« o 949319505915 8
S 990 \S‘HO&T yé‘ﬂ@',‘i 2 5 OMB No 1545-0047

Return of Organization Exempt From Income Tax 2017

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

Open to Pqt/;li(; g //1

|n1§?ﬁé?§2£§;£eszﬁ?cseuw > Go to www.irs.gov/Form990 for instructions and the latest information.\ w, Inspggtiqﬁ_‘f/: v
A_For the 2017 calendar year, or tax year beginningCIAN UA/LY, ] ,2017,andending Ty & 20 , ZDIT
B Check if applicable C ” D Employer identification number

| |Address change WwINOSIS RESEARCH FOUNDATION 32-0067668

L Name change 18802 BARDEEN AVE. E Telephone number

Imbial return IRVINE' CA 92612 949'223‘7610

] final return/terminated

: Amended return G Gross receipts $ 4,409,382.

|| Application pending F Name and address of principal officer H(a) Is this a group return for SUbO'd'“a‘es7H Yes E(:'No

SAME AS C ABOVE el R ST e Wauctongy Y LM
I Taceremptstatus  [X]501(c)3) | [501¢c) ( )< (nsertno) | [4987a))or | 62D Zp
J Website: » WWW.CYSTINOSISRESEARCH.ORG H(c) Group exemption number P
K Form of organization l&l Corporation l_] Trust l_l Assoctation I_I Other ™ \ l L Year of famation 2003 —[M State of legal domicile CA
1

[Part] |Summary
1 Briefly describe the organization's mission or most significant activities CRF'S MISSION IS TO SUPPORT BENCH,

Q
= CYSTINOSIS _ _ ol __
c
E| 2 Check this box = [ ] if the organization discontinued its operations or disposed of more than 5% of ts net assets
G 3 Number of voling members of the governing body (Part Vi, line 1a) 3 20
ﬁ 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 20
2| 5 Total number of individuals employed in calendar year 2017 (Part V, Iine 2a) 5 1
:_§ 6 Total number of volunteers (estimate If necessary) 6 0
gl 73T ejajed business revenue fropafRarieakimoet et rante 7a 0
< T .
= [RECEIVED 886 48T meorle nREGEIVELS 7b 0
8 Prior Year Current Year
R onMNlo@@ng@mnts Part VIII, IRg1h) MAY 2 9 2018 4,818, 959. 4,095, 889.
2 rogram service revenuel(Paft VIil, | Pg)
b RECE Il fcolumr} (A}-ines.3,.4,and.zdy 1 38,599. 48,222.
o« OYRSEYSTHE BFXH- colymn (A)flines @@@E&Bﬂ 1Qg)Fnd 1)
12 Total revenue — a hrough ; (A), line 12} 4,857,558. 4,144,111,
13 Grants and similar amounts paid (Part I1X, column (A), lines 1-3) 1,580,936. 1,149, 350.
14 Benefits paid to or for members (Part IX, column (&), ine 4)
m 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) 62,729. 30,627.
§ 16a Professional fundraising fees (Part 1X, column (A), line 11e)
;:'::. b Total fundraising expenses (Part IX, column (D), ine 25) » 399,192. % "%% ' Vﬁ% . i ;él S
117 Other expenses (Part IX, column (A), ines 11a-11d, 11f-24e) 1,393,883. 1,091,424.
18 Total expenses Add lines 13-17 (must equal Part IX, column (A), line 25) 3,037,548. 2,271,401,
19 Revenue less expenses Subtract line 18 from line 12 1,820,010. 1,872,710.
§§ Beginrung of Current Year End of Year
o §§ 20 Total assets (Part X, line 16) 6,325,183. 8,157,424.
S 2_"; 21 Total habilities (Part X, ine 26) 1,802, 763. 1,722,749.
I~ 35 22 Net assets or fund balances Subtract line 21 from line 2Q 4,522,420. 6,434,675,
~ {Partll  [Signature Block
{3 Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is true, correct, and
> complete Declaration of preparer (other t officer) 1s based on alt information of’thWrer has any knowledge , p
<g pr— —
> Z ey il 2 X S/%/20/8
(] slgn Sigmmature of office) Date 7 7
L
zZ Here } GEQOFFREY STACK TRUSTEE
Z Type or print name and title
8 Print/Type preparer's name Pr, 's gignatyre Dat Check u of PTIN
@ Paid PETER MONTGOMERY 53 f20/§" |urensoms_|p01209820 l
¥ / ¢
Preparer (Fimsname > MONTGOMERY, GLICK & COMPANY N !
Use Only |Fumsaaess > 23801 CALABASAS RD STE 103 Fim's EIN > 954489850
CALABASAS, CA 91302 Phoneno 818-999-6967
May the IRS discuss this return with the preparer shown above? (see instructions) Bl Yes ]_l No
BAA For Paperwork Reduction Act Notice, see the separate instructions. TEEAQ113L 08/08/17 Form 990 (2017) pg
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
- |[Par?lll | Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any line in this Part Ili
1 Briefly describe the organization's mission

CRF'S MISSION IS TO SUPPORT BENCH, CLINICAL AND TRANSLATIONAL RESEARCH TO FIND BETTER

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

Form 990 or 990-EZ? [] ves No
If 'Yes,' describe these new services on Schedule O
3 Did the organization cease conducting, or make significant changes in how 1t conducts, any program services? D Yes No

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

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

4a (Code ) (Expenses $ 1,149, 350. including grants of $ ) (Revenue $ )
SEE_SCHEDULE O

4.d Other program services (Describe in Schedule O )
(Expenses S including grants of $ ) (Revenue $ )
4 e Total program service expenses » 1,746,426.
BAA TEEAC102L 12/05/17 Form 990 (2017)




Form 996 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
- [PartlV_[Checklist of Required Schedules

Yes| No

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

Schedule A 1 X
2 Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates

for public office? If 'Yes,' complete Schedule C, Part | 3 X
4 Section 501(c)(3?10rganizations. Did the orgamization engacge in lobbying activities, or have a section 501(h) election

in effect during the tax year? If 'Yes,' complete Schedule C, Part Il 4 X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues,

assessments, or similar amounts as defined in Revenue Procedure 98-19? If 'Yes,' complete Schedule C, Part Ill 5 X
6 0Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right

}E,’ prolwde advice on the distribution or investment of amounts in such funds or accounts? If 'Yes,' complete Schedule D, 6 X

art

7 Oud the organization receive or hold a conservation easement, including easements to preserve open space, the

environment, historic land areas, or historic structures? If 'Yes,' complete Schedule D, Part I/ 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,'

complete Schedule D, Part Il 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liabiity, serve as a custodian

for amounts not listed i Part X, or provide credit counseling, debt management, credit repatr, or debt negotiation

services? If 'Yes,' complete Schedule D, Part IV 9 X

10 Did the organization, directly or through a related organization, hold assets in temporanly restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,' complete Schedule D, Part V

11 If the organization's answer to any of the following questions 1s 'Yes', then complete Schedule D, Parts VI, VII, VIII, IX,
or X as applicable

a Did the organization report an amount for land, buildings, and equipment 1n Part X, line 10? If 'Yes,’ complete Schedule

D, Part VI 11al X
b Did the organization report an amount for investments — other securities in Part X, line 12 that 1s 5% or more of its total
assets reported in Part X, ine 167 /f 'Yes,' complete Schedule D, Part VIl 11b X
¢ Did the organization report an amount for investments — program related in Part X, hine 13 that 1s 5% or more of its total
assets reported in Part X, line 16? If 'Yes,' complete Schedule D, Part Vili Tc X
d Did the organization report an amount for other assets in Part X, hine 15 that 1s 5% or more of its total assets reported
in Part X, line 16? If 'Yes,' complete Schedule D, Part 1X 11d X
e Did the organization report an amount for other liabilities in Part X, line 25? If 'Yes,' complete Schedule D, Part X 1Me X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? If 'Yes,' complete Schedule D, Part X 11f X
12 a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes,' complete
Schedule D, Parts XI and Xil 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year? If 'Yes,' and
if the organization answered 'No' to line 12a, then completing Schedule D, Parts X! and Xil is optional 12b X
13 Is the organization a school described in section 170(b)(1)(A)(n)? If 'Yes,' complete Schedule E 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the orgamization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outside the United States, or aggregate foreign investments valued
at $100,000 or more? If 'Yes,' complete Schedule F, Parts | and IV 14b| X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If 'Yes,' complete Schedule F, Parts Il and IV 15 X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f 'Yes,' complete Schedule F, Parts Il and IV 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 11e? If 'Yes,' complete Schedule G, Part | (see instructions) 17 X

18 Did the organization report more than $15,000 tota! of fundraising event gross income and contributions on Part Vi,
hines Tc and 8a? If 'Yes,' complete Schedule G, Part Il 18 X

19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIIi, line 9a? If 'Yes,’
complete Schedule G, Part Il 19 X

