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Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)

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

> Do not enter social security numbers on this form as it may be made public.

information.

OMB No. 1545-0047

2017

Open to Public
Inspection.

A _For the 2017 calendar year, or tax year beginningTJQ of Uﬂ_@:}/

/

, 2017, and ending

TuI€ 30 , 2017

B  Check if applicable:
Address change
Name change
Initial return
Finaf return/terminated
Amended return

Application pending

Cc

CYSTINOSIS RESEARCH FOUNDATION
18802 BARDEEN AVE.
IRVINE, CA 92612

‘D Employer identification number

32-0067668

E Telephone number

949-223-7610

G Gross receipts S

4,409,382,

F Name and address of principal officer:

SAME AS C ABQVE

Tax-exempt status

X[ 501ex3) | [501(e) ¢ ) (insertno) | [4947(a)1yor | [527

Website: »

WWW . CYSTINOSISRESEARCH.ORG

H(a) Is this a group return for subordinates?

H(b) Are all subordinates included?
It 'No," attach a list. (see instructions)

Yes

e B

Yes

H(c) Group exemption number »

I
J
K

Form of organization: B}Corporation IJ Trust [_| Association L| Other ™

[ L Year of formation: 2003

l M State of legal domicile: CA

[Partl | Summary

@ CLINICAL AND TRANSLATIONAL RESEARCH TQ FIND BETTER JREATMENTS AND A CURE FOR _ _ ___
£ LysTINosIs _ _ __ L T
e .
| 2 Check this box > [ | if the organization discontinued its operations or disposed of Tore {ham 5% of its net assets.
S| 3 Number of voting members of the governing body (Part VI, line Ta) . 3 20
‘: 4 Number of independent voting members of the governing body (Part VI, line 1b)... ... ...... .. .. .. 4 20
21 5 Total number of individuals employed in calendar year 2017 (PartV,line 2a)........ ... ... . ... . 5 1
.;:>_.' 6 Total number of volunteers (estimate if necessary)......................._ ... ... ... 6 0
<| 7a Total unrelated business revefiue from Part VI, column (C), line 12, .. ... ... . ... .. ... 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34.... ... ... ... .. ... ....| 7b 0.
' Prior Year Current Year
o 8 Contributions and grants (Part VIII, line Th).......o.oo 4,818,959. 4,095, 889.
2| 9 Program service revenue (Part VI, ine 2Q). .. ...
% 10 Investment income (Part VIii, column (A), lines 3,4, and 7d). .. ......... R e 38,599, 48,222
& | 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢, 10c, and 11e)... o
12 Total revenue — add lines 8 through 11 (must equal Part VIiI, column (A), line 12) .. .. 4,857,558, 4,144,111,
13 Grants and similar amounts paid (Part IX, column (A), lines 1:3) | 1,580,936. 1,149, 350.
14  Benefits paid to or for members (Part 1X, column A lined)....................... S
N 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10). 62,729. 30,627.
g 16a Professional fundraising fees (Part IX, column A, dinelley................. ...,
:-:. b Total fundraising expenses (Part IX, column D), line 25) » 399,192, LI =S T3] e i
™117 Other expenses (Part 1X, column (A), lines 11a-11d, 111-24e) .. ... Goveons SR 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,
Eg Beginning of Current Year End of Year
*g% 20 Total assets (Part X, ine 16).........cooovn oo 6,325,183, 8,157, 424.
<3 21 Total liabilities (Part X, ine 26). ................ccocooioi 1,802,763, 1,722,749,
42°u5.‘ 22 Net assets or fund balances. Subtract line 21 from line 2Q.. .. ............. . ... . 4,522,420, 6,434,675.
[Part Il |Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief,
complete. Declaration of preparer (other/tt/;w officer) is based on all information of whlch/i;;.»er
=

arer has any knowledge.

it is true, correct, and

X _==ez= X _&/9/208
Slgn SigeraTure of oﬁnce}/.c” Date LA 4
Here p GEOFFREY STACK TRUSTEE

Type or print name and title

Print/Type preparer's name Pr 's signatyre Dat Check LJ it |PTIN
Paid PETER MONTGOMERY / S 3/20)’?’ self-employed  |[P01209820
Preparer |fimsname > MONTGOMERY, GLICK & COMPANY N
Use Only |fimsadaess > 23801 CALABASAS RD STE 103 Firm's EN > 954489850
CALABASAS, CA 91302 Phone no. 818-999-6967

May the IRS discuss this return with the preparer shown above? (sge instructions). . .

X[ Yes [ TNo

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

TEEAQ113L 08/08/17 Form 930 (2017)



Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
Partlll | Statement of Program Service Accomplishments
Cheek if Schedule O contains a response or note to any line in this Part Ill. T e e enenn

~1 Briefly describe the organization's mission:

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

FOMM 990 OF 90-EZ7. ... o\ttt e [] Yes No
If 'Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? . ... |:| Yes No

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

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

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

4d Other program services (Describe in Schedule O.)
(Expenses S including grants of: $ ) (Revenue $ )
4e Total program service expenses ™ 1,746,426.

CaAven Q@GN MNTN
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Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
[PartlV | Checklist of Required Schedules
Yes| No
1 s the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,’ comp/ete
T USchedule A. . 1 X
2 |s the organization required to complete Schedule B, Schedule of Contributors (see instructions)?. ............. ... . .... 2 X
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?_|organ|zat|ons Did the organization engage in Iobbylng activities, or have a section 501(h) election
in effect during the tax year? If 'Yes,' complete Schedule C, Part 1. . ... .. .. .. . . . . . . . e 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 98-197 If 'Yes,' complete Schedule C, Partlil. ... .. 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right
th’) p;olwde advice on the distribution or investment of amounts in such funds or accounts? If 'Yes,' complete Schedule D, %
T L e e 6
7 Did the organization receive or hold a conservation easement, including easements to preserve open space, the
environment, historic land areas, or historic structures? /f 'Yes,' complete Schedule D, Part ll.......................... 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,'
complete Schedule D, Part Hl. . ... 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodian
for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation
services? If 'Yes,' complete Schedule D, Part IV . ... . 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,' complete Schedule D, Part V(.. ... ... .. ... ...... ... .. ... 10 X
11 If the organization's answer to any of the following questions is "Yes', then complete Schedule D, Parts VI, VII, VIII, 1X,
or X as applicable. ,
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If 'Yes,' complete Schedule
D, Part V.. e e 11a] X
b Did the organization report an amount for investments — other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If 'Yes,' complete Schedule D, Part VIl . ... ... . i i i 11b X
¢ Did the organization report an amount for investments — program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 Jf 'Yes,' complete Schedule D, Part VIIL........ ... ... .. .. . .. . ciiiiiiiiii.. . Me X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported
in Part X, line 167 If 'Yes,' complete Schedule D, Part IX. .. ... . e e .1 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 If 'Yes,’ complete Schedule D, Part X. .. ... 1e 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 X1 and XI1 . . ... 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 Xl and Xl is optional ....... ... .. ..., 12b X
13 Is the organization a school described in section 170(b)(1)(A)(ii)? If 'Yes,' complete Schedule E................ .. .. ... 13 X
14 a Did the organization maintain an office, employees, or agents outside of the United States? ................... 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outside the United States, or aggregate foreign investments valued
at $100, 000 or more? If 'Yes,' complete Schedule F, Parts Iand IV, . ... . 14b| X
15 Did the organization report on Part 1X, column (A), line 3, mare than $5,000 of grants or other assistance to or for any
foreign organization? If 'Yes,’ complete Schedule F, Parts 1and IV, ...\ . 115 X
16 Did the organization report on Part lX column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f 'Yes,' comp/ete Schedule F, Parts 11l AN IV, o e 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 organlzatlon report more than $15,000 total of fundralsmg event gross income and contributions on Part VI,
lines 1c and 8a? If 'Yes,' complete Schedule G, Part 1. . 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.. . .. .. e _ 19 X

BAA TEEAQ103L 08/08/17
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Form 990 2017) CYSTINOST RESEARCH FOUNDATION

_.32-0067668 __ Paged

V* [Checklist 61 F chedules {continued)

