LINE 17
OTHER EXPENSES
ACCOUNTING FEES .. ... . i e $ 108,320
ADVERTISING AND PROMOTION. ........iviiiiiiiti it o 110, 362
AUCTION TTEMS ... e, 1,750
COMPUTER EXPENSE. ... .. .0 e e 8,811
CREDIT CARD FEES..........ccooiiiiiiiiiite e 10,026
DUES AND SUBSCRIPTIONS. ........itiiiiitiii it 1,035
EDUCATION ..o e 467,801
EQUIPMENT RENTAL ... ... ..ot i 4,220
FEES AND PERMITS ... .. . . e, 56
INSURANCE ... e 10,289
LEGAL FEES. ... 9,135
MAGAZINE. .. 135,158
MANAGEMENT FEES. ... ... . i 2,334
MISC EXPENSE. ... ..o e e e e 12,870
OFFICE SUPPLIES ... ... ...ttt e 2,820
OTHER FEES. ... i i e 1,050
OQUTSIDE SERVICES..........cooitiiitiii e e 84,000
PAYROLL SERVICE. ..ot 1,114
POSTAGE AND SHIPPING ..........ccooitiiiiiii i 10,240
PRINTING AND PUBLICATIONS.... .. ..ottt 27,521.
R N T 44,642,
TELEPHONE .. ... e 4,359
TRAVEL. .o 84,065,
W B T 13, 396.

STATEMENT 4

FORM 193, SCHEDULE L, LINE 12

OTHER ASSETS

PREPAID EXPENSES AND DEFERRED CHARGES..................ccccoiiiiimiiiiiiii .. 18,787.
RIGHT OF USE ASSET (LERSE)..........c.coviiiiii it 33,481,
ROUNDING. ... .o e e e 3.

TOTAL $ 52, 281.




2022 CALIFORNIA STATEMENTS PAGE 4

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668
STATEMENT 5
FORM 199, SCHEDULE L, LINE 18
CTHER LIABILITIES
LEASE LIABILITY-OPERATING . ...........coooiiiiiiie it 36,310,

e e
TOTAL 8 36,310,




6/30/23 2022 CALIFORNIA BOOK SUMMARY DEPRECIATION SCHEDULE  PAGE 1

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION ' 32-0067668
PRIOR
CUR 19/
DATE DATE COST/ BLS. 179/ SDA/ CURRENT
N DESCRIPTION AGOUIRED SOLD BASIS PCT SDA DEPR, JMETHOD - LIFE REPR
FORM 159
FURN!TURE AND FIXTURES
& FURNITURE & FIXTURE 6/30/19 30,000 13,088 /L7 4,285
9 FURNITURE & FIXTURES 8/30/1% 12,061 4,882 si 7 1,723
10 FURNITURE & FIXTURES 9/13/18 4,774 1,932 /L7 882
TOTAL FURNITURE AND FIXTURE 46,835 0 19,872 6,691
IMPRCVEMENTS
6 LEASEHOLD IMPROVEMENTS 6/30/19 3,864 1,656 /L7 562
11 LEASEHOLD IMPROVEMENTS 10/01/19 5,010 1,99 S 7 gl
TOTAL IMPROVEMENTS 8874 0 3,625 1,268
MAGHINERY AND EQUIPMENT
1 SOFTWARE 4/30/08 12,038 12,038 S/ 7 6
2 WEBSITE 9/01/08 27,275 21,275 S/L B 0
3 WEBSITE 8/30/09 7,875 7,875 S/ 5 0
4 WEBSITE 10/01/10 9,650 9,650 S/ 6 0
7 WEBSITE DEVELOPMENT 9/02/18 24,825 14,068 /L5 4,95
8 WEBSITE DEVELOPMENT 3/24/19 24,825 14,395 S/L 5 4,965
12 OFFIGE EQUIPMENT 6/30/20 24,825 S/L 0
TOTAL MAGHINERY AND EQUIPME 131,313 0 85,801 9,930
TOTAL DEPRECIATION 187,022 0 109,298 17,888