BAA TEEAO103L 08/08/17 Form 990 (2017)
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Form 990 (2017) CYSTINOSIS RESEARCH FQUNDATION 32-0067668 Page 4
[Part IV |Checklist of Required Schedules (continued)
Yes | No
20a Did the organization operate one or more hospital facilittes? /f ‘Yes,  complete Schedule H........... ......  ..... 20a X |
b If 'Yes' {o line 202, did the organization atlach a copy of its audited financial siatements to this return? ,............... 20b |
21 Dud the organization report more than $5,000 of grants or olher assistance to any domestic organlzahon or |
domestic government on Part IX, column (A), ine 1? If 'Yes," complete Schedule |, Parts land Il . . ., ........... 21 X |
22 Dud the organization report more than $5,000 of grants or other assistance to or for domestic individuals on Part IX,
column (A g line 27 If 'Yes,' complele Schedule I, Parts | and il . . c eeaas 22 X |
23 Did the organization answer ‘Yes' to Part ViI, Section A, Iine 3, 4, or 5 about compensation of the orgamzat:on s current
and former officers, directors, trustees, key employees ‘and hlghest compensaied employees? If 'Yes,' compleie
Schedule J....... i e Creeen 23 X
24 a Did the organization have a tax-exempt bond 1ssue with an outstandin 29 prmupal amount of more than $100,000 as of
the last day of the year, that was issued afler December 31, 2002? /f 'Yes, ' answer hnes 24b through 24d and :
complete Schedule K. If No, 'go to line 25a...  .vvvvee coe vennn reeeen e s e, 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period excephon" e rraeiaeen 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
ANY taX-@X eIt DONOS T . L L i e e e ettt e, 24c
d Did the organization act as an 'on behalf of 1ssuer for bonds oulstanding at any time during the year?,....... P 24d
25a Section 501(c)X3), 501(cX4), and 501(cX29) organizations. Did the organization engage In an excess benefit
transaction with a disqualified person during the year? If 'Yes,' complete Schedule L, Part!...... . .. v.ccvviu.. 25a X
b Is the organization aware that it efigaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? If 'Yes,' complete
Schedule L, Part | .v.oo . 0 iieeiie e een eeeinaeeenenes ann gt R 25b X
26 Didthe or?amzatton report any amount on Part X, ine 5, 6, or 22 for receivables from or payables to an{y current or
formier officers, directors, trustees, key employees h|ghesl compensated employces or dlsquah ed persons.7 !
If "Yes." complete Schedule L, Part i, ... eainnn Creeint e e e e e eeeas N X ]
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee substanhal
contributor or employee therecf, a grant selection committee member or 1o 2 35% controlled entity or family member
of any of these persons? /f 'Yes,' complete Schedule L, Part Il . ........covuervevneein. R e i ved| 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing threshelds, conditions, and exceptions) )
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV ......... 28a X
b A family member of a current or former officer, director, trustee, or key employee? If ‘Yes,' complete
Schedule L, Part iV, . . e eireaens C b ireeeseeranens e teene. 28b| X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an
officer, director, trustee, or direct or indirect owner? /f "Yes,' complete Schedule L, Part IV . 28¢ X .
29 Did the organization receive more than $25,000 in non-cash contributions? /f 'Yes,' complete Schedu/e Mo L 29 X :
30 Oud the organization receive contributions of art, historical treasures, or other similar assets, or quahfled conservation
contributions?’ If 'Yes,' complete Schedule M . . ...| 30 X
31 Dud the orgamization liguidate, terminate, or dissolve and cease operanons7 If 'Yes, ' complete Schedu/e N, Part!...,. . 31 X
32 Did the orgamzatlon sell, exchange, dispose of, or transfer more than 25% of its net assets? If 'Yes,’ complete
Schedule N, Part Il.. . i eiert e e e Ce e, |32 X
33 Did the organization own 100% of an entity disreqgarded as separate from the organlzatlon under Regulations sections
301 7701-2 and 301 7701-3? If 'Yes,' complete Schedule R, Part | . 33 X
34 Was the organization related to any tax-exempl or taxable entity? /f 'Yes,’ complete Schedule R, Part II, lli, or 1V,
and Part V, line 1,. . . i e e s e eerreerenean . e rrens e o138 X
35a Did the orgamization have a controlled entity wnhm the meaning of section 512(b)(13)?.... . . . e veeamaaaas 35a] X
b If ‘Yes' to line 35a, did the organization recerve any payment from or engage in any transaction with a controlled .
entity within the meaning of section 512(b)(13)? If 'Yes,' complete Schedule R, Part VV, ine 2 .. ....... . 35b X .
36 Section 501(cX3) organizatlons Did the organization make any transfers to an exempt non-charitable related '
organization? If 'Yes,' complete Schedule R, Part V, line 2 . . 36 X )
37 Dud the organizalion conduct more than 5% of 1ts activities through an entity that is not a related orgamzahon and that 1s
treated as a parlpership for federal income tax purposes? /f 'Yes,' complete Schedule R, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations 1in Schedute O for Part VI, lines 11b and 19?
Note. All Form 990 filers are required to complete Schedule O . C © e eeieainy.| 38 X
BAA Form 990 (2017)
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION ) 32-0067668 Page 5

- |Part V | Statements Regarding Other IRS Filings and Tax Compliance

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

Yes | No
1 a Enter the number reported in Box 3 of Form 1096 Enter -0- if not applicable 1a 0
b Enter the number of Forms W-2G included in line 1a Enter -0- if not applicable 1b 0 !
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming S ,j
(gambhing) winnings to prize winners? 1c
2 a Enter the number of employees reported on Form W-3, Transmitlal of Wage and Tax State- i
ments, filed for the calendar year ending with or within the year covered by this return 2a 1 N
b If at least one 1s reported on line 2a, did the orgamization file all required federal employment tax returns? 2b] X
Note. If the sum of lines 1a and 2a 1s greater than 250, you may be required to e-file (see instructions) R R
3a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If ‘Yes,' has it filed a Form 990-T for this year? I/f ‘No' to line 3b, provide an explanation in Schedule 0 3b
4 a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a X
b If 'Yes,' enter the name of the foreign country *»
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR) N
5 a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? 5a X
b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction? 5b X
c If 'Yes,' to line 5a or 5b, did the organization file Form 8886-T? 5¢
6 a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible as chantable contributions? 6a X
b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
not tax deductible? 6b
7 Organizations that may receive deductible contributions under section 170(c). ,
a Did the orgamization receive a payment in excess of $75 made partly as a contribution and partly for goods and s |
services provided to the payor? 7a
b If 'Yes," did the organization notify the donor of the value of the goods or services provided? 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file
Form 82827 7c¢
d if 'Yes," indicate the number of Forms 8282 filed during the year l 7d| M_&g A i
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? 7e
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899
as required? 79
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a
Form 1098-C? 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund mantained by the sponsoring s
organization have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds. o M;;g »Zig
a Did the sponsoring orgamization make any taxable distributions under section 49662 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)7) organizations. Enter 5 %
a Initiation fees and capital contributions included on Part VIII, ine 12 10a P :
b Gross receipts, included on Form 990, Part VIlt, line 12, for public use of club facilities 10b ) RS,
11 Section 501(cX12) organizations. Enter # «
a Gross income from members or shareholders 1a . .
b Gross income from other sources (Do not net amounts due or paid to other sources o
against amounts due or received from them ) 11b | < A
12 a Section 4947(aX1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10412 12a
b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year ] 12 b| LA
13 Section 501(c)X29) qualified nonprofit health insurance issuers. s 5{__, _4..:, !
a Is the organization licensed to 1ssue qualhfied health plans in more than one state? 13a
Note. See the instructions for additonal information the organization must report on Schedule O e 7
b Enter the amount of reserves the organization 1s required to maintain by the states in }
which the organization 1s licensed to 1ssue qualified health plans 13b
c Enter the amount of reserves on hand 13c ,
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
b If 'Yes," has it filed a Form 720 to report these payments? /f ‘No,' provide an explanation in Schedule O 14b

BAA TEEAO105L 08/08/17

Form 990 (2017)
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 6

- [Part VI |Governance, Management, and Disclosure For each ‘Yes' response to lines 2 through 7b below, and for
a 'No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions.
Check if Schedule O contains a response or note to any line in this Part VI

Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year la 20 i
If there are material differences in voting nights among members !
of the governing body, or if the governing body delegated broad i
authority to an executive committee or similar committee, explain in Schedule O |
b Enter the number of voting members included in line 1a, above, who are independent 1b 20
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other R A
officer, director, trustee, or key employee? SEE SCHEDULE O 2 X
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? 3 X
4 Did the organization make any significant changes to its governing documents
since the prior Form 990 was filed? 4
5 Did the organization become aware during the year of a significant diversion of the organizatton’s assets? 5
6 Did the organization have members or stockholders? 6
7 a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or more
members of the governing body? 7a

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

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

the following PR E
a The governing body? 8a|l X
b Each committee with authority to act on behalf of the governing body? 8b| X
9 s 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 in Schedule Q 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiiates? 10a X
b If 'Yes,' did the organization have written policies and procedures governing the activities of such chapters, affiliates, and branches to ensure their
operations are consistent with the organization's exempt purposes? 10b
11 a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 11a
b Describe in Schedule O the process, If any, used by the organization to review this Form 990  SEE SCHEDULE O | o
12 a Did the organization have a written conflict of interest policy? /f ‘No,’ go to line 13 12a
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise
to conflicts? 12b
¢ Did the organization regularly and conststently monitor and enforce compliance with the policy? If 'Yes,' describe in
Schedule O how this was done ~ SEE SCHEDULE O 12¢

13 Did the organization have a written whistleblower policy?
14 Did the orgamization have a written document retention and destruction policy?

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

a The organization's CEO, Executive Director, or top management official
b Other officers or key employees of the orgamzation
If "Yes' to line 15a or 15b, describe the process in Schedule O (see instructions)

16 a Did the orgamization invest in, contnibute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year?

b If 'Yes," did the organization follow a wnitten policy or procedure requinng the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization's exempt status with respect to such arrangements?

Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed » NONE

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only) avallable
for pubhc inspection Indicate how you made these available Check all that apply

Own website |:| Another's website Upon request D Other (explain in Schedule O)

19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial statements available to
the public during the tax year SEE SCHEDULE O

20 State the name, address, and telephone number of the person who possesses the organization's books and records >
GEQOFFREY STACK 18802 BARDEEN AVE IRVINE CA 92612 949 756-5959

BAA TEEAQ106L 08/08/17 Form 990 (2017)
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, Foim 590 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 7
“iPart Vil |Compensat|on of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check If Schedule O contains a response or note to any line 1N this Part Vil . ... oo iie. ot e et ittaeaeimans D

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

1a Complete itis table for all persons required to be histed. Report compensation for the calendar year ending with or within the
orgamization’s tax year

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

® List all of the organization’s current key employees, If any See 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 compensatlion (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the
organization and any related organizations.

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

® List all of the organization's former directors or trustees that received, in the capacily as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations,

List persons in the follownn%‘order individual trustees or directors, institutional trustees, officers, key employees, highest compensated
employees, and former such persons

Check this box if neither the orgamzation nor any related orgarization compensated any current officer, direclor, or rustee.

©
(B) | tron o o anios pereon () a3} ()
Name and Tille Avelage 1s both an officer and a Reporlable Repoitable Estimated
o e | et | SR | mmkon
(hvsliazl:]y 3 é é ﬁg g éé_ %1 (W 2/1099-MISC) (W-2/1039 MISC) mggmztar{fm
hoursforjg gl E|l @ | S 12 3 and related
related |2 g S| = .a ‘é =2 o1ganizations
oiganiza.[8 = o
"2 215 4
dotted ol v -
tine) K |
g
g_)__ EILN_CY _STACI( _ I 49 _
" "CHAIR - TRUSTEE 77 0 [x 0. 0 0
@ GEOFFREY STACK ___________| -0
VICE CHAIR-TTEE 0 X 0. 0 0
_®_DONALD L. SOLSBY __ ___ _____ _2_
TREASURER - TTE 0 X 0. 0 0
_@_BRUCE CRAIR _ ____________| -0 _
TRUSTEE 0 X 0 0 0
_©) STEPHANIE CHERQUI _ ___ __ ___ _0_
) TRUSTEE ) ) 0 X 0. 0 0
_© MARCU ALEXANDER _ __________ _0_
TRUSTEE 0 X 0. 0 0
_ DAVID W. MOSSMAN_ __ ________ -0 _
TRUSTEE 0 X 0. 0 0
_® JOHN S. HAGESTAD_ _ _________ _0_
TRUSTEE ) 0 X 0. 0 0
_@)_ERIN LITTLE _____ ________| -0 _
TRUSTEE 0 X 0. 0 0
Q0 _MICHAEL K, HAYDE ____ _____ -0 _| -
TRUSTEE T "0 X 0. 0. 0.
0Y_KEVIN PARTINGTON _ . ______ | 0 _
TRUSTEE 0 X 0. 0 0
(2 TERESA PARTINGTON _ ________ 9
TRUSTEE 0 X 0. 0 0
(13_BRIAN STURGIS _ ___ _______ | _0_
~__ TRUSTEE ~ - 01X 0. 0. 0.
04 ROBERT D. OLSON __ __ _______ U
TRUSTEE 0 X 0. 0. 0.