Yes | No
20a Did the organization operate one or more hospita! facilities? If ‘Yes,' complete Schedule H.... .o, . ieeveeiio.n| 20a X
b If 'Yes' to ling 20a, did the organization attach a copy of its audited financial statements to this return?. . . vt 20b
21 fl}id.fiﬁg,rorganization report more than $5,000 of grants or other assistarice lo any domestic organization or
‘doreslic government on Part IX, column (A), line 1? If 'Yes,' complate Schedule |, Parts and If .. . ..... .. .. 21 X
22 .:- he organization report more than $5:000" of grants or other assistance to or for domestic individuals on Part IX,
ieolgmn (A), line 27 If "Yes,' complete Schegile [[ Parts land I1l.... ... ... D | 22 X
23 Did the organization answer 'Yes' to Part VII, Section A, Ine 3,4, or 5 about compensation of the organization's current |
and former officers, directors, trustees, key employees, and highest compensaied employees? I ‘Yes,' complete
SchedU’eJ.,; S p . I e v B I S S o LA S A I A --4ti_'v‘-'---:q‘c"‘-oorol-;-'qlﬂa_q;7-it;;.'.'.i"‘.;"&«. 23 X
24aDidif tie wiinvamutstandméqpfing;i' al amount of ymore:than $100:000 as of
E "D r 31, 20027 11 Vs, “answer lines. 245 through 24d and
diste.) Vo, o fa e 25a.. ..., . . .. . ... A A T S 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception?.........c...u...| 28b)
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds?. ...................... B B S S PO U 24c
d Did the organization act as an 'on behalf of* issuer for bonds outstanding at any time during the year?.......... PN 24d|.
254a Section 501(c)(3), 501(cX4), and 501(c)29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? /f 'Yes,' complete Schedule L, Part [, .............. e .| 283 X
d in an excess benefit transaction with a disqualified person in a prior year, and
led on any of the orgafization's prior Forms 990 or 990-EZ77 /f 'Yes,' complete
S U cevron| 25B X
g Part X, line 5, 6, or 22 for receiyables from ér payables to afy eurrent or
s, dire : } employees, highest compensatai’emplol , or disqualified. persons?
If “Yes, * complete Scheduls.L. B et iieraaens R T S-S e i aeieaaiiee | 26 X
27 Did the organization provide a ?grant or olher assistance o an officer, director, trustee, ke?/ employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? if 'Yes,’ complete Schedule L, Part Ill . ... ey A e e e e i | 27 X
28 Was the grganization a party to a bujpgss transaction with one of the following parties (see Schedule L, Part v i
instructions for applicable filing thigshaids, conditions, and exceptions): :
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule LPartiM.ovvein 0o + | 2Ba X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes,' complete
Schedule L, Part IVl................. M veies P, T Vit e e 28b| X |
¢ An entity of which a current or former offiger,. 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........., .00 .. vvif 28¢ X
29 Did the organization receive more than $25,000 in non-cash contributions? /f "Yes,' complete Schedule M .... ...... .. (29 X
30 Did g orgédriization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
coririButionis? If 'Yes,' complete Schedule M. .. ....... ... .. .. e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? /f 'Yes,' complete Schedule N, Part Joviinns 3 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? Jf 'Yes,' complete
ScheduleN,Pan‘ll.,....,,.......,...,..v.”,ﬂ,‘........,...;....-,»...,..-‘,.,.r.f.v.-.;..-;..--.-.;.,.~ ............... PO 32 X
33 Did the organization own 100% of an entily disy at-85 separate from the organization under Regulations sections
301.7701:2 and 301.7701-37 /f 'Yes," compiste.Sehede R, Part |........0..... .0 . 33 X
34 Was the organization related to any tax-exempt or taxabie entity? /f 'Yes,' complete Schedule R, Part |, i, oriv,
and Part V, line I R e e | 34 X
35a.Did the organization have a controlled entity within the meaning of section 512(bY(13)7.. ., .. e vaaens . |35 X
b If "Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled
entity within the meaning of section 512(6)(13)7 If "Yes,' complete Schedule R, Part V, line 2., ..:. .. s v | 35b X
36 Sectioh 501(c)(3) organizations. Did the organization make any transfers o an exempt non-charitable related I
organization? If Yes,' complete Schedule R, Part V, line 2. ........................ . .. ..o P X
37 Did the organizalien conduct more than% of its activities through an entity that is not a-retated organization and that is
treated as a patlpigrship for federal.inggme tax purposes? /f 'Yes,' complete Scheduale R, Part Vi........... .. ... ... &[:37 X
38 Did the organization complete Sehgdule O and provide explanations in Schedule O for Part Vi, lines 11b and 197 - S
Note. All- Form930+filers are gguired to complete Schedule O... ... ... ... . T TP O vegeienga] 38 ) X

BAA

TEEAOI04L 08/08/17
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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 inthis Part V... ... ... D
Yes | No
- TaEnter 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
(gambling) winnings {0 prize WINNErs?. ... ... . .. . . . T 1c
2 a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year covered by this return.... | 2a 1
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns?. .. .. 2b| X
Note. If the sum of lines Ta and 2a is greater than 250, you may be required to e-file (see instructions) L
3a Did the organization have unrelated business gross income of $1,000 or more duringtheyear?.................. ... .. 3a X
b If 'Yes,' has it filed a Form 990-T for this year? /f ‘No' to line 3b, provide an explanation in Schedule O. . . ... ... ... . .. o0 e 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).
5a Was the organization a party to a prohibited tax shelter transaction at any time duringthe tax year?.......... . ....... 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? .. . ... .. .. 5b X
c If "Yes,' to line 5a or 5b, did the organization file Form 8886-T? .. ... ... .ooooir i 5c B
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible as charitable contributions?.... .. ............ .. ... ... . . .. .. .. 6a | X
b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
not tax deductible?. .. .. o . 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and
services provided to the payor? . ................. e e e e e e e e e e e e RS EAEE 7a
bIf "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, T 7c
dIf 'Yes," indicate the number of Forms 8282 filed during the year................... ... .. |l 7d| ;
e Did the organization receive any funds, directly or indirectly, t6 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?. ... .. .. 7% T
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899
BS TEQUINEA? ... e : 79
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a
Form 1008 L T .. 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the sponsoring
organization have excess business holdings at any time during the year?................ .. ... ... .. ... . 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization 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: i
a Initiation fees and capital contributions included on Part VIIi, line 12 . ... ... ... .. | 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facilities.. . .. { 10b
11 Section 501(c)X12) organizations. Enter:
a Gross income from members or shareholders. ................ . i .| 1Ma
b Gross income from other sources (Do not net amounts due or paid to other sources
against amounts due or received from them.)............. ... . . . . . . . ... .. | 1b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 ... ... . 12a
b If 'Yes," enter the amount of tax-exempt interest received or accrued during the year...... | 12 b[
13 Section 501(c)29) qualified nonprofit health insurance issuers.
als the organization licensed to issue qualified health plans in more than one state?. . ............. . 13a
Note. See the instructions for additional information the organization must report on Schedule O.
b'Enter the amount of reserves the organization is required to maintain by the states in
which the organization is licensed to issue qualified health plans. . ....................... | 13b|
¢ Enter the amount of reserves onhand. .................. ... | 13¢] ] :
14a Did the organization receive any payments for indoor tanning services during the tax year?. ... .. R 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 TEEAQIOSL 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 jnstructions.

Check if Schedule O contains a response or note to any lineinthisPartVi. ... ... ... . ... 0¥ mrnsomm o o s o b e s @

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.. .. | 1 a| 20
If there are material differences in voting rights among members |
of the governing body, or if the governing body delegated broad
authority to an executive committee or similar committee, explain in Schedule Q.
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 famil relationship or a business relationship with any other ] IpuEgs)
officer, director, trustee, or key employee?... . SEE SCHEDULE O . .~ "7 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? ..................... . P, 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets?. . ..... .| 5 X
6 Did the organization have members or stockholders?........................................... e 6 X
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?..................oo ...| 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or persons other than the governing body? ... o 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by
the following: .
aThegoverningbody?.............‘,..‘ ..................................................................... ...| 8Ba] X
b Each committee with authority to act on behalf of the governing body? . ........ .. ... 8b| X
9 Is there any officer, director, trustee, or key employee listed in Part VI, 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 affiliates?.................. ... 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| X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990. SEE SCHEDULE 0O o
12a Did the organization have a written conflict of interest policy? if No,"gotoline 13.................. ... ... ST 12a] X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise
toconflicts?. ... TR i 12b] X
c Did the organization regularly and consistently monitor and enforce compliance with the policy? If 'Yes,' describe in
Schedule O how this was done....SEE.SCHEDULE. .O....................... .. ...~~~ | 12¢] X
13 Did the organization have a written whistleblower Policy? ..o (13 X
14 Did the organization have a written document retention and destruction POHCY? oo 14 X
15 . Did the process for determining compensation of the following persons include a review and approval by independent A
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? _ :
a The organization's CEO, Executive Director, or top management official ........................ ... .. .. ....| 15a X
b Other officers or key employees of the organization............................. .. ... ... e 15b X
If "Yes' to line 15a or 15b, describe the process in Schedule O (see instructions). f
16:a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a 4
taxable entity during the year?...... ... 16a X
b If 'Yes,' did the organization follow a written policy or procedure requiring the organization to evaluate its )
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization's .exempt status with respect to such arrangements? ................ e . ..| 16b
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed » NONE

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

Own website D Another's website Upon request D Other (explain in Schedule 0)

19 Describe in Schedule O whether (and if so, how) the organization made its gaverning 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: >

ATIATITITMTINY . A AT A A A Am; sem e ——— = =



- Check if Schedute O contains a response or note toany lineinthisPart VIl ... . oo ioeimiaiiemeii iy P . D
Section A, Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees '

Ta Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the

organization's tax year.
® List all of the organization's current officers, directors, trusiees (whether individuals or organizations), regardless of amount of

compensation. Enter -0- in columns (D), (E), and (F) if no compensatlon 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, direclor, trustee, or key employee)

who received reportable compensation (Box 5 af 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 organization 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 following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated

employees; and former such persons.

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

©
| (B) | fra one o, mess pereen ©) E ()
Name and Title Average is both an officer and a Reporlable Reporlable Estimated
hours |, directoiftrustee) compensalion lrom compensatlon from amount of other
week TEEIC (5 é_a.r = Woneaaed | MM | Chmie
e R E ety
relaled |&. O (R 3 e organizalions
eﬁ, ’ﬁ? §-§ g » B__ 8 % 9
_() NANCY STACK __ |7 40_ .
- “CHAIR - TRUSTEE ' R X 0. 0. 0
_(2)_GEQFFREY STACK _ 0
_VICE CHAIR-TTEE 0 X 0. 0. 0.
_®_DONALD I. SOLSBY _________.[ .2 _ ,
.. .TREASURER. - . TTE 0. | X 0. 0. 0.
T® BRUCE CRAIR ______________ “o »
TRUSTEE "0 (X 0. 0 0
") STEPHANIE CHERQUI [ 0 _
TRUSTEE ' P 0. 0 0.
1) MARCU ALE&A_@QE_R_ 0
EE o X 0. 0. 0.
_@_DAVID W., Mosgm_Ay_ I
TRUSTEE _ 0. X 0. 0 0.
@, JOHN S. HAGESTAD______ _ __ "o
TUUIRUSTEE 01X 0. 0. 0.
®; ERIN LITTLE ___ '
- TRUSTEE S X 0. 0 0
(0)_MICHAEL K, HAYDE______ _.0
' 1 0 {X ; 0., 0. 0.
O_KEVIN PARTINGTON _________ | 0 _ 1
TRUSTEE . . 0. [X]| . 0. 0. 0.
(12)_TERESA PARTINGTON _ __ o1 ,
CUERgSTEE T TTTITTGTAX ‘ 0. 0. 0.
TRUSTEE o S0 X 0. 0. 0.
19 ROBERT T D OLSON, .. _..___1 0.° I . )
TRUSTEE. - 1 0 Ix 0. 04l 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 (contined)