GRAND TOTAL DEPRECIATION 187,022 0 100,298 17,889




6/30/23 2022 CALIFORNIA BOOK DEPRECIATION SCHEDULE PAGE 1
CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668

PRIOR
CUR  SPECIAL 178/ PRIOR  SALVAG

DATE DATE COST/  BUS. 1A DEPR. BONUS/  DEC,BAL /BASIS DEPR, PRIOR CURRENT
MO DESCRIPTION ACQUIRED _ 80LD BASIS  POT. BONUS, . ALLOW _SP DFPR . DFPR RFOUCT . BASIS _ DFPR.  _MFTHOD IFE _BATE __ DEPR |
FORM 199
FURNITURE AND FIXTURES
5 FURNITURE & FIXTURE 6/30/18 30,000 30,000 13,088 sl d 4,286
9 FURNITURE & FIXTURES 8/30/19 12,061 12,081 4,882 s/ 7 1,723
10 FURNITURE & FIXTURES 9/13/19 4,774 i, 1,932 s/ 7 582
TOTAL FURNITURE AND FIXTURE 46,835 0 0 0 0 0 48,835 19,872 ] 8,631
IMPROVEMENTS
6 LEASEHOLD IMPROYEMENTS 6/30/19 3,864 1851 1,656 S 7 552
11 LEASEHOLD IMPROVEMENTS 10701719 5010 500 1,968 SL 7 716
TOTAL IMPROVEMENTS 8,874 0 0 1] 0 il 237 3,825 1,268
MACHINERY AND EQUIPMENT
1 SOFTWARE 4/30/08 12,038 12,038 12,048 s/ 7 0
2 WEBSITE 9/01/08 21275 27,275 21275 |/ 0
3 WEBSITE 6/30/09 7,875 7875 7,875 s/L 5 0
4 WEBSITE 10/01110 4,850 9,650 9,650 S/ B 0
7 WEBSITE DEVELOPMENT 9/02/1¢ 24,825 24,825 14,068 S/ 5 4,866
8 WEBSITE DEVELOPMENT 3/24/18 24,825 24,875 14,895 [Y{R— 4,966
12 OFFICE EQUIPMENT 6/30/20 24,825 24 825 8/ 0
TOTAL MACHINERY AND EGUIPME 133,313 0 ] 0 ] 0 13,313 85,801 9930
TOTAL DEPRECIATION 187,002 0 0 0 { 0 187,027 105,298 17,883




6/30/23 2022 CALIFORNIA BOOK DEPRECIATION SCHEDULE PAGE 2
CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668
PRIOR
COR  SPEGAL T PRIOR  SALVAG
DATE  DATE  COST/ ByS. 73 DR BONUS/ DEGBAL /BASS  DERR PRIOR CURRENT
NO NESCRIPTION ACOQUIRED _ 801D BASIS . PCT _BOMMIS _ AITOW . . SP OFPR DEPR,_ REDUCT RASIS DEPR. METHOD  1IFF _RATE
GRAND TOTAL DEPRECIATION 102 0 0 9 o 0__ g 12 17,820




2022 CALIFORNIA SUPPLEMENTAL INFORMATION PAGE 1

CLIENT 3745FYE CYSTINOSIS RESEARCH FOUNDATION 32-0067668

NOTE (1) - SCHEDULE L -~ PART IV

NOTE (1)

TRUSTEE DONALD SOLSBY'S WIFE, ZOE SOLSBY, IS A CONSULTANT TO THE FOUNDATION. MRS.
SOLEEY RECEIVED COMPENSATION OF APPROXIMATELY $84,000 FOR THE YEAR ENDED JUNE
30,2023,

NOTE (2) - FUNDRAISERS

SCHEDULE G - PART II

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