BAA TEEAO107L 08/08/17 Form 990 (2017)
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 8

- [Part Vil |Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(B) ©)
(A) Axerage lgl.'io notlchj:cis'r::g?e U1§n “?ne ©) (E) ()
ours 10X, unless person Is botn an
Name and tille wpeeerk officer and a director/trustee) com';:reganhaobr:efrom com?gﬁganlfobr{efrom am%itr:;noafteo?her
astany |2 S 2| O[Z[F 22| WABOMD | o oBomse e e
hours o =(5(< =2 31 § organizalion
relfgt'ed < ol Slz |8 % 2|3 and related
organiza |8 2 g .‘?—, 3 g organizations
tions 'é* = 3 3
below g 8| &
o 3|
(=1
05_DENICE FLERCHINGER _ _______ | -0 _
TRUSTEE 0 X 0. 0. 0.
(6 JOHN C._ MANLY ___________ 4.0 _
TRUSTEE 0 X 0. 0. 0.
07 JODY_STRAUSS  _ _ _ _ _ _______| _0_
TRUSTEE 0 X 0. 0. 0.
8 THOMAS A. GENDRON _________ | _0_
TRUSTEE 0 X 0. 0. 0.
Q9 _TRACI GENDRON _ __________ | -0 _
TRUSTEE 0 X 0. 0. 0.
(20) STEPHEN L. JENKINS, MD ____ _ | _0_
TRUSTEE 0 X 0. 0. 0.
ey ____________ e
2 o
@ e
ey
@ ____ e
1 b Sub-total > 0. 0. 0.
¢ Total from continuation sheets to Part VII, Section A > 0. 0. 0.
d Total (add lines 1b and 1¢) > 0. 0. 0.
2 Total number of individuals (including but not mited to those listed above) who received more than $100,000 of reportable compensation
from the organization » 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee | - -
on line 1a? If 'Yes,' complete Schedule J for such individual

4 For any individual listed on line 1a, 1s the sum of reportable compensation and other compensation from

the organization and related organizations greater than $150,0007 /f 'Yes,' complete Schedule J for

such individual

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If 'Yes,' complete Schedule J for such person

Section B. Independent Contractors

T Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization Report compensation for the calendar year ending with or within the organization's tax year

(A)
Name and business address

(8)
Description of services

©)
Compensation

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

$100,000 of compensation from the organization ™ g

):? -

BALg
E

BAA

TEEAQ108L 08/08/17

Form 990 (2017)
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 9
. |Part VIII] Statement of Revenue
Check if Schedule O contains a response or note to any line in this Part Vill D
A) (B) ©) D)

Total revenue Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revenue 512-514

.g 2| 1a Federated campaigns Ta !

s % b Membership dues 1b t

((':.E ¢ Fundraising events 1c| 3,004,235,

g 5| d Related organizations 1d

& E| e Government grants (contributions) le

sSd

2 51 Al other contributions, ifts, grants, and

g £ similar amounts not included above 1f| 1,091,654.

-E g g Noncash contributions included 1n ines 1a-1f  §

8 5| h Total. Add lines 1a-1f *| 4,095,889. \
@ Business Code J
=2 I I e -
g 224
o b
e | T ——m e
2 C
| d
W | - e e
El e __ _______________

'g‘, f All other program service revenue
& | g Total. Add lines 2a-2f - "y R al
3 Investment income (including dividends, interest and
other similar amounts) 23,864. 23,864.
4 Income from investment of tax-exempt bond proceeds ™
5 Royalties
(1) Real (1) Personal %ﬁi‘
6a Gross rents I
b Less rental expenses &)
¢ Rental income or (loss) L ~
d Net rental income or (loss) L
7 a Gross amount from sales of () Securities () Other « = I
assets other than inventory 289,629. ‘
b Less cost or other basis
and sales expenses 265,271,
¢ Gain or (loss) 24,358.
d Net gain or (loss) >
g 8 a Gross income from fundraising events . A" 4
g (not including § 3,004,235. [ g&
% of contributions reported on line 1c) vy v £
o See Part IV, line 18 a i
E b Less direct expenses b } o e .
6 ¢ Net income or (loss) from fundraising events >
9a Gross income from gaming activities 4 ’
See Part IV, line 19 a .
b Less direct expenses b o Y I T f'm;
¢ Net income or (loss) from gaming activities >
10a Gross sales of inventory, less returns :
and atlowances a l
b Less cost of goods sold b I
¢ Net income or (loss) from sales of inventory >
Miscellaneous Revenue Business Code . . ~ : “~j
na
b
c___
d Ali other revenue
e Total. Add lines 11a-11d |
12 Total revenue. See nstructions " 4,144,111. 48,222. 0. 0.
BAA TEEAD109L 08/08/17 Form 990 (2017)
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 10
- |Part'IX | Statement of Functional Expenses

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

Check if Schedule O contains a response or note to any line in this Part 1X | ]

Do not include amounts reported on lines Total éﬁ;))enses Progra(r?serwce Management and Fun((j[r2|5|ng

6b, 7b, 8b, 9b, and 10b of Part VIII. expenses general expenses expenses

1 Grants and other assistance to domestic
organizations and domestic governments
See Part IV, Iine 21 683, 590. 683,590.
2 Grants and other assistance to domestic
individuals See Part IV, line 22
3 Grants and other assistance to foreign
organizations, foreign governments, and for-
eign individuals See Part IV, lines 15 and 16 465,760. 465,760.
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 0. 0. 0. 0.
6 Compensation not included above, to
disqualified persons (as defined under
section 4958(f)(1)) and persons described
in section 4958(c)(3)(B) 0. 0. 0. 0.
Other salaries and wages 28,257. 1,413. 1,413. 25,431.
Pension plan accruals and contributions
(include section 401(k) and 403(b)
employer contributions)
9 Other employee benefits
10 Payroll taxes 2,370. 118. 118. 2,134.
11 Fees for services (non-employees)
a Management
b Legal
¢ Accounting 16,679. 11,806. 4,873.
d Lobbying
e Professional fundraising services See Part IV, line 17 NS .
f Investment management fees
g Other (If ine 11g amount exceeds 10% of line 25, column
(A) amount, list line 11g expenses on Schedule 0 )

12 Advertising and promotion 114, 864. 3,070. 111,794.

13 Office expenses

14 information technology

15 Royalties

16 Occupancy

17 Travel 17,912. 5,027. 12,885.

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

19 Conferences, conventions, and meetings

20 |Interest

21 Payments to affilates

22 Depreciation, depletion, and amortization

23 Insurance 3,595. 3,595,

24 Other expenses Itemize expenses not . % B B . '
covered above (List miscellaneous expenses PN LR SN : }
in line 24e If ine 24e amount exceeds 10% N g . !
of hine 25, column (A) amount, list line 24e ; . 47 % F !
expenses on Schedule O ) : SETONE G . :

a CORNEAL CYSTINOSIS-NANOWAFER 292,829. 292,829.

bEDUCATION _ _ ___ ________ 232,086. 232,086.

¢ PRINTING AND PUBLICATIONS _ 114,651. 47,079. 2,556. 65,016.

d QUTSIDE SERVICES 98, 800. 11,250. 39,177. 48,373.

e All other expenses 200, 008. 9,231. 62,091. 128, 686.
25 Total functional expenses Add lines 1 through 24e 2,271,401. 1,746,426. 125,783. 399,192.

26 Joint costs. Complete this line only f

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

SOP 98-2 (ASC 958-720)

BAA

TEEAO110L 08/08/17

Form 990 (2017)
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Form 990 (2017)  CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 11
- {Part X _|Balance Sheet
Check if Schedule O contains a response or note to any hne in this Part X D
(A) (B8)
Beginning of year End of year
1 Cash — non-interest-bearing 1
2 Savings and temporary cash investments 4,672,285.| 2 5,569,068.
3 Pledges and grants receivable, net 63,746.| 3 977,583.
4 Accounts receivable, net 4
5 Loans and other receivables from current and former officers, directors,
trustees, key emploEees, and highest compensated employees Complete DR N
Part Il of Schedule 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described 1n section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary employees’ R
beneficiary organizations (see instructions). Complete Part Il of Schedule L
@1 7 Notes and loans receivable, net
% 8 Inventories for sale or use
< | 9 Prepald expenses and deferred charges
10a Land, bulldings, and equipment cost or other basis
Complete Part VI of Schedule D 10a 56,838.|
b Less accumulated depreciation 10b 56,838.
11 Investments — publicly traded securities 1,466,645.| N 1,527,861.
12 Investments — other securities See Part IV, line 11 12
13 Investments — program-related See Part IV, line 11 13
14 Intangible assets 14
15 Other assets See Part IV, line 11 15
16 Total assets. Add lines 1 through 15 (must equal line 34) 6,325,183.116 8,157,424.
17 Accounts payable and accrued expenses 63,761.|17 42,022,
18 Grants payable 1,739,002.[18 1,680,727.
19 Deferred revenue 19
20 Tax-exempt bond liabilities 20
3 21 Escrow or custodial account iability Complete Part IV of Schedule D 21
E| 22 Loans and other payables to current and former officers, directors, trustees, i |
i) key employees, highest compensated employees, and disquahfied persons RO JNCH PR
5 Complete Part Il of Schedule L 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other habilities (including federal income tax, payables to related third parties,
and other liabilities not included on lines 17-24) Complete Part X of Schedule D
26 Total liabilities. Add lines 17 through 25 1,802,763.
A Organizations that follow SFAS 117 (ASC 958), check here > and complete TR
3 lines 27 through 29, and lines 33 and 34.
£ 27 Unrestricted net assets
g 28 Temporarily restricted net assets
o | 29 Permanently restricted net assets
é Organizations tr'lat do not follow SFAS 117 (ASC 958), check here » D
5 and complete lines 30 through 34.
a 30 Capital stock or trust principal, or current funds
8| 31 Pad-in or capital surplus, or land, bullding, or equipment fund
2 32 Retatned earnings, endowment, accumulated income, or other funds
g 33 Total net assets or fund balances 4,522,420.]33 6,434,675.
34 Total abilities and net assets/fund balances 6,325,183.| 34 8,157,424.
BAA Form 990 (2017)

TEEAQ111L 08/08/17
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 12
- [Part XI |Reconciliation of Net Assets
Check if Schedule O contains a response or note to any line Iin this Part XI D
1 Total revenue (must equal Part VIII, column (A), hine 12) 1 4,144,111.
2 Total expenses (must equal Part IX, column (A), line 25) 2 2,271,401.
3 Revenue less expenses Subtract ine 2 from line 1 3 1,872,710.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) 4 4,522,420.
5 Net unrealized gains (losses) on investments 5 39, 545.
6 Donated services and use of facilities 6
7 Investment expenses 7
8 Prior period adjustments. 8
9 Other changes in net assets or fund balances (explain in Schedule O) 9 0.
10 Net asseis or fund balances at end of year Combine lines 3 through 9 (must equal Part X, line 33,
column (B)) 10 6,434,675,
Part Xll |Financial Statements and Reporting
Check if Schedule O contains a response or note to any line in this Part XIl El
Yes | No

1 Accounting method used to prepare the Form 990 D Cash Accrual D Other

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

2 a Were the organization's financial statements compiled or reviewed by an independent accountant?
If 'Yes,' check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both
[j) Separate basis DConsolldated basis DBoth consolidated and separate basis

b Were the organization's financial statements audited by an independent accountant?