(B) ©)
(A) Axerage t()do notlch;:?ﬂs:'tr:g?e_thgn t'?ne (D) (E) (F)
- ours 0)'(, unless DE[SOH IS both an H
Name and title V\?:ék | officer aﬁd a director/trustee) cwggﬁggﬁfgmm cf,{]sgﬁg;ﬁ?o'?:ef{pm am‘;:,atr:;n(—;’ft%iher
oy [R5 Z(Q(F AT SIS | R | copetor
hours” o S = F < |2 3 organization
reigted |8 B &2|3 24 g and related
orgtaniza ‘_-S‘L 5 ;3_, :% by % organizations
beow | Bl=| |8| E
dotted 2| e §
line} 8 g3
Q|
(15)_DENICE FLERCHINGER _________ _0_
TRUSTEE 0 X 0. 0 0.
(6 JOHN C. MANLY _ __________ | 0 _
TRUSTEE 0 X 0. 0 0.
an_Joby STRAUSS _ _ _ _ _ _ __ ____ | _0_
TRUSTEE 0 X 0 0 0.
(8 THOMAS A. GENDRON _ ______ _ | -0 _
TRUSTEE ) 0 X 0. 0 0.
(9 _TRACTI GENDRON _ __________ | _0 _
TRUSTEE 0 X 0. 0 0.
0) STEPHEN L. JENKINS, MD ___ _ | -0 _
TRUSTEE 0 X 0. 0 0.
ey __ e
@ o a____ ——
@ e
ey o ___ ——
25)
_________________________ S
TbhSubtotal......... ... e 0. 0. 0.
¢ Total from continuation sheets to Part VI, Section A .. ... ...... ... .. ... > 0. 0. 0.
dTotal (add linesthand 1¢)...........coiiiiiae e, L 0. 0. 0.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable compensation
from the organization ™ 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employfee, or highest compensated employee '
on line 1a? If 'Yes,' complete Schedule J for such individual . ........ ... .. . . . . . . . e 3 X
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from el
the organization and related organizations greater than $150,0007 If 'Yes,' complete Schedule J for
SUCH INAIVIQUAL. . . . . o e e 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? /f 'Yes,' complete Schedule J for suchperson. ..................... ... ..., 5 X
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 .. (B) . <
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization ®

e

TEEAO108L 08/08/17
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Form 990 (2017)

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

I| Statement of Revenue

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

B)
Related or
exempt
function
revenue

(A
Total re)venue

h Total. Add lines Ta-1f.............. ..

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

b Membership dues..... ..... ... 1b
c Fundraisingevents.... ... ..... 1c| 3,004,235.

d Related organizations. .. ..... .| 1d

e Government grants (contributions). . . . . le

f All other contributions, gifts, grants, and

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

g Noncash contributions included in lines 1a-1f: &
»

4,095,889.

©
Unrelated
business
revenue

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

g Business Code
g 2a _
[ b
§ c T TTTmTTTT
S| 9 _____
£ e
g;- f All other T)r—og_raﬁ—se—r\_/-icz revenue. ...
& | gTotalAddlines2a-2f..............ccovvveeunnnnnn.. =
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.................... T S e eeesn s >
() Real (i) Personal 7 _",:.«"
6a Grossrents.......... iy
b Less: rental expenses £t
¢ Rental income or {loss). . . .
d Net rental income or (loss). ........... ... .. >
7 a Gross amount from sales of (® Securities (ii) Other
assets other than inventory 289,629,
b Less: cost or other hasis
and sales expenses. ... ... 265,271.
c Gainor (loss)........ 24,358. _ | i
dNetgainor(oss).... ................ ... ol 24,358, 24 358 .
g 8a Gros_s income from fundraising events i
] (not including . $ 3,004,235.
% of contributions reported on line 1¢).
(14 SeePart IV, line18................ a F
E b Less: direct expenses .............. b| al
S ¢ Net income or (loss) from fundraising events.. ... . 5
9a Gross income from gaming activities.
See Part IV, line19................ a
b Less: direct expenses .............. b|
¢ Net income or (loss) from gaming activities ... ... ... >
10a Gross sales of inventory, less returns
and allowances .................... a
b Less: cost of goods sold............ b) ’
¢ Net income or (loss) from sales of inveritory. ......... -
Miscellaneous Revenue Business Code AT _ =7 = .
11a
b_ "
e
d All other revenue. ... ... ... .
e Total. Add lines 11a-11d......... ... ... .. ... ... > | EEEs R |
12 Total revenue. See instructions.. . ................... > "2;4, 144,111. 48,222 0. 0

BAA

TEEAO109L 08/08/17

Form 990 (2017



Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 10
[Part IX_ | Statement of Functional Expenses
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).
Check if Schedule O contains a response or note to any line inthis Part IX. ... . .. ... [T
. : (A) (B) © (D)
Do not include amounts reported on lines Total expenses Pro i isi
3 gram service Management and Fundraising
.6b, 7b, 8b, 9b, and 10b of Part Vill, expenses general expenses expenses
1 Grants and other assistance to domestic
organizations and domestic governments.
SeePart IV, line21....... 0. .. . 683,590, 683,590.
2 Grants and other assistance to domestic T
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(N (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 Payrolltaxes................ .. ... 2,370. 118. 118. 2,134,
11 Fees for services (non-employees):
aManagement ...... ... . |
blegal................... ... ...
cAccounting............. ... ... ... | 16,679. 11,806. 4,873.
dlobbying................ ... ... ..
e Professional fundraising services. See Part IV, line 17 ..
f Investment management fees....... ...
9 Other. (If line 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........ ... BAE3E . L. S
14 Information te¢hnology..... . .. .. .. ..
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 affiliates............ ...
22 Depreciation, depletion, and amortization. e
23 Insurance.................. ... ... 3,595, 3,595,
24 Other expenses. ltemize expenses not [i= )
covered above (List miscellaneous expenses (
in line 24e. if line 24e amount exceeds 10%
of line 25, column (A) amount, list line 24e 5 M
expenses on Schedule O.)........... .. . .. %3 s R e |1
a CORNEATL, QXS_T_IIEO_S_I&-_NAHO_WAEE_R 292,829, 292,829,
hEQU_CAT_I_OL\T ________________ 232,086. 232,086.
CEBI_NILN_G_AN_D_EU_BLLC_A_TLO_N_S__ 114,651. 47,079. 2,556. 65,016,
dQ[_]T_S;[QEL_SER_V_I[_ZE_S _________ 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 if
the organization reported in column B)
joint costs from a combined educational
campaign and fundraising solicitation.
Check here » [] if following .

SOP 98-2 (ASC 958-720).......

~

BAA

TEEAQ110L 08/08/17
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CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 11

Form 990 (2017)

[Part X [Balance Sheet

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

A ®
Beginning of year End of year
1 Cash —non-interest-bearing............. ..o oo 1
2 Savings and temporary cash investmenis. ... ... oo oL 4,672,285.| 2 5,569, 068.
3 Pledges and grants receivable, net..................... ... 63,746.| 3 977,583,
4 Accounts receivable, net.... ... .. . L e 4
5 Loans and other receivables from current and former officers, directors,
trustees, key emplozees, and highest compensated employees. Complete
Part llof Schedule L ... ... 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing o [ =iy
employers and sponsoring organizations of section 501(c}(9) voluntary employees’ (ot == L L
beneficiary organizations (see instructions). Complete Part Il of Schedule L.... .. 6
81 7 Notes and loans receivable, net...................o 7 13,916.
§j 8 Inventoriesforsaleoruse.............oi i 8
< | 9 Prepaid expenses and deferred charges............... .......... . ... 122,507.| ® 68, 996.
10a Land, buildings, and equipment: cost or other basis. :
_Complete Part VI of Schedule D........ ........... 10a 56,838. :
b Less: accumulated depreciation.................... | 10b 56, 838. 10c
11 Investments — publicly traded securities.................. ... ... ool 1,466,645.| 11 1,527,861.
12 Investments — other securities. See Part IV, line 11... . ... ... ... ... 12
13 Investments — program-related. See Part 1V, line 11.. 13
14 Intangible assets.......... ... . i i 14
15 Other assets. See Part IV, ling 11.................. e e P 15
16 Total assets. Add lines 1 through 15 (must equal line 34) .. .......... . ..... .. 6,325,183.| 16 8,157,424,
17 Accounts payable and accrued expenses . ....... ... ..o 63,761.|17 42,022,
18 Grants payable. .. ..o 1,739,002.|18 1,680,727.
19 Deferred revenUE. . ... .ot e 19
20 Tax-exempt bond liabilities............... ... e 20
@1 21 Escrow or custodial account liability. Complete Part IV of Schedule D..... .. ; 21
£ 22 Loans and other payables to current and former officers, directors, trustees, i
= key employees, highest compensated employees, and disqualified persons. ! !
g 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 liabilities (including federal income tax, payables to related third parties,
and other liabilities not included on lines 17-24). Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25. ... ... ..o 1,802,763.|26 1,722,748.
Organizations that follow SFAS 117 (ASC 958), check here » @ and complete : R R
lfé lines 27 through 29, and lines 33 and 34. Sl
5 27 Unrestrictednetassets ... [ 4,522,420.| 27 6,434,675,
g 28 Temporarily restricted netassets...............c i ' 28
= | 29 Permanently restricted netassets.............. ... 29
5 Organizations that do not follow SFAS 117 (ASC 958), check here > D |
[ .
5 and complete lines 30 through 34. o e
° 30 Capital stock or trust principal, orcurrentfunds ................ ... .. 30
3' 31 Paid-in or capital surplus, or land, building, or equipmentfund ... ............. .. 31
2_. 32 Retained earnings, endowment, accumulated income, or other funds ... .. 32
g 33 Total net assets or fund balances. .. .................. ... 4,522,420.]33 6,434,675.
34 Total liabilities and net assets/fund balances............... 6,325,183.| 34 8,157,424,
BAA Form 990 (2017)



Form 990 (2017) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 12
[Part Xl |Reconciliation of Net Assets

Check if Schedule O contains a response or note to any line in this Part X| C T v e vt Be e s sl bl e e e e e e o [_|'

1 Total revenue (must equal Part VIIf, column (A), line 12) ... .. ey 1] 4,144,111,

-2 Total expenses (must equal Part [X, column (A), line 25). . .......ooooveooiiio | 2 2’_2'711 401.