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

Separate basis []Consohdated basis DBoth consohdated and separate basis

c If 'Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant?

If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O
3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single
Audit Act and OMB Circular A-133?
b If 'Yes,' did the organmization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits

“2a X

2b] X

X O ]
i

2c| X

3a X

3b

BAA

TEEAO112L 08/08/17

Form 990 (2017)




SCHEDULE A

(Fo

Department of the Treasury
Internal Revenue Service

Public Charity Status and Public Support

rm 990 or 990-EZ) Complete if the organization is a section 501(c)X3) organization or a section

4947(aX1) nonexempt charitable trust.
» Attach to Form 990 or Form 990-EZ.

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

OMB No 1545 0047

2017

Open to Public
Inspection

Name of the organization

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Employer identification number

[Pért,l,,';'«'[Reason for Public Charity Status (All organizations must complete this part ) See instructions.

The organization i1s not a private foundation because 1t 1s (For lines 1 through 12, check only one box )

1

(3] b whN

~N o

o]

10

11
12

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

A school described in section 170(b)1XAXii). (Attach Schedule E (Form 990 or 990-E2) )
A hospital or a cooperative hospital service organization described in section 170(b)1XAXjii).
A medical research organization operated in conjunction with a hospital described in section 170(b)(1)}AXiii) Enter the hospital's

name, city, and state

Q7

An organization operated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b)}1XAXiv). (Complete Part I1)

D A federal, state, or local government or governmental umit described 1in section 170(b)X1XAXV).

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

in section 170(b)}(1XAXvi). (Complete Part i)

D A community trust described in section 170(bX1XAXv1). (Complete Part I )

D An agriculturat research organization described in section 170(bX1XAXix) operated in conjunction with a land-grant college

or untversity or a non-land-grant college of agriculture (see instructions) Enter the name, city, and state of the college or

university

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

June 30, 1975 See section 509(a)X2). (Complete Part Itl )

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

An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one
or more publicly supported organizations described in section 509(aX1) or section 50%a)2). See section 509(a)X3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g

a D Type l. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving the supported
organization(s) the power to regularly appoint or elect a majonity of the directors or trustees of the supporting organization You must

complete Part IV, Sections A and B.

b D Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having control or
management of the supporting organization vested in the same persons that control or manage the supported organization(s) You

must complete Part IV, Sections A and C.

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

d Type lll non-functionally integrated. A supporting organization operated in connection with its supported organization(s) that is not
functionally integrated The organization generally must satisfy a distribution requirement and an attentiveness requirement (see

instructions) You must complete Part IV, Sections A and D, and Part V.

e Check this box if the organization received a written determination from the IRS that it 1s a Type |, Type Il, Type Ill functionally

integrated, or Type Ill non-functionally integrated supporting organization
f Enter the number of supported organizations
g Provide the following information about the supported organization(s)

]

(1) Name of supported orgamization () EIN (i) Type of organization () Is the (v) Amount of monetary (vi) Amount of other
(described on Iines 1 10 organization histed support (see instructions) support (see instructions)
above (see instructions)) 1N your governing

document?
Yes No
A)
(B)
©)
(D)
E)
[ ” L
Total N NS )

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

TEEA0401L 081017

Schedule A (Form 990 or 990-EZ) 2017



1

Schedule.A (Form 990 or 990-E7) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
- [Partil lSuppor‘t Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)Vi)
) (Complete only if you checked the box on line 5, 7, or 8 of Part | or if the orgarzation failed to quahfy under Part il if the
organmization fails to qualify under the tests histed below, please complete Part IIl')
Section A, Public Support
Calendar year (or fiscal year
beginning in) > (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (M) Total
1 Gifts, grants, contributrons, and
membership fees received (Do not
include any ‘unusual grants ') 3,130,529.|3,324,548.]|3,213,127.{4,818,959./4,095,889.]|18,583,052.
2 Tax revenues levied for the
organization's benefit and
either pard to or expended
on its behaif 0.
3 The value of services or
facthities furmished by a
governmental unit to the
organization without charge 0.
4 Total. Add lines 1 through 3 3,130,529.13,324,548.|3,213,127.(4,818,959.[/4,095,889.]|18,583,052.
5 The portion of total “ , .
contributions by each person
(other than a governmental N 4
unit or publicly supported , :
organization) included on line 1 - . ’
that exceeds 2% of the amount Y a . ¥ :
shown on line 11, column (f) &5 A0 . s 3. 0.
o i ':‘,\‘&}%’" .
6 Public support. Subtract line 5 3&%% %f;, . . x B
from line 4 - ® v\,o >, RS rn .'(?‘g.g. 18, 583, 052 .
Section B. Total Support
Calendar year (or fiscal year
beginming in) > (@) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 () Total
7 Amounts from line 4 3,130,529.(3,324,548.|3,213,127.|4,818,959.(4,095,889.|/18,583,052.
8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties, and income from
similar sources 19,064. 9,190. 28,254.
9 Net income from unrelated
business activities, whether or
not the business Is regularly
carried on 0.
10 Other income Do not include
gain or loss from the sale of
capital assets (Explain in
Part VI ) 0.
7 1T ) AN T T ¥
11 Total support. Add lines 7 ‘ % % YRR + A % % B !
through 10 . SN L 8 U3 . 18,611,306.
12 Gross receipts from related activities, etc (see instructions) ] 12 0.
13 First five years. If the Form 990 1s 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 > |:|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2017 (line 6, column (f) divided by line 11, column (f)) 14 99 .85 %
15 Public support percentage from 2016 Schedule A, Part [I, ne 14 15 99 .68 %

16a 33-1/3% support test—2017. If the organization did not check the box on line 13, and hne 14 1s 33-1/3% or more, check this box

b 33-1/3% support test—2016. If the orgamization did not check a box on line 13 or 16a, and line 15 1s 33-1/3% or more, check this box

17a 10%-facts-and-circumstances test—2017. If the organization did not check a box on hne 13, 16a, or 16b, and hine 1415 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 orgamization meets the 'facts-and-circumstances' test The organization qualifies as a pubiicly supported orgamzation

b 10%-facts-and-circumstances test—2016. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 1515 10%
or more, and If the organization meets the 'facts-and-circumstances' test, check this box and stop here. Expiain in Part VI how the

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions

and stop here. The organization qualifies as a publicly supported organization

and stop here. The organization qualifies as a publicly supported organization

organization meets the 'facts-and-circumstances' test The organization qualifies as a publicly supported organization

> X

>
>
>
»

[X]
N
N
8

BAA

TEEAQ402L
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Schedule A (Form 990 or 990-EZ) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
-[Partlll_|Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 10 of Part | or «f the organization failed to qualify under Part Il If the organization

fails to qualfy under the tests listed below, please complete Part 1l ) ,

Section A. Public Support /

Calendar year (or fiscal year beginning in) > (a) 2013 (b) 2014 () 2015 (d) 2016 (e) 2017 )] Tpt’al
w 1 Gifts, grants, coninbutions, i
| and membership fees /
| received (Do not include

any 'unusual grants ) /
2 Gross receipts from admissions, /

merchandise sold or services
performed, or facilities
furmshed in any activity that 1s /
related to the organization's g
tax-exempt purpose 7
3 Gross receipts from activities //
that are not an unrelated trade
or business under section 513 ya

4 Tax revenues levied for the 5
organization's benefit and 1
either paid to or expended on
its behalf

| 5 The value of services or
| facilities furmshed by a
| governmental unit to the

organization without charge

6 Total. Add lines 1 through 5 /
7a Amounts included on lines 1, /
2, and 3 received from
disqualified persons /

b Amounts included on hines 2
and 3 recewved from other than
disqualified persons that
exceed the greater of $5,000 or
1% of the amount on line 13
for the year

¢ Add lines 7a and 7b

8 Public support. (Subtract line e -
7¢ from hne 6 ) % S
| Section B. Total Support
| Calendar year (or fiscal year beginning in) > (a) 2013 (b) 20]/4 (c) 2015 (d) 2016 (e) 2017 (f) Total

9 Amounts from line 6 /

10a Gross income from interest, dividends,

payments received on secunties loans,
rents, royalties, and income from
similar sources.

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

¢ Add lines 10a and 10b /

11  Net income from unrelated business /

activities not included in line 10b,

whether or not the business Is

regularly carried on /
12 Other ncome Do not include

gain or loss from the sale of

capital assets (Explain in

Part V1)

13 Total support. (Add lines 9, %
10c, 11, and 12)

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

organization, check this box,and stop here > D
Section C. Computation ¢f Public Support Percentage
15 Public support percentagé for 2017 (line 8, column (f) divided by line 13, column () 15 %
16 Public support percent,a'ée from 2016 Schedule A, Part Ill, hne 15 16 %
Section D. Computation of Investment Income Percentage
17 Investment incomespercentage for 2017 (ine 10c, column (f) divided by line 13, column ()] 17 %
18 Investment incomé percentage from 2016 Schedule A, Part lll, line 17 18 %
19a 33-1/3% support tests—2017. If the organization did not check the box on line 14, and Iine 15 is more than 33-1/3%, and line 17

1s not more t;)a'n 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization > D

b 33-1/3% support tests—2016. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33-1/3%, and

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

20 Private foundation. If the organization did not check a box on hne 14, 19a, or 19b, check this box and see instructions > H

BAA TEEAO403L 08/10/17 Schedule A (Form 990 or 990-EZ) 2017
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Schedulé A (Form 990 or 990-E2) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Page 4

- [Part IV | Supporting Organizations

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

Section A. All Supporting Organizations

1

2

3a

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

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

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

b Did the orgamzation confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and

[

4a

satisfied the public support tests under section 509(a)(2)? If 'Yes,' describe in Part VI when and how the orgamzation
made the determination

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

Was any supported organization not organized in the United States (‘foreign supported organization’)? If 'Yes' and
if you checked 12a or 12b in Part |, answer (b) and (c) below

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign supported

5a

organization? If 'Yes,' describe in Part VI how the organization had such control and discretion despite being controlled
or supervised by or in connection with its supported organizations

Did the organization support any foreign supported organization that does not have an IRS determination under
sections 501(c)(3) and 509(a)(1) or (2)? If 'Yes,' explain in Part VI what controls the organization used to ensure that
all support to the foreign supported organization was used exclusively for section 170(c)(2)(B) purposes

Did the organization add, substitute, or remove any supported organizations during the tax year? If 'Yes," answer (b)

and (c) below (if apphcable) Also, provide detail in Part Vi, including (1) the names and EIN numbers of the supported
organizations added, substituted, or removed, (i1) the reasons for each such action, (1) the authority under the
organization's organizing document authorizing such action, and (iv) how the action was accomplished (such as by
amendment to the organizing document)

b Type | or Type Il only. Was any added or substituted supported organization part of a class already designated in the

9a

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

Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (1) its supported organizations, (i) individuals that are part of the charitable class benefited by one
or more of its supported organizations, or (in) other supporting organizations that also support or benefit one or more of

the filing organization's supported organizations? /f 'Yes,' provide detail in Part VI.

Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined In section 4958(c)(3)(C)), a family member of a substantial contrnibutor, or a 35% controlled entity with
regard to a substantial contnbutor? /f 'Yes,' complete Part | of Schedule L (Form 990 or 990-E2)

Did the organization make a loan to a disqualified person (as defined in section 4958) not described in ine 77 If 'Yes,'
complete Part | of Schedule L (Form 990 or 990-E2)

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

b Did one or more disqualified persons (as defined in ine 9a) hold a controlling interest in any entity in which the

[

10a

b

supporting organization had an interest? If 'Yes,' provide detail in Part VI

Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit from,
assets in which the supporting organization also had an interest? If 'Yes,' provide detail in Part VI

Was the organization subject to the excess business holdings rules of section 4943 because of section 4943(f) (regarding

certain Type Il supporting organizations, and all Type Ill non-functionally integrated supporting organizations)? /f 'Yes,'

answer 10b below

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

Yes

No

3a

g?’g“;’ - ;

| b
9a

N ARE i
9b

%
9c

- Gt

SER
10a

B o
10b

BAA
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{Part IV |Supporting Organizations (continued)

11 Has the organization accepted a gift or contnbution from any of the following persons?

a A person who direcily or indirectly controls, either alone or together with persons described in (b) and (c) below, the
governing body of 2 supported organization?

b A family member of a person described in (a) above?

¢ A 35% controlled entity of a person described in (a) or (b) above? If 'Yes' to a, b, or ¢, provide detail in Part VI.

Yes

No

11a

11b

Mc

Section B. Type | Supporting Organizations

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

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

Yes

No

Section C. Type ll Supporting Organizations

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

Yes

No

it

p-w T

$ur

Section D. All Type Ill Supporting Organizations

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, (1) a written notice describing the type and amount of support provided during the prior tax
year, (1) a copy of the Form 990 that was most recently filed as of the date of notification, and (1) copies of the
organization's governing documents in effect on the date of notification, to the extent not previously provided?

2 Were any of the organization's officers, directors, or trustees either (1) appointed or elected by the supported
organization(s) or (n) serving on the governing body of a supported organization? /f ‘No," explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s)

3 By reason of the relationship described in (2), did the organization's supported organizations have a significant
voice In the organization's investment policies and in directing the use of the organization's income or assets at
all imes during the tax year? If 'Yes,' describe in Part VI the role the orgamization's supported organizations played
in this regard

Yes

No

Section E. Type lll Functionally Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see mnstructions).
a D The organization satisfied the Activities Test Complete line 2 below

b D The organization i1s the parent of each of its supported organizations Complete line 3 below

[ D The organization supported a governmental entity Describe in Part VI how you supported a government entity (see instructions)

2 Activities Test Answer (a) and (b) below.

a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of the
supported organization(s) to which the organization was responsive? If 'Yes,' then in Part VI identify those supported
organizations and explain how these activities directly furthered their exempt purposes, how the organization was
responsive to those supported organizations, and how the organization determined that these activities constituted
substantially all of its activities

b Did the activities described in (a) constitute activities that, but for the orgamization's involvement, one or more of
the organization's supported organization(s) would have been engaged in? If 'Yes,' explain in Part VI the reasons for
the organization's position that its supported organization(s) would have engaged in these activities but for the
organization's involvement

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

a Did the organization have the power to regularly appoint or elect a majonty of the officers, directors, or trustees of
each of the supported organizations? 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
supported organizations? If 'Yes, ' describe in Part VI the role played by the organization in this regard

3a

£

3b

BAA TEEAO405L 08/10/17
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Page 6

- |[PartV_ [Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 D Check here If the organization satisfied the Integral Part Test as a quahfying trust on Nov 20, 1970 (explain in Part VI) See
instructions. All other Type Ill non-functionally integrated supporting organizations must complete Sections A through E

Section A — Adjusted Net Income

(A) Prior Year

(B) Current Year

(optionat)
1 Net short-term capital gain 1
2 Recoveries of prior-year distributions 2
3 Other gross income (see nstructions) 3
4 Add Iines 1 through 3 4
5 Depreciation and depletion 5
6 Portion of operating expenses paid or incurred for production or collection of gross
income or for management, conservation, or maintenance of property held for
production of income (see instructions) 6
7 Other expenses (see instructions) 7
8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8
Section B — Minimum Asset Amount (A) Prior Year <B>(%;;§§?,‘Jfa‘
1 Aggregate fair market value of all non-exempt-use assets (see instructions for short - j . f
tax year or assets held for part of year) . L Ty
a Average monthly value of securities la
b Average monthly cash balances 1b
¢ Fair market value of other non-exempt-use assets 1c
d Total (add lines 1a, 1b, and 1¢)

1d

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

2 Acquisition indebtedness applicable to non-exempt-use assets

3 Subtract ine 2 from line 1d 3
4 Cash deemed held for exempt use Enter 1-1/2% of line 3 (for greater amount,

see Instructions) 4
5 Net value of non-exempt-use assets (subtract line 4 from line 3) 5
6 Multiply line 5 by 035 6
7 Recoveries of prior-year distributions 7
8 Minimum Asset Amount (add line 7 to line 6) 8

Section C — Distributable Amount

Current Year

Adjusted net income for prior year (from Section A, hne 8, Column A)

Enter 85% of line 1

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

Enter greater of ine 2 or line 3

Income tax imposed in prior year

Ol |blwin|f—=

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

~

(see instructions)

D Check here If the current year is the organization's first as a non-functionally integrated Type Ill supporting organization

BAA

TEEAQ406L 08/10/17
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- [PartV_ [Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D — Distributions

Current Year

Amounts paid to supported organizations to accomplish exempt purposes

In excess of Income from activity

Amounts paid to perform activity that directly furthers exempt purposes of supported organizations,

Administrative expenses paid to accomplish exempl purposes of supported organizations

Amounts paid to acquire exempt-use assets

Qualified set-aside amounts (prior IRS approval required)

Other distributions (describe in Part VI) See instructions

Total annual distributions. Add lines 1 through 6

in Part VI) See instructions

Distributions to attentive supported organizations to which the organization s responsive (provide details

Distnibutable amount for 2017 from Section C, line 6

10 Line 8 amount divided by line 9 amount

. . 4. . . . . @) (i) (i)
Section E — Distribution Allocations (see instructions) Excess Underdistributions Distributable
Distributions Pre-2017 Amount for 2017
1 Distributable amount for 2017 from Section C, line 6
2 Underdistributions, if any, for years prior to 2017 (reasonable ;*" i
cause required — explain in Part VI) See instructions S % !
3 Excess distributions carryover, if any, to 2017 s )
b From 2013 "
¢ From 2014 % e BN ¢
d From 2015 3 Ve ,;%5% £ 4
e From 2016 e A TN

f Total of lines 3a through e

g Applied to underdistributions of prior years

h Applied to 2017 distributable amount

i Carryover from 2012 not applied (see instructions)

j Remainder Subtract lines 3g, 3h, and 31 from 3f

4 Distributions for 2017 from Section D,

line 7

a Applied to underdistributions of prior years

b Applied to 2017 distributable amount

¢ Remainder Subtract hnes 4a and 4b from 4

5

Remaining underdistributions for years prior to 2017, if any
Subtract lines 3g and 4a from line 2 For result greater than
zero, explain in Part VI See instructions

ikl
ool s
gl

g e

Remaining underdistributions for 2017 Subtract hnes 3h and 4b
from hine 1 For result greater than zero, explain in Part VI See
instructions

Excess distributions carryover to 2018. Add lines 3j and 4c

-

0
78,

Breakdown of line 7

F f

a Excess from 2013

X

b Excess from 2014

N S

4

¥ .

%, N

o P

I P P

C Excess from 2015

BN
"y

o e 2

9'“9;%

d Excess from 2016

S

e Excess from 2017

BRI T
S

o >

(A §

Cee  dodd

BAA
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. I‘Part- Vi

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

(See instructions )

BAA
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OMB No 1545 0047

SCHEDULE D Supplemental Financial Statements
- (Form 990) > Complete if the organization answered 'Yes' on Form 990, 201 7
. PartiV,line 6, 7, 8, 9, 10, 11a’}:|”b’ 11c, 11%, 1le, 111, 12a, or 12b.

» Attach to Form 990. i :
pepartment of the Treasury » Go to www.irs.gov/Form990 for instructions and the latest information. ﬁl[;;r;ég:nubhc [
Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

[Part | | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.

Complete If the organization answered 'Yes' on Form 990, Part 1V, line 6.

A b W N -

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

Total number at end of year

Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregate value at end of year

Did the organization inform all donors and donor advisors in writtng that the assets held in donor advised funds
are the organization's property, subject to the organization's exclusive legal control? D Yes D No

Did the organization inform all grantees, donors, and donor advisors in wniting that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor adwvisor, or for any other purpose conferring
impermissible private benefit? |:| Yes D No

Part I | Conservation Easements.

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

7

2

Purpose(s) of conservation easements held by the organization (check all that apply)
Preservation of land far public use (e g , recreation or education) Preservation of a histoncally important land area
Protection of natural habitat HPreservatlon of a certified historic structure
Preservation of open space

Complete hines 2a through 2d If the organization held a qualified conservation contribution in the form of a conservation easement on the
last day of the tax year

Held at the End of the Tax Year

a Total number of conservation easements 2a

b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included Iin (a) 2c

d Number of conservation easements included in (c) acquired after 7/25/06, and not on a historic
structure listed in the National Register 2d

Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the

tax year >

Number of states where property subject to conservation easement 1s located *

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

and enforcement of the conservation easements 1t holds? DYES D No

Staff and volunteer hours devoted to monitoring, inspecting, handhng of violations, and enforcing conservation easements dunng the year
»

Amount of expenses incurred in monitoring, inspecting, handiing of violations, and enforcing conservation easements dunng the year
-3

Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(@)(B)(1)
and section 170(h)(@B)(1)? D Yes D No

In Part XIll, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and
include, 1f applicable, the text of the footnote to the organization's financial statements that describes the organization's accounting for
conservation easements

Part.lll- | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered 'Yes' on Form 990, Part |V, line 8.

1

a If the organization elected, as permitied under SFAS 116 (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 Xill, the text of the footnote to its financial statements that describes these items

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the
following amounts relating to these items

(i) Revenue included on Form 990, Part Vi, line 1 >3

(ii) Assets mcluded in Form 990, Part X >3

If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the following
amounts required to be reported under SFAS 116 (ASC 958) relating to these items

a Revenue included on Form 990, Part Viii, line 1 L]

b Assets included in Form 990, Part X >3

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301L 10/11/17 Schedule D (Form 990) 2017



Schedufe D (Form 990) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
- [Eart'lll |Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection
items (check all that apply)

a Public exhibition d Loan or exchange programs
b Scholarly research e Other
c Preservation for future generations

4 Provu)j(ei Ia description of the organization's collections and explain how they further the organization's exempt purpose in
Part Xl

5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets

to be sold to raise funds rather than to be maintained as part of the orgamization's collection? D Yes DNO

|Par1 v [Escrow and Custodial Arrangements. Complete If the organization answered 'Yes' on Form 990, Part IV,
hine 9, or reported an amount on Form 990, Part X, line 21

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

b If ‘'Yes,' explain the arrangement in Part XIll and complete the following table

Amount
¢ Beginning balance lc
d Additions during the year 1d
e Distributions during the year le
f Ending balance 1f

2 a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? D Yes No
b If 'Yes,' explain the arrangement in Part XIll Check here If the explanation has been provided on Part Xl

[PartV |Endowment Funds. Complete if the organization answered 'Yes' on Form 990, Part 1V, line 10.