3 Revenue less expenses. Subtract line 2 fromline 1................. ..o L. TR | 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 Y 5 39,545.
6 Donated services and use of facilities........ STGATR + + ¢ e ek e e e TR P T - ¢ ¢+ mmoprpiaLeEARE - -+ o o .| 6
7 Investmentexpenses....................... ST v e e e e A R e e o s o TR g s ¢ s . 7
8 Prior period adjustments.................... O SRR SR St - -+ g . 8

9 Other changes in net assets or fund balances (explain in Schedule O).. 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33, )

COlUMIN (B ..o . ... 5H 10 6,434,675,

|Part Xii [ Financial Statements and Reporting
Check if Schedule O contains a response or note to any line inthis Part XIL....... .. ... . . . ... .. . ... ... Fl
Yes | No

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

It 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?... .......... _.....| 2a X

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

Separate basis DConsolidated basis DBoth consolidated and separate basis
b Were the organization's financial statements audited by an independent accountant?.................. ... .. .. .. . . . . | 2b X

If "'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 D Consolidated basis DBoth consolidated and separate basis

c If "Yes' to line 2a or 2b, does the organization have a commitiee that assumes responsibility for oversight of the audit,

review, or compilation of its financial statements and selection of an independent accountant?............... ; . 2¢| X
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-1837 3a X
b If 'Yes,' did the organization 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 ..... ... ...... . . 3b I
BAA Form 990 (2017)
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. . . OMB No. 1545-0047
Public Charity Status and Public Support
SCHEDULE A ty PP 2017
(Form 990 or 990-E2) Complete if the organization is a section 501(c)3) organization or a section
) 4947(a)(1) nonexempt charitable trust.

. > Attach to Form 990 or Form 990-EZ. Open to Public
e e > Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

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

5] B N =

~N o

©

| A church, convention of churches, or association of churches described in section 170(b)(1)(AX).
A school described in section 170(b)(1)}AXii). (Attach Schedule E (Form 990 or 990-EZ).)
A hospital or a cooperative hospital service organization described in section 170(b)(1)(AXjii).
A medical research organization operated in conjunction with a hospital described in section 170(b)(1)A)jii). Enter the hospital's
name, city, and state:

An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)(1)(AXiv). (Complete Part I.)

D A federal, state, or local government or governmental unit described in section 170(bX1}AXV).

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

in section 170(b}(1)}A)(vi). (Complete Part 11.)
A community trust described in section 170(b)}(1)XA)vi). (Complete Part {1.)

An agricultural research organization described in section 170(b)(1)AXix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:

10 D An organization that normally receives: (1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts

11
12

b

c

d []

e

from activities related to its exempt functions—subject to certain exceptions, and (2) no more than 33-1/3% of its support from gross
investment income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after
June 30, 1975. See section 509(a)(2). (Complete Part I11.)

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(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in
lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

Type |. 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 majority of the directors or trustees of the supporting ‘organization. You must
complete Part IV, Sections A and B.

Type ll. 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.

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.

Type Il 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.

Check this box if the organization received a written determination from the IRS that it is a Type |, Type Hl, Type !l functionally
integrated, or Type Il non-functionally integrated supporting organization.

f Enter the number of supported organizations. . .. ...

g Provide the following information about the supported organization(s).

(i) Name of supported organization @) EIN (i) Typ.e. of organization (iv) Is the (v) Amount of monetary {vi) Amount of other
(described on Tines 1-10 arganization listed support (see instructions}) support (see instructions)
above (see instructions)) in your governing

document?

Yes No
(A) i .
(B)
©)
(D) )
E)
Total %

BAA For Paperwork Reduction Act Notice, see the Instruction_s_ f_o_|: Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2017



Schedule A (Form 990 or 990-E2) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

Part il | Support Schedule for Organizations Described in Sections 170(b)(1)(AXiv) and 170(b)(1)(A)vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part Ill. If the
organization fails to qualify under the tests listed below, please complete Part Hl1.)

Section A. Public Support

Cb::;eing?;gyiena)r (or fiscal year ' (2) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
1  Gifts, grants, contributions, and

membership fees received. (Do not

include any "unusual grants.)........ | 3,130, 529.|3, 324,548.13,213,127.4, 818,959./4,095,889./18,583,052.

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

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

4 Total, Add lines 1 through 3... [ 3,130,529.|3,324,548.|3,213,127.14,818,959. 4,095,889. 18,583,052.

5 The portion of total
contributions by each person
(other than a governmental
unit or publicly supported : X
organization) included on line 1 TR ! e i e
that exceeds 2% of the amount | | = : ! et
shown on line 11, column (... | ; .- ' ; _ L st 0.

6 Public support. Subtract line 5 1| = LIS : e L [
frombned ................... i Toiz ] : . |18,583,052.

Section B. Total Support

E:;?:ﬁ?,{gy?:'{ (or fiscal year (a) 2013 (b) 2014 (©2015 (d) 2016 (e) 2017 () Total
7 Amounts fromlined........... 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
carriedon.......... ... ol 0.

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

Part VLY. ......cooviiinit 0.
11 Total support, Add lines 7 ' : - -
through 10.. ..o ! : 18,611,306.
12 Gross receipts from related activities, etc. (see instructions) ..................... SRS+« + « SRS - o e . I 12 0.
13 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and STOP KEFR . .. ... ... . o i > D
Section C. Computation of Public Support Percentage
14 Public support percentage for 2017 (line 6, column (f) divided by line 17, column (M) . ...t 14 99 .85 %
15 Public support percentage from 2016 Schedule A, Partll, line 14, 15 99.68 %
16a 33-1/3% support test—2017. If the organization did not check the box on line 13, and line 14 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization. ... ... >
b 33-1/3% support test—2016. If the organization did not check a box on line 13 or 16a, and line 15 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization. ... > D

17a 10%-facts-and-circumstances test—2017. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10%
or more, and if the organization meets the 'facts-and-circumstances' test, check this box and stop here. Explain in Part VI how
the organization meets the ‘facts-and-circumstances' test. The organization qualifies as a publicly supported organization......... > D

b 10%-facts-and-circumstances test—2016. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10%
or more, and if the organization meets the 'facts-and-circumstances’ test, check this box and stop here. Explain in Part VI how the .

organization meets the facts-and-circumstances' test. The organization qualifies as a publicly supported organization. ............
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions .. *»
BAA Schedule A (Form 990 or 990-EZ) 2017

-

~

TEEA0G402L 08/10/17



Schedute A (Form 990 or 990-E7) 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 if the organization failed to qualify under Part I1. If the organization
fails to qualify under the tests listed below, please complete Part I1.)

Section A. Public Support

“Calendar year (or fiscal year heginning in) »

Gifts, grants, contributions,
and membership fees
received. (Do not include
any 'unusual grants.)........

2 Gross receipts from admissions,

merchandise sold or services
performed, or facilities
furnished in any activity that is
related to the organization's
tax-exempt purpose..........

3 Gross receipts from activities

that are not an unrelated trade
or business under section 513

4 Tax revenues levied for the

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

5 The value of services or

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

c Add lines7aand 7b..........

8 Public support. (Subtract line

Jcfromline®6)...............

(a) 2013

(b) 2014

(c) 2015

(d) 2016

(e) 2017

(f) Total

—

Section B. Total Support

Calendar year (or fiscal year beginning in) >

9 Amounts from line6...........
10a Gross income from interest, dividends,

1

payments received on securities loans,
rents, royalties, and income from
similar sources. ... ...............
b Unrelated business taxable
income (less section 511
taxes) from businesses
acquired after June 30, 1975. ..
¢ Add lines 10a and 10b.........
Net income from unrelated business
activities not included in line 10b,
whether or not the business is
regularly carriedon . ..............

12 Other income. Do not include

gain or loss from the sale of
capital assets (Explain in
PartVI)................ ...

13 Total support. (Add lines 9,

14

10c, M, and 12).............

(@)2013

(b) 2014

(c) 2015

(d) 2016

(e) 2017

(D Total

First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 50
organization, check this box and stop here

HOIS)

\
L]

Section C. Computation of Public Support Percentage

15 Public support percentage for 2017 (line 8, column (f) divided by line 13, column ) ... . ........... .. . ....... 15 %

16 Public support percentage from 2016 Schedule A, Part I, line 15. ... ... 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2017 (line 10c, column (f) divided by line 13, column ). ........... . ..... .. ] 17 %

18 Investment income percentage from 2016 Schedule A, Part I, line 17.. ... ... ... .o oo T :_18 %

19a 33-1/3% support tests—2017. If the organization did not check the box on line 14, and line 15 is more than 33-1/
is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

3%, and line 17

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

line 18 is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization. ... »
20 Private foundation. If the organization did not check a box ow:line 14, 19a, or 19b, check this box and see instructions >

BAA
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Schedule 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 line 12 on Part I. 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 12c of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)

Séction A. All Supporting Organizations

Yes | No

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

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

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

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

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

4a Was any supported organization not organized in the United States (‘foreign supported organization’)? /f 'Yes' and e
if you checked 12a or 12b in Part I, answer (b) and (c) below. da

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign supported
organization? If 'Yes," describe in Part VI how the organization had such control and discretion despite being confrolled -
or supervised by or in connection with its supported organizations. 4b

c 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. 4c

5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes, ' answer () e MR IS
and (c) below (if applicable). Also, provide detail in Part Vi, including (i) the names and EIN numbers of the supported b |
organizations added, substituted, or removed;: (ii) the reasons for each such action; (iii) the authority under the 1
organization's organizing docurnent authorizing such action; and (iv) how the action was accomplished (such as by I—

amendment to the organizing document). 5a
b Typel or.TyPe Il only. Was any added or substituted supported organization part of a class already designated in the

organization's organizing document? 5b
€ Substitutions only. Was the substitution the result of an event beyond the organization's control? 5¢