(a) Current year (b) Prior year (c) Two years back (d) Three years back (e) Four years back

1 a Beginning of year balance

b Contributions

c Net investment earnings, gains,
and losses

d Grants or scholarships

e Other expenditures for facilities
and programs

f Administrative expenses

g End of year balance

2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as

a Board designated or quasi-endowment > %
b Permanent endowment > %
¢ Temporarily restricted endowment > %

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

3 a 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 3a(ii)

b If "Yes' on line 3a(), are the related organizations listed as required on Schedule R? 3b

4 Describe in Part Xlli the intended uses of the organization's endowment funds

[Part VI | Land, Buildings, and Equipment.
Complete If the organization answered 'Yes' on Form 990, Part IV, line 11a See Form 990, Part X, line 10.

Description of property (a) Cost or other basis|  (b) Cost or other (c) Accumulated (d) Book value
(investment) basis (other) depreciation
1aland B

b Bulldings

¢ Leasehold improvements

d Equipment 56,838. 56,838. 0.

e Other
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), Ine 10c ) > 0.
BAA Schedule D (Form 990) 2017
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Schedule D (Form 9503 2017 CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 3

Part.VIl |Investments — Other Secunties

N/A

Complete if the organization answered 'Yes' on Form 990, Part tV, ine 11b_See Form 990, Part X line 12

(a) Descriplion of secuntv or category (including name of security}

(b) Book value

(c) Methud of valuation Cost or end of year market vale

(1) Financial denvatives
(2) Closely held equiiy inierests
(3) Other

Total (Column (b) must equct Form 990, Part X, column (B) hne 12) ™

Part=VIII.| Investments — Program Related

N/A
Complete If the aiganization answered 'Yes' on Form 990, Part IV line 11c_See Form 930 Parl X, Iine 13

{a) Description of investment

(b) Book value

(c) Method of valualion Cost or end of year market value

9]

(2)

3

(4)

5)

(&)

€]

@

)]

(io}

Total (Cofumn () st equal Form 990 Part X column (B) e 13) ™

ST ¥ TUREmEESSY O gERERSS T 2

PartilX3-| Other Assets

Complete If the organization answered "Yes' on

N/A
Form 990, Part IV, line 11d See Form 950 Pait X, line 15

(a) Descriplion

(b) Bock value

o))

)

(3

4

(5}

&)

&)

&

(9)

(10)

Total

(Cofumr (D} must equal Form 990 Part X column (B) line 15)

Part-X-%| Other Liahilities

Complete If the organization answered 'Yes' on Formi 990, Part IV, ing 11e or 111 See Ferm 990, Part X, ling 25

(a) Description of atility

{b) Book value

L=

S i L e o =
v Ee 1
-!ﬁ=" - B F L

(1} Federal income taxes

v

T e zg,f_

(@

3

@

(5

®)

&

(8

(9)

(m

an

e A U

Totalt (Culumn (b) must equal Form 390, Part X, coluria (B) hae 25 )

e

2 Liability for uncertain lax postlions In Part X111, provide the texi of the footnote to the orgamzation s financial staiements
tar positions under FIN 48 (ASC 740) Check hera «f the text of the fooincte has been provaded in Part XIlI

BAA
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Schedule D (Form 990) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4
- [Part XI_| Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 12a.

1 Toftal revenue, gains, and other support per audited financial statements 1 4,144,111.
2 Amounts mcluded on line 1 but not on Form 990, Part VIII, line 12

a Net unrealized gains (losses) on investments 2a

b Donated services and use of facilities. 2b

¢ Recovenes of prior year grants 2c

d Other (Describe in Part X)) 2d

e Add lines 2a through 2d 2e
3 Subtract line 2e from line 1 3 4,144,111.
4 Amounts included on Form 990, Part VIil, line 12, but not on line 1

a Investment expenses not included on Form 990, Part VIII, ine 7b 4a

b Other (Describe in Part XII1 ) 4b o

¢ Add lines 4a and 4b 4c
5 Total revenue Add hines 3 and 4c. (This must equal Form 990, Part I, ine 12) 5 4,144,111,

Part Xl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete If the organization answered 'Yes' on Form 990, Part IV, line 12a

1 Total expenses and losses per audited financial statements 1 2,271,401.
2 Amounts included on hine 1 but not on Form 990, Part IX, line 25 g”%

a Donated services and use of facilities 2a %%

b Prior year adjustments 2b s

¢ Other losses 2c

d Other (Describe in Part XIII ) 2d o

e Add hnes 2a through 2d 2e
3 Subtract line 2e from hne 1 3 2,271,401.
4 Amounts included on Form 990, Part IX, line 25, but not on hne 1 R

a Investment expenses not included on Form 990, Part VIII, line 7b 4a

b Other (Describe in Part Xlii ) 4b B

¢ Add lines 4a and 4b 4c
5 Total expenses Add lines 3 and 4c. (This must equal Form 990, Part |, hne 18) 5 2,271,401,

[Part Xill | Supplemental Information.

Provide the descriptions required for Part 11, lines 3, 5, and 9, Part Ill, lines 1a and 4, Part IV, lines 1b and 2b, Part V,
Iine 4, Part X, line 2, Part XI, lines 2d and 4b, and Part XII, lines 2d and 4b Also complete this part to provide any additional information

BAA Schedule D (Form 990) 2017
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SCHEDULE F

. (Form 990)

Dep‘allmenl of the Treasury
Infernal Revenue Service

Statement of Activities Outside the United States

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

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

»> Attach to Form 990.

OMB No 1

545-0047

2017

Open to Public
Inspection

Name of the organization

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Employer identification number

[Part| | General Information on Activities Outside the United States. Complete If the organization answered 'Yes'

on Form 990, Part IV, line 14b.

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

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

United States

3 Activities per Region (The following Part 1, ine 3 table can be duplicated If additional space 1s needed YPART V

Yes DNO

(a) Region (b) Number of | (c) Number of | (d) Activities conducted in | (e) If activity listed in (N Total
offices in the employees, the region (by type) (such (d) 1s 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 located in the region) the region
(1) BELGIUM GRANTS MEDICAL RESEARCH 53,563
(2) FRANCE GRANTS MEDICAL RESEARCH 99,450,
(3) ITALY GRANTS MEDICAL RESEARCH 76,970.
(4) SWITZERLAND GRANTS MEDICAL RESEARCH 37,500.
(5) FRANCE GRANTS MEDICAL RESEARCH 77,500.
(6) FRANCE GRANTS MEDICAL RESEARCH 75,000.
(7) FRANCE GRANTS MEDICAL RESEARCH 45,7717,
®)
©)
(10)
an
(2)
(13
(14)
(15)
(16)
a7
3a Sub-total | : “ % Y 465, 760.
7 = 7
b Total from continuation : A t A t
sheets to Part | ¥ s%”,» R :
¢ Totals (add Iines 3a and 3b) 0 ol * ik &% 1 465,760.

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

TEEA3501L 08/10/17

Schedule F (Fo

rm 990) 2017
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Schedule F (Form 990) 2017 CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 4

. |Part IV |Foreign Forms

1

Was the organization a U S transferor of property to a foreign corporation during the tax year? If 'Yes,' the
organization may be required to file Form 926, Return by a U S Transferor of Property to a Foreign
Corporation (see Instructions for Form 926)

Did the orgamization have an interest in a foreign trust duning the tax year? If 'Yes,' the organization may be
required to separately file Form 3520, Annual Return To Report Transactions with Foreign Trusts and Receipt
of Certain Foreign Gifts, and/or Form 3520-A Annual Information Return of Foreign Trust Witha U S
Owner (see Insfructions for Forms 3520 and 3520-A, do not file with Form 990)

Did the organization have an ownership interest 1n a foreign corporation duning the tax year? If 'Yes,' the
organization may be required to file Form 5471, Information Return of U S Persons With Respect To Certain
Foreign Corporations (see Instructions for Form 5471)

Was the organization a direct or indirect shareholder of a passive foreign investment company or a quahfied
electing fund during the tax year? If 'Yes,' the organization may be required to file Form 8621, Information

Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund (see
Instructions for Form 8621)

Did the organization have an ownership interest in a foreign partnership during the tax year? If ‘'Yes,' the
organization may be required to file Form 8865, Return of U S Persons With Respect to Certain Foreign
Partnerships (see Instructions for Form 8865)

Did the organization have any operations in or related to any boycotting countries during the tax year?
If 'Yes,' the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713, do not file with Form 990)

D Yes No

DYes No
D Yes No

[:] Yes No
DYes No
D Yes No

BAA

TEEA3505L 08/10/17

Schedule F (Form 990) 2017



Schedute F (Form 990) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 5

. |PartV | Supplemental Information

Provide the information required by Part |, line 2 (monitoring of funds); Part I, line 3, column (f)
(accounting method; amounts of investments vs. expenditures per region); Part Il, line 1 (accounting
method); Part Il (accounting method), and Part tll, column (c) (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)
(2)
(3)
(4)
(5)
(6)
(7)

UNIVERSITE CATHOLIQUE DE LOUVAIN MEDICAL SCIENCES, BRUSSELS, BELGIUM
UNIVERSITY OF PARIS DESCARTES, 245 RUE DES SAINT-PERES, 75006 PARIS, FRANCE
BAMBINO GESU HOSPITAL, PIAZZA S. ONOFRIA 4, 00165 ROME, ITALY

UNIVERSITY HOSPITAL, ZURICH, SWITZERLAND

HOSPITAL NECKER, PARIS, FRANCE

CENTRE NATIONAL DE LA RECHERCHE SCIENTIFIC (CRNS), VILLEJUIF, FRANCE

ACS INSERM DELEGATION, 2 RUE D'ALESIA, 75014 PARIS, FRANCE

BAA

TEEA3504L 08/10/17 Schedule F (Form 990) 2017



SCHE‘DUL‘E G Supplemental Information Regarding Fundraising or Gaming Activities OMB No_1545-0047
b Complete if the organization answered 'Yes' on Form 990, Part IV, line 17, 18, or 19, or if the
(F?rm 990 or 990-E2) orgamzation entered more than $15,000 on Form 990-EZ, line 6a 201 7

> Attach to Form 990 or Form 990-EZ Open to Public |
E.?E;”,{;T‘SS‘VSL.‘,‘;‘*SL’:?SE“ 2 > Go to www.irs.gov/Form990 for the latest instructions InFs);ection !.
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