6 Did the orgariization provide support (whether in the form of grants or the provision of services or facilities) to
anyorie other than (i) its supported organizations, (ji) individuals that are part of the charitable class benefited by one
or more of its supported organizations, or (jii) 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. 6

7 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 contributor, or a 35% controlled entity with

regard to a substantial contributor? Jf 'Yes,' complete Part | of Schedule L (Form 990 or 990-EZ). 7

8 Did the drganizatioh make a loan to a disqualified person (as defined in section 4958) not described in line 7? /f 'Yes,' ST
complete Part | of Schedule L (Form 990 or 990-E2). 8

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

b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which the .
supporting organization had an interest? If 'Yes,' provide detail in Part VI. %h

¢ 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? /f ‘Yes,' provide detail in Part VI. 9¢

10a Was the organization subject to the excess business holdings rules of section 4943 because of section 4943(f) (regarding
certain Type | supporting organizations, and all Type Ill non-functionally integrated supporting organizations)? If 'Yes, '

answer 10b below. 10a .
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to determine
whether the organization had excess business holdings.) 10b
BAA TEEAD404L  08/10/17 Schedule A (Form 990 or 990-E2) 2017



Schedule A (Form 990 or 990-E7) 2017  CYSTINQOSIS RESEARCH FOUNDATION 32-0067668 Page 5
[Part IV | Supporting Organizations (continued)

Yes | No

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

a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c) below, the
governing body of a supported organization? 11a

b A family member of a person described in (a) above? 11b

¢ A 35% controlled entity of a person described in (a) or (b) above? If 'Yes' to a, b, or ¢, provide detail in Part VI. 1c

Section B. Type | Supporting Organizations

Yes | No

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 organization'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 organizations and what conditions or restrictions, if any,
applied to such powers during the tax year. 1

2 Did the organization operate for the benefit of any supported organization other than the supported organization(s)
that operated, supervised, or controlied the supporting organization? /f 'Yes,' explain in Part VI how providing such e |
benefit carried out the purposes of the supported organization(s) that operated, supervised, or controlled the =fat
supporting organization. 2

Section C. Type Il Supporting Organizations

Yes | No

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

Section D. All Type IIl Supporting Organizations

Yes | No

1 Did the organization provide io each of its supported organizations, by the last day of the fifth month of the
organization's tax year, (i) a written notice describing the type and amount of support provided during the prior tax

year, (ii) a copy of the Form 990 that was most recently filed as of the date of notification, and (iii) copies of the
organization's governing documents in effect on the date of notification, to the extent not previously provided? 1

2 Were any of the organization's officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (i) serving on the governing body 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). 2

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 times during the tax year? If 'Yes,' describe in Part VI the role the organization's supported organizations played
in this regard. 3

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 instructions).
a D The organization satisfied the Activities Test. Complete fine 2 below.
b D The organization is the parent of each of its supported organizations. Complete line 3 below.

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

2 Activities Test. Answer (a) and (b) below. Yes | No

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? I ‘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. 2a

b Did the activities described in (a) constitute activities that, but for the organization’s involverment, one or more of
the organization's supported organization(s) would have been engaged in? If 'Yes," explain in Part VI the reasons for
the organization's position that its supported organization(s) would have engaged in these activities but for the
organization's involvement. 2b

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or trustees of
each of the supported organizations? Provide details in Part VI. 3a

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 fole played by the organization in this regard. 3b

BAA TFFAQ4DSI  OR/10/17 Schedule A (Form 990 ar 990-EZ) 2017




Stchedule A (Form 990 or 990-E27) 2017 CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 6

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

1 |:| Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI). See
instructions. All other Type 11l non-functionally integrated supporting organizations must complete Sections A through E.

Section A — Adjusted Net Income

(A) Prior Year

(B) Current Year
(optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3.

Depreciation and depletion

G B N =

O (U D (W N =

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)

oY

7 Other expenses (see instructions)

8 Adjusted Net income (subtract lines 5, 6, and 7 from line 4).

Section B — Minimum Asset Amount

(A) Prior Year

(B) Current Year
(optional)

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

a Average monthly value of securities

1a

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

N

o

Subtract line 2 from line 1d.

w

H

Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,
see instructions).

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

Muittiply line 5 by .035.

N o a

Recoveries of prior-year distributions

8 Minimum Asset Amount (add line 7 to line 6)

O N |

Section C — Distributable Amount

Current Year

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

Enter 85% of line 1.

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

Enter greater of line 2 or line 3.

Income tax imposed in prior year

b (w N =

Gyt B W N =

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

6

~l

(see instructions).

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

BAA

Schedule A (Form 990 or 990-EZ) 2017
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32~-0067668 Page 7

[Part V| Type lll Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)

Section D — Distributions

Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes

2 Amounts paid to perform activity that directly furthers exempt purposes of supported organizations,
in excess of income from activity

Administrative expenses paid to accomplish exempt 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.

O NG~ w

in Part VI). See instructions.

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

h 9 Distributable amount for 2017 from Section C, line 6

10 Line 8 amount divided by line 9 amount

0] f
Section E — Distribution Allocations (see instructions) _ Excess
Distributions

(i)
Underdistributions
Pre-2017

i)
Distributable
Amount for 2017

1 Distributable amount for 2017 from Section C, line 6

2 Underdistributions, if any, for years prior to 2017 (reasonable
cause required — explain in Part VI). See instructions.

3 Excess distributions carryover, if any, to 2017

bFrom2013. . .. .. ... ;

cFrom2014. ... . ......

dFrom2015. .. .. .........

eFrom2016.... ... .........

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 3q, 3h, and 3i 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 lines 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.

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

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

8 Breakdown of line 7:

a Excess from 2013. . ....

b Excess from 2014. . ...

¢ Excess from 2015. . . ..

d Excess from 2016. ... .

e Excess from 2017.. ...

BAA
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Schedule A (Form 990 or 990-E7) 2017 CYSTINOSIS RESEARCH-FOUNDATION 32-0067668 Page 8
[Part VI |Supplemental Information. Provide the explanations required by Part Il, line 10; Part Il, line 17a or 17b:Part Il, line 12; Part IV,
—Section A lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, 9a, 9b, Ic, 11a, 11b, and 11¢; Part IV, Section B, lines 1 and 2; Part IV, Section C, line 1;

Part IV, Section D, lines 2 and 3; Part IV, Section E, lines Ic, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; PartV,

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.
(Sek instructions.)

TEEA0408L 08/10/17 Schedule A (Form 990 or 990-EZ) 2017



Schedule B OMB No. 1545-0047

o oy 9902, Schedule of Contributors 2017
Department of the Treasury » Attach to Form 990, Form 990-EZ, or Form 990-PF.
internal Revenue Service > Go to www.irs.gov/Form990 for the latest information.
Name of the organization | Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 132-0067668
Organization type (check one):
Filers of: Section:
Form 990 or 990-EZ 501(c)( 3 ) (enter number) organization

D 4947 (a)(1) nonexempt charitable trust not treated as a private foundation

D 527 political organization
Form 990-PF D 501(c)(3) exempt private foundation

D 4947(a)(1) nonexempt charitable trust treated as a private foundation
D 501(c)(3) taxabie private foundation

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

General Rule

D For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more (in money or
property) fram any one contributor. Complete Parts | and Il. See instructions for determining a contributor's total contributions.

Special Rules

For an organization described in section 501(c)(3) filing Form 990 or 990-EZ that met the 33-1/3% support test of the regulations
under sections 509(a)(1) and 170(b)(N(A)(vi), that checked Schedule A (Form 990 or 990-E7), Part Il, line 13, 16a, or 16b, and that
received from any one contributor, during the year, total contributions of the greater of (1) $5,000 or (2) 2% of the amount on (i)
Form 990, Part VIlI, line 1h; or (ii) Form 990-EZ, line 1. Complete Parts | and Il.

|:| For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor,
during the year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational
purposes, or for the prevention of cruelty to children or animals. Complete Parts I, II, and Ill.

D For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor,
during the year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than
$71,000. If this box is checked, enter here the total contributions that were received during the year for an exclusively religious,
charitable, etc., purpose. Don't complete any of the parts unless the General Rule applies to this organization becalése
it received nonexclusively religious, charitable, etc., contributions totaling $5,000 or more during the year ..... >

Caution. An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990, 990-EZ, or
990-PF), but it must answer 'No' on Part 1V, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF,
Part |, fine 2, to certify that it doesn't meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

BAA For Paperwork Reduction Act Notice, see the instructions for Form 90, 990-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

X
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Page 1 of 2 ofPant I
T Employer mhﬁmnannmhur
132.Q067668
(a () (© @
Number: Name, address, and ZIP + 4 Total Type of contribution
contributions
1__ |GEOFFREY AND NANCY STACK __ _______________ N Person
e O e S S e T P I T T e Payroli D
18802 BARDEEN, AVE e §_____800,000.| Noncash [ ]
. Complete Part Il f
) _IBYI_NE [ _C§_9_2_6 1;2 _______ et T i e e e etk = r(wo(r)\?apsﬁ gon?rrlbuugrrms )]
— e : 3 =
Numaer Name, addre(ss). and ZIP +4 Tgt)al Type of c(or)ltribution
) i contributions
2, |24 HOURS FOR BANK _ . - D Person
S ey e e etk el ey e e e, TR e s e L TR Pay'o“ D
565 WHISKEY JACK CIRCLE ____ . . _______ % ____ 200,800.| Noncash [ ]
| Complete Part It for
._SAI‘_H-.).?_Q;[.M .,I.D__ .8_3..8§ e i i e i i T i o ‘aog?apsﬁ gontnbullgns )]
@ , ) (©) (@)
Numbet: Name, address, and ZIP + 4 Total Type of contribution
! _contributions
3__ |THOMAS AND TRAGT GENDRON .. _ . . . .. . _.__.__. Person  [X]
D BEAD i T R e e e Payroll D
C lete Part Il f
_E!:'e_. gQ. .§ 9.5_2.§ e e i ek o s i ke . et S S sy o ] go%rg‘apsﬁ gon?nbuhgrrls b
@ ' (b) B () )
Number Name, address, and ZIP + 4 i Total Type of contribution
v contributions
4_. |THOMAS AND SUSAN MORAN_ _____ . ..o oo Person %]
P S L = =t oo e o i o - = Payrolt D
1 N _FRANKLIN ST, #700__ oo . 176,000.| Noncash []
C lete Part |l §
|CHICAGO, IL 60606 _ ___ ____________________ et Gontributions.)
a b < “ d
Nu%l er Name, addre(ss), andZIP +4 T_gt)al Type of c(on?ntrlbution
contributions
5__ |MICHAEL HAYDE & TAURA KHOURT __ ______ . . __ Person
el b St P Payroll | ]
|8_EXECUTIVE CIRCLE  _ . . o i e e §____.101,250.| Noncash [ ]
Complete Part Il f
| IRVINE, LA _9_2_6]_- e S e e b e R i B Sxo?l?apsﬁ gon?rﬁbutlg;s )
= : r——
Nus':}:er Name, addra(ss), and ZIP + 4 Tgt)al Type of c(ol?ntribution
contributions
6 .. _DAVID PYLE. . ... [ Person
I R A - Payroll D
_1§];_I_NN_O_YAELQ§_Q_R_I!E_ R e " i e | $‘—-:—'—~’—:,—- -2-—09 —Q-O—Q_. NoncaSh D
Complete Part 1l for
{TRUINE , CB92ELL. om oo om o ek Gontributions.)