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

a D Mail solicitations e D Solicitation of non-government grants
b [ ] Internet and email solicitations t [ ] Sohicitation of government grants
c [_] Phone solicitations g [X] Special fundraising events

d l:] In-person solicitations

2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or key
employees histed in Form 990, Part VII) or entity in connection with professional fundraising services? DYes No

b If 'Yes,’ hist the 10 highest pard individuals or entities (fundraisers) pursuant {o agreements under which the fundraiser is to be
compensated at least $5,000 by the organization

v) Amount paid to .
(i) Name and address of indvidual (i) Actvity ha(lélguzlgéunodrrgi)sr?trrol (iv) Gross receipts ¢ ()or retame% by) w&f:g?;g;gaég)to
Vi
or entity (fundraiser) o g from activity fund(r:;ca;lienr]rl:s(:)ed in organization
Yes No

1
2
3
4
5
6
7
8
9

10

Total > 0.
3 L|s§ all states in which the organization 1s registered or licensed to solicit contributions or has been notified 1t 1s exempt from registration
or licensing
L
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2017

TEEA3701L  08/09/17



Schedule G (Form 990 or 990-E2) 2017 CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 2

. [Partll |Fundraisin

Events. Complete If the organization answered 'Yes' on Form 990, Part IV, line 18, or reported

more than 315,000 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
ANNUAL FUNDRAI

(b) Event #2

(d) Total events

(c) Other events
(add column (a)

NONE

through column (c))

OMZMUIUXm —-OmMmIy—-9
=]

Rent/facility costs
Food and beverages
Entertainment

Other direct expenses

E (event type) (event type) (total number)
é 1 Gross receipts 3,004,235, 3,004, 235.
€ 2 Less Contnibutions 3,004, 235. 3,004, 235.
3 Gross income (line 1 minus hine 2)
4 Cash prizes
5 Noncash prizes

10 Drirect expense summary Add lines 4 through 9 1n column (d) >
11 Net income summary Subtract line 10 from line 3, column (d) >
Part ill | Gaming. 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/mstant (d) Total gaming
R (a) Bingo bingo/progressive (c) Other gaming (add column (a)
v bingo through column {c))
E
N
u
E 1 Gross revenue
2 Cash prizes
E
D X
& Bl 3 Noncash prizes
E N
cSs
T E| 4 Rent/facility costs
5 Other direct expenses
Yes % Yes % |_|Yes % »
6 Volunteer labor No No No i
7 Duwect expense summary Add lines 2 through 5 in column (d) >
8 Net gaming income summary Subtract line 7 from line 1, column (d) >

9 Enter the state(s) in which the organization conducts gaming activities
a Is the organization licensed to conduct gaming activities in each of these states?
b If 'No," explain

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

b If 'Yes,' explain

TEEA3702L 09/18/17

Schedule G (Form 990 or 990-EZ) 2017



.

Schedule G (Form 990 or 990-E2) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3

. 1 DBoes the organization conduct gaming activiies with nonmembers? D Yes D No
12. Is the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed to
administer charitable gaming? D Yes D No
13 Indicate the percentage of gaming activity conducted in
a The organization's facility 13a %
b An outside facility 13b %

14 Enter the name and address of the person who prepares the organization's gaming/special events books and records

Name »
Address >
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? DYes D 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

\
|
|
\ 16 Gaming manager information

Description of services provided >

D Director/officer D Employee D Independent contractor

17 Mandatory distributions

a Is the organization required under state law to make chantable distributions from the gaming proceeds to retain the
state gaming license? DYes D No
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax year » $
‘PartilV: | Supplemental Information. Provide the explanations required by Part [, line 2b, columns (n) and (v),

and Part Ill, hnes 9, Sb, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional
information. See Instructions.

BAA TEEA3703L 09/18/17 Schedule G (Form 990 or 990-EZ) 2017
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SCHEDULE L Transactions With Interested Persons OMB No. 1545 0047

(Form 990 or 990-E2)
: > Complete if the orgaflzation answered Yes. on Form 990, Part IV, i 253, 25b, 26, 27, 283, 2017
28b, or 28c, or Form 990-EZ, Part V, fline 38a or 40b.
o > Aftach to Form 930 or Form 990-EZ. Open To Public
Department of géesTevgg"y .,G,o to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the aipganzation Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

[Part] _]Excess Benefit Transactions (section 501(c)(3), section 501(c)(4), and 501(¢)(29) organizations only).
Complete if the orgamzation answered 'Yes' on Form 990, Part IV, line 25a or 25b, or Form 990-E2, Part V, line 40b.

(b) Relalionship between disquahfied (d) Cortecled?

1 (a) Name of disqualified person person and organizalion (c) Descriplion of Wansaction
Yes

No

L)

@

3

(G))

)

)

2 Enter the amount of tax incurred by the organlzatlon managers or dlsqualmed persons during the year under
section 4958, ... Cereer e e e e .. Prisann .

3 Enter the amount of tax, |f any, on I|ne 2 above, reimbursed by the organization,,  ,....i.h aaiieees . "8

|Part I |Loans to and/or From Interested Persons.

Complete If the organization answered 'Yes' on Form 990-EZ, Part V, line 38a or Form 990, Part IV, Iine 26; or f the
organization reported an amount on Form 990, Part X, line 5, 6, or 22.

(a) Name of nleresled person | (b) Relationship (c) Puipose (d)'LOBHUEO o (e) Onginal (f) Batance due (g) In default?] (h) Approved | (i) Wnitan

organization? commiltee?

wilh organizalion of loan 1om the principal amount by board of | agreemem?

To From Yes No Yes No Yes

No

L))

@)

3)

@

. ®

(6)

@

®)

®) -

(10)

Total ,,...... ce0ovvnnnnn. 0 eeranen . »S

[Partlll [Grants or Assnstance Benefiting Interested Persons,
Complete if the organization answered 'Yes' on Form 990, Part 1V, iine 27.

(a) Name of mleiested person (b) Relationship betwgen interested person (c) Amount of assistance (d) Type of assistance (e) Puipose of assistance

and lhe arganizalion

m

@

E))

@

®)

©®

@

®

©

Y)

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 930-EZ. Schedule L (Form 990 or 990-EZ) 2017

TEEA4501L 08/09/17



. Schedude L (Form 990 or 990-E2) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

[Part IV_|Business Transactions Involving Interested Persons.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 28a, 28b, or 28c.

(a) Name of interested person (b) Relationship belween (c) Amount of (d) Description of transaction {¢) Sharmg of

nteresied person and the transaction argamizatinn’s

organization revenucs?

Yes No

(1) ZOE SOLSBY WIFE OF OFFICER 27,000. COMPENSATION X
@)
(&)}
@
®)
©
@
®

art'V'| Supplemental Information
Provide additional information for responses to questions on Schedule L (see instructions).

SUPPLEMENTAL INFORMATION

SEE NOTE 1 TO SCHEDULE L

Schedule L (Form 990 or 990-EZ) 2017
TEEA4501L  08/09/17



SCHEDULE O
- (Forni 990 or 990-E2)

Department of the Treasury
Internal Revenue Service

Supplemental Information to Form 990 or 990-EZ OMB No 1345 0047
Complete to provide information for responses to specific questions on 201 7

Form 930 or 990-EZ or to provide any additional information.
> Attach to Form 990 or 990-EZ.

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

Open to Public ‘
Inspection i

Name of the organization

CYSTINOSIS RESEARCH FOUNDATION

Employer identification number

32-0067668

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

HISTORY - "NATALIE'S WISH"

NATALIE'S WISH,

'"TO HAVE MY DISEASE GO AWAY FOR EVER'

- THOSE SEVEN WORDS PROVIDED

THE INSPIRATION TO ESTABLISH THE CYSTINOSIS RESEARCH FOUNDATION (CRF) IN 2003. WE

KNEW AT THAT MOMENT THAT WE NEEDED TO MAKE EVERY EFFORT TO MAKE NATALIE'S WISH - AND

THE WISHES OF OTHERS WITH CYSTINOSIS - A REALITY.

RESEARCH

CYSTINOSIS IS A RARE, METABOLIC AND GENETIC DISEASE THAT AFFLICTS APPROXIMATELY 2,000

CHILDREN AND ADULTS WORLDWIDE.

CRF’S FOCUS IS INCREASINGLY ON THE CLINICAL AND

TRANSLATIONAL RESEARCH CRUCIAL TO MAKING STRIDES TOWARDS A CURE FOR CYSTINOSIS. CRF

IS COMMITTED TO PRIORITIZING AND AGGRESSIVELY SUPPORTING RESEARCH WHICH HAS THE

POTENTIAL TO SIGNIFICANTLY IMPROVE THE QUALITY OF LIFE FOR PATIENTS WITH CYSTINOSIS.

CRF ANNOUNCES TWO GLOBAL CALLS FOR RESEARCH PROPOSALS EACH YEAR. AFTER CAREFUL

EVALUATION OF EVERY APPLICATION BY THE CRF SCIENTIFIC REVIEW BOARD, RESEARCH GRANTS

ARE AWARDED.

IN 2006, CRF ESTABLISHED THE FIRST CYSTINOSIS RESEARCH FELLOWSHIP

PROGRAM DESIGNED TO SUPPORT SCIENTISTS AND NEW RESEARCHERS WHO HAVE AN INTEREST IN

CYSTINOSIS.

RESEARCH GIVES US HOPE

WE FIRMLY BELIEVE THAT RESEARCH GIVES US HOPE - AND HOPE ALLOWS US TO LIVE WITH

CYSTINOSIS UNTIL THE DAY A CURE IS FOUND.

SINCE 2003, THE CYSTINOSIS RESEARCH FOUNDATION (CRF) HAS BECOME THE LARGEST FUND

PROVIDER OF CYSTINOSIS RESEARCH IN THE WORLD - RAISING MORE THAN $39 MILLION. CRF HAS

CHANGED THE COURSE OF CYSTINOSIS BY INVESTING DONORS’

GIFTS STRATEGICALLY AND

AGGRESSIVELY TO CREATE A THRIVING RESEARCH COMMUNITY. FROM THE BEGINNING, ALL CRF

OPERATING COSTS ARE PRIVATELY UNDERWRITTEN SO THAT 100 PERCENT OF THE FUNDS DONATED

GOES TO SUPPORT CYSTINOSIS RESEARCH.

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ TEEA4901L  08/09/17
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Name af the organization Employer identification number

.‘C¥STINOSIS RESEARCH FOUNDATION 32-0067668

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

WE ARE PLEASED TO ANNOUNCE THAT IN SPRING 2017 CRF ISSUED 8 NEW GRANTS TOTALING MORE
THAN $1.55 MILLION FOR CYSTINOSIS RESEARCH. THE NEW GRANTS BRING US THAT MUCH CLOSER
TO BETTER TREATMENTS AND A CURE.

CRF HAS ISSUED GRANTS TO THE BEST AND BRIGHTEST RESEARCHERS IN THE WORLD. TO DATE, WE
HAVE FUNDED 159 MULTI-YEAR RESEARCH STUDIES AT LEADING RESEARCH INSTITUTIONS IN 12
COUNTRIES. CRF-FUNDED RESEARCHERS HAVE PUBLISHED MORE THAN 69 ARTICLES IN
PRESTIGIOUS, TOP-RATED JOURNALS. THOSE ARTICLES, AVAILABLE TO EVERYONE IN THE WORLD,
HAVE ADDED TO THE UNDERSTANDING OF THE PATHOGENESIS OF CYSTINOSIS.