“BAA ' TEEA0702L 08109117 Si:hédﬁlg"Bﬂ"(Fi:irm 990, 990-EZ, or 990-PF) (2017)



Schedule B (Form 990, 990-EZ, or 990-PF) (2017) Page 2 of 2 ofPartl
“NanyoeForganization TEmpIeyoridentification number
CYSTINOS IS RESEARCH _FOUNDATION 32-0067668
ar | Contributors (see instructionsy. Use duplicate copies of Part | if additional space 1s needed,
(b) ! (© @
Name, address, and ZIP + 4 Total Type of contribution
contributions
7__ |poRTZON PHARMA Person  [X]
- [ T T o e T T T T T T e T T T PaerH D
150 S SAUNDERS RD_ _______________________[$_____ 132,500 Noncash []
{Complete Part |l for
_L.I}ISE_ EQR_R_EST £ _I_.L_ ,6_9.0_4 §... e e e e e e e o o ] noncapsh contributions.)
(a ®) © @@
Number Namie, address, and ZIP + 4 Total Type of contribution
contributions
8 |TmomAs mAAS ] Person
e | T AL G S Payroll |:|
P.O. BOX 21948 ___ _ __ . _.___[f____ 453,850 Noncash []
{Complete Part |l for
—P-QB.T-‘SMQ.@&I---NE —0.§ ng-z— i e e et S i Ty s o i noncash contributions.)
(@ (b © @
Number Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
Bl e S g i et ekt e Payroll D
o s e o oy e A e o e S AT b O DT O, M W o e L S T A =] s e e e i T Noncash D
(Complete Part i for
R o T e e tte X noncash contributions.)
(E'IL (b) (c) (d) .
Number: Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
e T e = e e e ey e e e g b o oy e e rind e T s i st e s s e Pay'o" D
e e e e e e e TS Tt o e e e T e M e e e e e e ] s e e e e e T Noncash D
(Complete Part !! for
b e e e it e i e i A e o e e o o e o v o noncash centributions.)
a ®) © (d)
Nusniuer Name, address, and ZIP + 4 Total Type of contribution
contributions
Person D
e e e e S e e et e e i S bk et e b e S ey S S e e v e A e Payroll D
__________________ e P ____| Noncash []
(Complete Part il for
b i i T E e B e e o, B e o ok e o KR s o e o, e e e, e e B e noncash contributions.)
@ (b) (© @
Num Name, address, and ZIP + 4 Total Type of contribution
contributions_
Person ]:]
e e S e e e e i T B i it e Payroll D
e e e |® o ____| Noncash []

{Complete Part Il for
noncash contributions.)

TEEAO702L 08/09/17
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Schedule B (Form 990, 990-E2Z, or 990-PF) 2017) Page 1 to 1 ofParthi
Name of organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

(a) No ()] ©) (d)
from Description of noncash property given FMV (or estimate) Date received
Part (See instructions.)
L

(a) No. b) (©) (d)
from Description of noncash property given FMV (or estimate) Date received
Partl (See instructions.)

(a) No. (b) () ()

from Description of noncash property given FMV (or estimate) Date received
Partl (See instructions.)

(a) No. (b) (©) ()]

from Description of noncash property given FMV (or estimate) Date received
Partl (See instructions.)

(a) No b) (©) (d)

from Description of noncash property given FMV (or estimate) Date received
Part| (See instructions.)

(a) No. b) (©) (d)

from Description of noncash property given FMV (or estimate) Date received
Part | (See instructions.)

BAA
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Schedule B (Form 990, 990-EZ, or 990-PF) (2017)

Page 1 to 1 of Partlll

Name of organization

CYSTI

NOSIS RESEARCH FOUNDATION

| Employer identification number

32-0067668

Part lil | Exclusively religious, charitable, etc., contributions to organizations described in section 501(c)7), (8),
or (10) that total more than $1,000 for the year from any one contributor. Complete columns (a) through (e) and
the following line entry. For organizations completing Part 111, enter the total of exclusively religious, charitable, etc.,

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

.................. N/RA
Use duplicate copies of Part Il if additional space is needed.
a () ©) L)
N% frolm Purpose of gift Use of gift Description of how gift is held
art
N/ | ____.
_____ Ti_____________________
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
a (b) © R () .
Ng. frolm Purpose of gift Use of gift Description of how gift is held
art
(e
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
a b © . T )
N% frolm Purpose of gift Use of gift Description of how gift is held
art
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(a) b c) | T -
N% frrtolm Purpose of gift Use of gift Description of how gift is held
a
(&)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee

BAA

TEEAO704L 08/09/17

Schedule B (Form 990, 990-EZ, or 990-PF) (2017)



. . OMB No. 1545-0047
SCHEDULE D Supplemental Financial Statements SR
(Form 990) : » Complete if the organization answered 'Yes' on Form 990, 201 7
PartlV, line 6, 7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 12a, or 12b.
. » Attach to Form 990. ‘Open to Public
Department of the Treasury > Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
]P.'a_rt'l '|0rganizati_ons Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 6.
(a) Donor advised funds (b) Funds and other accounts
1 Total number at end ofyear...........
2 Aggregate value of contributions to (during year).
3 Aggregate value of grants from (during year). . ..
4 Aggregate value at end of year..... ...
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization's property, subject to the organization’s exclusive legal control? .. ......................... |___| Yes D No

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

g'?art Il | Conservation Easements.
Complete if the organization answered 'Yes' on Form 990, Part 1V, line 7.

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

2 Complete lines 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.................. .. ... .. ... CRAAWAEAL <+ o w 2a
b Total acreage restricted by conservation easements....... . . ... ... o | 2b
¢ Number of conservation easements on a certified historic structure includedin@)............. 2c¢c
d Number of conservation easements included in (c) acquired after 7/25/06, and not on a historic
structure listed in the National Register............. . s 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the
tax year »

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

and enforcement of the conservation easements it ROIAS? . ... o i i i e DYGS D No
6 Staff and volunteer hours devoted fo monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
»>

7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
-3

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(@)(B)())
and SECtON 170(N)@YBI(D? . .-+ v v ettt ot et e [[]Yes [ ]No

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

Part ill 10rganizati_ons Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 8.

1a If the organization elected, as permitted 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 Xlll, 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:

@) Revenue included on Form 990, Part VIII, line T.... ... ... >3
(i) Assets included in Form 990, Part X. .. ..ot e >3

2 i 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 VI, [INe 1. . . oottt »5
b Assets included in Form 990, Part X .. .ottt e e >3

BAA For Paperwork Reduction Act Notice, see the Instructions for-Form 990. TEEA3301L 10111117 Schedule D (Form 990) 2017



Schedule D (Form 990) 2017 CYSTINOSIS RESEARCH FQUNDATION 32-0067668 Page 2
|Part i_| Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

3 Using the or?(amzatlon 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 Other
c Preservation for future generations

4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in
Part X

5 During the year, did the organization soficit or receive donations of art, historical treasures, or other similar assets
to be sold fo raise funds rather than to be maintained as part of the organization's collection? ................... E] Yes |:| No

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

1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X2 .. D Yes DNo

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

Amount
cBeginning balance . ......... 1c
d Additions during theyear........... .. ... .. ... . ....... e 1d
e Distributions during the year .. ..... .. .. ......... ... ...... e e .l 1e
f Endlng balance ................................................ Df

|Part V.| Endowment Funds. Complete if the organization answered 'Yes' on Form 990, Part IV, 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. . ... s
b Contributions . ................

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

€ 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:

o

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

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

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

organization by: Yes No
() unrelated organizations. . ... ... . 3a(i) |
(i) related organizations .......... .. .. . e A ER e . |Ba(ii)

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

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?)Cqst or other (c) Accumulated (d) Book value
(investment) asis (oth_er) depreciation
Taland................... .. .. ...

bBuildings...............

¢ Leasehold improvements 25 R

dEquipment............ ... .. ..., 56,838. 56,838. 0.

eOther. ... .............. .. ... ... ..
Total. Add lines 1a through le. (Cofumn (d) must equal Form 990, Part X, column (B), line 10c.). . . R 0.
BAA Schedule D (Form 990) 2017



Schedule D (Form 990) 2017 CYSTINOSIS RESEARCH FQUNDATION 32-0067668 Page 3

[Part Vil | Investments — Other Securities. N/A
Complete if the organization answered 'Yes' on Form 990, Part |V, line 11b. See Form 990, Part X, line 12.
(a) Description qf security or category (including name of security) (b) Book value (c) Method of valuation: Cost or end-of-year market value

(1) Financial derivatives . ............. ... .. .. ... .0

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

(3) Other

Total. (Column (b) must equal Form 990, Part X, column (B) line 12) . .

Part Vill | Investments — Program Related. N/A
IPSHYIIE Complete if the orggnlzatlon answered 'Yes' on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

(@) Description of investment (b) Book value (c) Method of valuation: Cost or end-of-year market value

a

@
3
)
©)]
©
@
®
®
(10

Total. (Column (b) must equal Form 990, Part X. column (B) ling 13.). . ™

[Part IX_| Other Assets. N/A
Complete if the organization answered "Yes' on Form 990, Part IV, line 11d. See Form 990, Part X, line 15,

(a) Description (b) Book value

M
&)
3
@
®)
®
)
@)
)
(0
Total. (Column (b) must equal Form 990, Part X, column (B) line 15.). .. ... . e e >
[Part X | Other Liabilities.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 11e or Hf See Form 990, Part X, line 25
(a) Description of liability (b) Book vaiue
(1) Federal income taxes
)]
3)
@@
®
®
)
®
©
(10
an
Total. (Column (b) must equal Form 990, Part X, column (B) line 25.) . . . .. »
2. Liability for uncertain tax positions. In Part XIIi, provide the text of the footnote to the organization's financial statements that reports the organization's liability for uncertain
tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been Provided in Part X1l . . ..o oot oo e I:]
BAA TFFA3R03L  OR1D/A7 Sehedile B (Farm 9aM 2017
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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 Total revenue, gains, and other support per audited financial statements .... ... ..... 1 4,144,111,
" 2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Net unrealized gains (losses) on investments . . ....... CaE o ST B - 2a

b Donated services and use of facilities. U e i 2B

¢ Recoveries of prior year grants. ...... VE e . ARIEE . CEBEEEIETL 0. 2c

d Other (Describe in Part XH1)... . ..... . L CREE MG L | 2d

eAddlines 2athrough 2d. ... ... ... .. e R T ecs 2e
3 Subtractline2e fromiline 1.......... . R 7 & DIy LA 3 4,144,111.
4 Amounts included on Form 990, Part VI, line 12, but not on line 1:

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

b Other (Describe inPart XIIL). ... 4b L

CAddlinesda and db. .. ... ... e 4¢
5 Total revenue. Add lines 3 and 4c¢. (This must equal Form 990, Part |, line 12.). . . ..... ... ... ...coco... 5 4,144,111.

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

1 Total expenses and losses per audited financial statements....... ... L EERAGRE o RRARRNEN | L GRS 1 2,271,401.
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:

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

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

COther l0SSES. ..\ ot 2¢ 5

d Other (Describe inPart XIN). . ........ . . ..., TR ¢ - 2d 55

e Add lines 2a through 2d...... . .... ... REREE SEEEL . SRR e i 2e
3 Subtractline2efromline T.....0.. . ... R S 3 2,271,401.
4 Amounts included on Form 990, Part 1X, line 25, but not on line 1:

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

b Other (Describe inPart XILY. ... 4b i

CAdd liNes da and Ab. . ... ... .. e 4c
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Part |, line 18.)..... .. 5 2,271,401,

[Part XIll| Supplemental Information.

Provide the descriptions required for Part I, lines 3, 5, and 9; Part ll}, lines 1a and 4; Part IV, lines 1b and 2b; Part V,
line 4; Part X, line 2; Part Xl, lines 2d and 4b; and Part XlI, lines 2d and 4b. Also complete this part to provide any additional information.

BAA

~
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SCHEDULEF Statement of Activities Outside the United States OMB No. 1545-0047
(Form 990) > Complete if the organization answered 'Yes' on Form 990, Part IV, line 14b, 15, or 16. 201 7

> Attach to Form 990. =V | _
ﬂ?@ﬁ,’;ﬁ"ﬁ’;‘vé’f,ﬁﬁeslﬁfé’: v > Go to www.irs.gov/Form990 for instructions and the latest information ag;g ég nlf:._lublic

Name of the organization

CYSTINOSIS RESEARCH FOUNDATION

Employer identification number

32-0067668

Part! | General Information on Activiti

on Form 990, Part IV, line 14b.

es Outside the United States. Complete if the organization answered 'Yes'

1 For grantmakers. Does the or
the grantees' eligibility for the

2 For grantmakers. Describe in Part V the or

United States.

|

Activities per Region. (The following Part |, line 3 table can be duplicated

if additional space is needed.) PART V

ganization maintain records to substantiate the amount of its grants and other assistance,
grants or assistance, and the selection criteria used to award the grants or assistance?. . . Yes DNo

ganization's procedures for monitoring the use of its grants and other assistance outside the

(a) Region (b) Number of | (c) Number of | (d) Activities conducted in | (e) If activity listed in ) Total
offices in the employees, the region (by type) (such d) is a program expenditures for
region agents, and as, fundraising, program service, describe and investments
independent services, investments, specific type of in the region
_contractors grants to recipients service(s) in
in the region 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 45,777.
(8)
()
(10)
an
2)
(13)
a4
(15)
a6
Qa7
3aSubtotal ... .......... 465, 760.
b Total from continuation
sheets toPart |......... }
C Totals (add lines 3a and 3h). 0 0 465, 760.

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

Schedule F (Form 990) 2017
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Schedule F (Form 990) 2017

CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 3

[Part Il | Grants and Other

Assistance to Individuals Outside the United States.

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

Complete if the organization answered 'Yes' on Form 990,

(a) Type of grant or assistance

(b) Region

(c) Number
of recipients

(d) Amount of
cash grant

(e) Manner of
cash
disbursement

(f) Amount of
noncash assistance

(g) Description of (h) Method of
noncash assistance | valuation (book,
FMV, appraisal,

other)

)

@

&)

@

(&)

®)

(10)

an

(12)

a3

(14)

as)

(16)

an

)

BAA

TEEA3503L 08/10/17

Schedule F (Form 290) 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). . ... ... . . . . D Yes

Did the organization have an interest in a foreign trust during the tax year? If 'Yes,' the organization may be

required to separately file Form 3520, Annual Return To Report Transactions with Foreign Trusts and Receipt

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

Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form 990). . ............... ... ...... : D Yes

Did the organization have an ownership interest in a foreign corporation during the tax year? I '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 B471). .. ... ... i DYes

Was the organization a direct or indirect shareholder of a passive foreign investment company or a qualified

electing fund during the tax year? If 'Yes,' the organization may be required to file Form 8621, Information

Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund (see

instructions for Form 8B21) . .. ..o . o e DYes

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
Fartnerships (see Instructions for Form 8865). ... ... ... ... . . DYes

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) .. ........... . .. ...... .. e e

.. DYes

No
No

No
No
No

BAA

TEEA3505L 08/10/17 Schedule F (Form 990) 2017



Schedule F (Form 990) 2017 CYSTINOSIS RESEARCH FOUNDATI'ON 32-0067668 Page 5

Part V| Supplemental Information

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

PART | - ADDITIONAL SUPPLEMENTAL INFORMATION

SUMMARY OF GRANTEES:

(1) UNIVERSITE CATHOLIQUE DE LOUVAIN MEDICAL SCIENCES, BRUSSELS, BELGIUM

(2) UNIVERSITY OF PARIS DESCARTES, 245 RUE DES SAINT-PERES, 75006 PARIS, FRANCE
(3) BAMBINO GESU HOSPITAL, PIAZZA S. ONOFRIA 4, 00165 ROME, ITALY

(4) UNIVERSITY HOSPITAL, ZURICH, SWITZERLAND

(5) HOSPITAL NECKER, PARIS, FRANCE

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

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

-

BAA

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



Supplemental Information Regarding Fl]ndraising or Gaming Activities OMB No. 1545-0047

SCHEDULE G Complete if the organization answered 'Yes' on Form 990, Part IV, fine 17, 18, or 19, or if the 201 7
(Form 990 or 990-EZ) organization entered more than $15,000 on Form 990-EZ, line 6a.

> Attach to Form 990 or Form 990-EZ. Open to Public
ﬁ.‘ié’?n'é?‘ﬁ?vé’iﬁ';‘*sl’ﬁ?f: Y > Go to www.irs.gov/Form990 for the latest instructions. ]hgepe'éﬁdn' =
Néme of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

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

a [] Mail solicitations e D Solicitation of non-government grants
b D Internet and email solicitations f D Solicitation 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 listed in Form 990, Part VII) or entity in connection with professional fundraising services?.............. ... DYes No

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

o . v) Amount paid to : ;
(i) Name and address of individual @iy Activity (iii) Did fundraiser | Gv) Gross receipts ¢ ()or retaine% l;y) (vi) Amount paid to

i i have custody or control o : : f (or retained by)
or entity (fundraiser) o eontributions? from activity fundraiser listed in organization

column (i)
Yes No [

10 ‘

Total.. ... . .. c;seii. .. ioibandiis, . SRai@anivEd . . L SEERNYGN, > 0.