FROM THE BEGINNING, WE HAVE 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 THE DATA
FROM THE CLINICAL STUDIES TO THE PATIENTS. ONE OF OUR EARLIEST MILESTONES, AND THE
ONE OF WHICH WE ARE MOST PROUD, IS THAT CRF FUNDED EVERY BENCH AND CLINICAL TRIAL
THAT LED TO THE DISCOVERY OF A DELAYED-RELEASE FORM OF THE LIFE-SAVING MEDICATION
CYSTINOSIS PATIENTS MUST TAKE. THE DELAYED-RELEASE MEDICATION, APPROVED BY THE FDA IN
2013, IS CONSIDERED THE MOST SIGNIFICANT ADVANCEMENT IN THE TREATMENT OF CYSTINOSIS
IN 30 YEARS. OUR LATEST RESEARCH MILESTONE IS THE CREATION OF THE FIRST DONOR STEM
CELL TRANSPLANTATION TRIAL AT UCLA, WHICH BRINGS US TANTALIZINGLY CLOSE TO A CURE.
MOVING FORWARD, WE HAVE TARGETED SEVERAL AREAS OF RESEARCH INCLUDING MUSCLE WASTING,
NEUROLOGICAL ISSUES, CORNEAL CYSTINOSIS, AND STEM CELL AND GENE THERAPY, ALL WITH THE
GOAL OF FINDING BETTER TREATMENTS AND A CURE FOR CYSTINOSIS.

NANOTECHNOLOGY AND CORNEAL CYSTINOSIS

WE ARE DEDICATED TO FINDING BETTER TREATMENTS FOR CORNEAL CYSTINOSIS. CORNEAL
CYSTINOSIS IS THE BUILD-UP OF CYSTINE CRYSTALS IN THE EYES THAT CAUSES PHOTOPHOBIA
(EXTREME SENSITIVITY TO LIGHT) SEVERE EYE PAIN, AND SOMETIMES, BLINDNESS. THERE IS

AN EXISTING TREATMENT BUT IT IS RIGOROUS AND REQUIRES HOURLY DOSING OF MEDICATED EYE

BAA Schedule O (Form 990 or 990-EZ) (2017)
TEEA4902L  08/09/17
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Name
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qf the ergathization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

DROPS. FOR MANY, COMPLIANCE IS DIFFICULT.

GHANASHYAM ACHARYA, PHD,BAYLOR COLLEGE OF MEDICINE AND JENNIFER SIMPSON,

MD, UNIVERSITY OF CALIFORNIA, IRVINE HAVE COLLABORATED ON A NOVEL TREATMENT FOR

CORNEAL CYSTINOSIS. DR. ACHARYA HAS INVENTED A NANOWAFER THAT WE BELIEVE WILL

REVOLUTIONIZE THE TREATMENT OF CORNEAL CYSTINOSIS. THE NANOWAFER CAN BE LOADED WITH

CYSTEAMINE MEDICATION TO TREAT CORNEAL CYSTINOSIS. THE NANOWAFER IS PLACED IN THE
EYE, AND AS IT DISSOLVES, THE MEDICATION SLOWLY RELEASES IN THE EYE OFFERING RELIE

FOR HOURS.

F

IN 2016, CRF FORMED CORNEAL CYSTINOLYSIS, INC., (CCI) RENAMED NAOWAFER, INC.,FOR THE

PURPOSE OF RESEARCH AND DEVELOPMENT OF A NANOWAFER TREATMENT FOR CORNEAL CYSTINOSI
STEM CELL AND GENE THERAPY

WE BELIEVE THAT STEM CELLS WILL BE THE CURE FOR CYSTINOSIS. CRF WORKS CLOSELY WIT
STEPHANIE CHERQUI, PHD, WHOSE FOCUS IS STEM CELLS AND GENE THERAPY. DR.CHERQUI HAS
WORKED TOGETHER WITH THE FDA FOR SEVERAL YEARS AND IS AWAITING FDA APPROVAL TO

COMMENCE THE FIRST AUTOLOGOUS STEM CELL AND GENE THERAPY CLINICAL TRIAL. WE ARE

S.

H

OPTIMISTIC THAT THE FDA WILL APPROVE THIS STUDY IN 2018. ONCE IT IS APPROVED, WE CAN

HELP RECRUIT PATIENTS SOON THEREAFTER. DR. CHERQUI’'S WORK IS OUR HOPE; NOT ONLY HAS

THE TREATMENT REVERSED CYSTINOSIS IN MICE, LAST YEAR SHE SUCCESSFULLY CURED CORNEAL

CYSTINOSIS IN THE MOUSE MODEL.

CYSTINOSIS RESEARCH HELPS OTHERS

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

MORE PREVALENT AND WELL-KNOWN DISORDERS AND DISEASES INCLUDING OTHER CORNEAL
DISEASES, KIDNEY DISEASES AND GENETIC AND SYSTEMIC DISEASES SIMILAR TO CYSTINOSIS.
SUPPORT FOR CYSTINOSIS RESEARCH HAS REACHED FAR BEYOND THE CYSTINOSIS COMMUNITY.
CURE FOR CYSTINOSIS WILL HELP FIND CURES FOR OTHER DISEASES POTENTIALLY HELPING

MILLIONS OF PEOPLE.

A

BAA

Schedule O (Form 990 or 990-E2) (2017)
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CYSTINOSIS RESEARCH FOUNDATION 32-0067668

FORM 990, PART lll, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS
CRF FAMILIES AND PARTNERS
THE CYSTINOSIS RESEARCH FOUNDATION HAS WITNESSED TREMENDOUS GROWTH AS OTHER
CYSTINOSIS FAMILIES HAVE JOINED OUR EFFORTS. THEIR FRIENDS AND FAMILIES HAVE
EMBRACED THE CYSTINOSIS CAUSE AND ENTHUSIASTICALLY RAISE FUNDS TO SUPPORT CYSTINOSIS
RESEARCH THROUGH CRF. WE HAVE FOUND STRENGTH IN NUMBERS AND OUR JOINT EFFORT GIVES
US A RENEWED SENSE OF COMMUNITY AND PURPOSE.
DAY OF HOPE CONFERENCE
EACH YEAR THE CYSTINOSIS RESEARCH FOUNDATION HOSTS THE DAY OF HOPE FAMILY CONFERENCE.
IN 2017, 56 FAMILIES FROM AROUND THE WORLD GATHERED ALONG WITH CRF FUNDED
RESEARCHERS TO SHARE STORIES, HOPES AND DREAMS AND BUILD LIFE-LONG FRIENDSHIPS.
LEADING CYSTINOSIS RESEARCHERS SHARED THEIR PROGRESS ON GENE AND STEM CELL THERAPIES,
NOVEL EYE RESEARCH AND NEUROLOGICAL CHALLENGES RELATED TO CYSTINOSIS. THE CONFERENCE
ALLOWS FAMILIES TO LEARN MORE ABOUT THE ONGOING CYSTINOSIS RESEARCH AND THE HOPE IT
BRINGS TO OUR COMMUNITY.
CURE CYSTINOSIS INTERNATIONAL REGISTRY
THE CURE CYSTINOSIS INTERNATIONAL REGISTRY (CCIR) WAS LAUNCHED IN 2010 AND NOW HAS
APPROXIMATELY 576 CYSTINOSIS PATIENTS REGISTERED FROM 44 COUNTRIES. THE CYSTINOSIS
RESEARCH FOUNDATION IN PARTNERSHIP AND COLLABORATION WITH THE CYSTINOSIS FOUNDATION
AND TWELVE OTHER CYSTINOSIS FAMILY FOUNDATIONS FROM AROUND THE WORLD, ESTABLISHED
THIS COMPREHENSIVE, GLOBAL PATIENT REGISTRY FOR CYSTINOSIS. THE CCIR QUESTIONNAIRE
WAS DEVELOPED BY MEDICAL AND SCIENTIFIC EXPERTS SPECIFICALLY FOR THE CYSTINOSIS
COMMUNITY. TO IMPROVE ACCESSIBILITY, THE CCIR HAS BEEN TRANSLATED INTO SPANISH,
PORTUGUESE, DUTCH AND FRENCH. IT IS OUR MISSION TO REGISTER EVERY PERSON WITH
CYSTINOSIS, THUS CONNECTING THEM TO THE RESEARCH COMMUNITY IN AN EFFORT TO FIND A
CURE FOR CYSTINOSIS. THE CCIR IS A CENTRAL HUB OF INFORMATION AND IS AN ESSENTIAL

TOOL FOR THE GLOBAL CYSTINOSIS RESEARCH COMMUNITY. WE ARE CERTAIN THAT THE

BAA

Schedule O (Form 990 or 990-EZ) (2017)
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. [\lame of the orgamization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

INFORMATION PROVIDED BY THE PATIENTS WILL ACCELERATE THE RESEARCH PROCESS AND UNITE
US IN OUR QUEST TO FIND A CURE FOR CYSTINOSIS.

CRF INTERNATIONAL RESEARCH SYMPOSIUM

CRF'S INTERNATIONAL RESEARCH SYMPOSIUM IS HELD EVERY TWO YEARS AND IS ONLY OPEN TO
INVITED RESEARCHERS AND SCIENTISTS. APPROXIMATELY 65 CYSTINOSIS EXPERTS FROM
LEADING INTERNATIONAL UNIVERSITIES AND RESEARCH INSTITUTIONS GATHER TO SHARE THEIR
RESEARCH DATA AND TO DISCUSS CUTTING EDGE RESEARCH IDEAS IN AN EFFORT TO ACCELERATE
RESEARCH. THE SYMPOSIUM IS KNOWN FOR THE OPENNESS OF THE ATTENDEES, AND FOR THEIR
WILLINGNESS TO WORK TOGETHER AND FORM COLLABORATIONS. THE SYMPOSIUM HAS CREATED A
SYNERGISTIC RESEARCH COMMUNITY WORKING IN PARTNERSHIP WITH CRF.

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, TRACI AND THOMAS GENDRON, ARE HUSBAND AND WIFE

FORM 990, PART Vi, LINE 11B - FORM 990 REVIEW PROCESS

FORM 990 IS REVIEWED BY BOARD OF DIRECTORS PRIOR TO FILING. AUDITORS FOR THE
FOUNDATION HAVE REVIEWED THE RETURN AND PROVIDED COMMENTS TO THE TAX PREPARER.
FORM 990, PART VI, LINE 12C - EXPLANATION OF MONITORING AND ENFORCEMENT OF CONFLICTS
BOARD REVIEWS POSSIBLE CONFLICTS ON A REGULAR BASIS AND DISCLOSES REVIEW AT BOARD
MEETINGS

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

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

GUIDESTAR ON THE INTERNET.

BAA Schedule O (Form 990 or 990-EZ) (2017)
TEEA4902l. 08/09/17
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