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

Part Il | Fundraising 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 (b)Event#2 | (c) Other events (d) Total events
| NONE (add column (a)
ANNUAL FUNDRAI | | Y through column (c))
E (event type) (event type) | (total number)
£ .
E 1 Grossreceipts ... ... ..... . 3,004,235. o 3,004, 235.
E
2 Less: Contributions. ... ..... 3,004, 235, 3,004,235,
3 Gross income (line 1 minus line 2)
4 Cash prizes..... ..
5 Noncash prizes. ... ... ..
o —
|Ia 6 Rent/facility costs ... ...,
E
c
T 7 Food and beverages.
E
X | 8 Entertainment.......
E
2 9 Other directexpenses................. |
g L
s
10 Direct expense summary. Add lines 4 through 9 in column (d). . . . e I 6
| 11 Net income summary. Subtract line 10 from line 3, column (d) .. ...... o0t e >

Part lll| 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/instant ) (d) Total gaming
g (a) Bingo bingo/progressive (c) Other gaming (add column (a)
‘é bingo through column (c))
N
1]
E 1 Grossrevenue. ... ..... .............
2 Cashprizes... . ...... e
b X
& E| 3 Noncash prizes. R -
EN
cs
TE| 4 Rentffacility costs ... .. .... .
5 Other direct expenses .. ........
Yes % ||_|Yes % Yes %
6 Volunteer fabor....... R, No No No
7 Direct expense summary. Add lines 2 through 5 in column (d)........... S . . ; ... uH L
8 Net gaming income summary. Subtract line 7 from line 1, column (d).... ... . e RN ¢+ S >

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? ... ..................... D Yes D No
bl No, explai: =
10a Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year?. ... ... .. "D_?eE - —D_N; -

BAA TEEA3702L 09/18/17 Schedule G (Form 990 or 990-EZ) 2017



Schedule G (Form-990 or 990-E7) 2017 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
11 Does the organization conduct gaming activities with nonmembers?..... ... ... ... . ... . . . . . . . i D Yes DNO

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? ........................ ST e o s : e RS b . .. D Yes DNO

" 13 Indicate the percentage of gaming activity conducted in:
a The organization's facility. . ........................... AT TR+ v MRRTER A L NN il - e mipmpe 13a

o\©

b An outside facility. ... ... o e 13b %
14 Enter the name and address of the person who prepares the organization's gaming/special events books and records:
Name >
Address > e
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue?. .. .... DYes |:|No
bif "Yes,' enter the amount of gaming revenue received by the organization> § and the amount
of gaming revenue retained by the third party> ¢
c If 'Yes," enter name and address of the third party:
Name »
____________________________________________________________ 1
|
Address *> |

16 Gaming manager information:

Description of services provided >

[ ] pirectorfofficer [ ]Employee [ ]Independent contractor

17 Mandatory distributions:
a s the organization required under state law to make charitable 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 » $
Part IV | Supplemental Information. Provide the explanations required by Part |, line 2b, columns (i) and (v);
and Part Ill, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional
information. See instructions.

BAA TEEA3703L 09/18M17 Schedule G (Form 990 or 990-EZ) 2017
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SCHEDULE L
(Form 990 or 990-EZ)

> Complete if the orgaﬁ}zaﬁon answered “Y&5,
b, or 28c, BF Form990-EZ, Part V, line 3850
» Attach to Form 990 or Form 990-EZ.

Department of the Treasury
lnlernal Revenue Service

Transactions With Interested Persons
on Form 990, PartIV, .'ﬁi}f 25a, 25h, 26, 27, 28a,

> Go to www.irs.gov/Form930 for instructions and the latest information.

OMB No. 1545-0047

2017

" Name of the'migameatian;

CYSTINOSIS RESEARCH FOUNDATION

TEmployer identification number

32-0067668

[Partl _|Excess Benefit Transactions (sectlon 501 (c)(3), sectlon 501 (c)(4), and 501)
Complete if the organization answered 'Yes' on Form 990, Part 1V, line 25a or 25b, or Form! 990

)(29) organizations only).
22, Part V, line 40b.

1 (a) Name of disqualified person ® Re’:;’,‘::,h;pn:e;:;:r:zgﬁgﬁ alified {c) Description of Wransaction d): Correcled?
Yes No
U]
@
_ 3
B
_®
(6);
2 Enter the amount of tax incurred by the organlzatlon managers or dlsquallfled persons durmg the year under
section 4958, ... ... ... . s N < e S A S S SR AR TR A 1 e 1 n g an ey -3
3 Enter the amount of tax, if any, on Ilne 2 above relmbursed by the orgamzatlon .......... >4
: Part [ | 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, line 26; or if the
organization reported an amount on Form 990, Part X, line 5 6, or 2.
(a) Name of mteresled person |: {b) Relalranship (c) Purpase (d) Loan lo o1 [O1t lgmal (1) Balarice due () In default?| (h) Approved | (i) Witlgn
wilh organizalion of loan m;;’?_:;aut'\ign? principal amount gn?%a"rg g_; agreerment?
. To From Yes | No | Yes | No | Yes | No
),
2
3)
&)
. (5)

v R ke B A et e A s

Grants or Assnstance Benefiting Interested Pei'sons.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 27.

(a) Name of mlerested person B) Relauonshgulbeiwoe;a mierested person

and the drganizalion

(c) Amount of assislance

(d) Type of assistance

{e) Purpose of assistance

_M

@

3)

(&)

).

®

8

]

(10)

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

TEEA4501L Q8/09/17
~

Schedule L (Form 990 or 990-E2) 2017



‘Business Transactions Involving Interested Persons.

Complete if the organization answered 'Yes' on Form 990, Part 1V, line 28a, 28b, or 28c.
" (a) Name of interesled person (b) Relationship beiween () Amount 0' (d) Description of Iransaction g)ﬁgg;xunl

interested person and the transaction
organization

Schedule L §Form 990 or 990-E2) 2017 CYSTINOSIS RESEARCH FOUNDATION .. 32-0067668 . Page2

(1) ZOE SOLSBY WIFE OF OFFICER 27,000, "COMPENSATION
o : ,

j&)]
@)

; ‘Supplemental Information
"Provide additional information for respanses to questions on Schedule L (see instructions).

SUPPLEMENTAL INFORMATION

SEE NOTE 1 TO SCHEDULE L

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



SCHEDULE O Supplemental Information to Form 990 or 990-EZ Qb No. IS 00

(Form 990 or 990-EZ) 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. —
Open to Public

Department of the Treasury *> Go to www.irs.gov/Form990 for the latest information. ot
- Internal Revenue Service | g Inspection

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FQUNDATION 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. 1IN 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 Schedule O (Form 990 or 990-E2) (2017)




Schedule O (Form 990 or 990-EZ) (2017) ) Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

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

WE ARE PLEASED TO ANNOUNCE THAT IN SPRING 2017 CRF ISSUED 8 NEW GRANTS TOTALING MORE
THAN $1.55 MILLIONAFOR 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-E2) (2017)

-

TEEA4902L 08/09/17



Schedule O (Form 990 or 990-E2) (2017) Page 2

Name of the organization ‘ Employer identification number

CYSTINOSIS RESEARCH FOUNDATION [32-0067668

FORM 990, PART Ili, 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 RELIEF
FOR HOURS.

IN 2016, CRF FORMED CORNEAL CYSTINOLYSIS, INC., (CCI) RENAMED NAOWAFER, INC.,FOR THE
PURPOSE OF RESEARCH AND DEVELOPMENT OF A NANOWAFER TREATMENT FOR CORNEAL CYSTINOSIS.
STEM CELL AND GENE THERAPY

WE BELIEVE THAT STEM CELLS WILL BE THE CURE FOR CYSTINOSIS. CRF WORKS CLOSELY WITH
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
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. A
CURE FOR CYSTINOSIS WILL HELP FIND CURES FOR OTHER DISEASES POTENTIALLY HELPING

MILLIONS OF PEOPLE.

BAA ~ Schedule © {Form 990 or 990-EZ) (2017)
TEEA4902L 08/09/17
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Name of the organization Employer identification number

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 ARQOUND THE WORLD GATHERED ALONG WITH CRF FUNDED

RESEARCHERS TO SHARE STORIES, HOPES AND DREAMS AND BUILD LIFE-~LONG FRIENDSHIPS.
LEADING CYSTINOSIS RESéARCHERS 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, ESTABLISEED
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)




Schedule O (Form 990 or 990-EZ) (2017) Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

FORM 990, PART I, 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 o~ Schedule O (Form 990 or 990-EZ) (2017)
TEEA4902L 08/09/17
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12/31/17 2017 FEDERAL BOOK SUMMARY DEPRECIATION SCHEDULE PAGE 1
.CLIENT 3745 CYSTINOSIS RESEARCH FOUNDATION 32-0067668
PRIOR
CUR 179/
DATE DATE COST/  BUS. 173/ SDA/ CURRENT
NO. DESCRIPTION SOLD BASIS PCT SDA DEPR _METHOD =~ LIFE
FORM 990/950-PF
MACHINERY AND EQUIPMENT
1 SOFTWARE 4/30/08 12,038 12,038 sl 7 0
2 WEBSITE 9/01/08 21,275 21,275 S/ 5 0
3 WEBSITE 6/30/09 7875 7875 S/ 5 0
4 WEBSITE 10/01/10 9,650 9633 S/ 5 0
TOTAL MACHINERY AND EQUIPME 56,838 0 56,821 0
TOTAL DEPRECIATION 56,838 0 56,821 0
GRAND TOTAL DEPRECIATION 56,838 0 56,821 0
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2017 FEDERAL SUPPLEMENTAL INFORMATION PAGE 1

CLIENT 3745 CYSTINOSIS RESEARCH FOUNDATION 32-0067668

NOTE (1) - CONSOLIDATED STATEMENTS
FORM 990 PART IV, 12(B)

THE EXEMPT ORGANIZATION CONSOLIDATED FINANCIAL STATEMENTS INCLUDE THE ACCOUNTS OF
CORNEAL CYSTINOLYSIS, INC (CCI), A TEXAS CORPORATION, OWNED 100% BY THE CYSTINOSIS
RESEARCH FOUNDATION. THE EXEMPT ORGANIZATION RETURN INCLUDES AND IS BASED ON THE
CONSOLIDATED ACCOUNTS.

NOTE (1) - SCHEDULE L - PART IV

NOTE (1)

DIRECTOR DONALD SOLSBY'S WIFE, ZOE SOLSBY, IS A CONSULTANT TO THE FOUNDATION. MRS.
SOLSBY RECEIVED COMPENSATION OF APPROXIMATELY $27,000 FOR THE SIX MONTHS ENDED JUNE
30,2017.

NOTE (2) - FUNDRAISERS

SCHEDULE G - PART II

THE FOUNDATION HOLDS ANNUAL FUNDRAISING EVENTS. HOWEVER THE INCOME IS RECEIVED IN
THE FORM OF CHARITABLE CONTRIBUTIONS AND SO NO SEPARATE ACCOUNTING HAS BEEN SHOWN ON
SCHEDULE G. DIRECT COSTS OF THE FUNDRAISERS ARE SHOWN ON FORM 990, PART IX. CONTROL
OF FUNDS IS MAINTAINED BY THE FOUNDATION AND NOT THIRD PARTY PROFESSIONAL
FUNDRAISERS.




