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. 990 OMB No 1545 0047
Form

Return of Organization Exempt From Income Tax 2009

Under section 501(c), 527, or 4947(a)X1) of the Internal Revenue Code
(except black lung benefit trust or prnivate foundation)

o S oY » The organization may have to use a copy of this return to satisfy state reporting requirements Open to Public Inspection
For the 2009 calendar year, or tax year beginning , 2009, and ending s
B Check i applicable c D Employer Identification Number
i Pl
Address change | RS tabel | CYSTINOSIS RESEARCH FOUNDATION 32-0067668
Name change heed t;;r:;t 18802 BARDEEN AVE. E Telephone number
1 S
tnibial return speszlc IRVINE’ CA 92612 949-223-7610
Instruc-
Termination tions
| |Amended return G Gross receipts $ 3,648,243,
Application pending| F Name and address of principal officer H(a) Is thus a group return for affiliates? ves {X|No
- SAME AS C BABOVE H(b) Are all atfiliates ncluded? Yes No
If 'No," attach a list (see nstructions)
| Tax-exempt staius |3(—] 501(c) (3 )< (insert no) |_| 4947(a)(1) or [—l 527
J Website: » WWW.CYSTINOSISRESEARCH.ORG H(c) Group exemption number ™
K Form of organization IYI Corporation |_] Trust r—l Association l-l Other ™ l L Year of Formaton 2003 I M State of legal domicile CA

[Part] | Summary

1 Briefly describe the organization’s mission or most significant activites CYSTINOSIS RESEARCH FOUNDATION'S
g MISSION IS TWO-FOLD AND FOCUSED: TQ SUPPORT BENCH AND CLINICAL_CYSTINOSIS_ RESEARCH_
5 FOR BETTER_TREATMENTS AND_TQ FIND_ A CURE FOR CYSTINQSIS . _ _ _ _ _ o _______
f =
S| e e
31 2 Check this box ™ D if the organization discontinued its operations or disposed of more than 25% of its assets
g 3  Number of voting members of the governing body (Part VI, line 1a) 3 13
» | 4 Number of independent voting members of the governing body (Part VI, line 1b) 4q 13
3 5 Total number of employees (Part V, line 2a) 5 0
% 6 Total number of volunteers (estimate if necessary) 6 35
< 7a Total gross unrelated business revenue from Part VIII, column (C), fine 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 Vill, Iine 1h) 2,752,925, 3,223,627.
g 9 Program service revenue (Part VI _hne 2q)
> | 10 Investment income (Part VIII, Iumr%E ﬁ?eﬁ Dd) 48,418. -33,050.
€ | 11 Other revenue (Part VIlI, colunjn (Ax '-"Mk&{ y@ dlle)
12 Total revenue — add lines 8 thiqugh 11 (must equal Part V{l lumn (A), ine 12) 2,801, 343. 3,190,577.
13  Grants and similar amounts p @Fargg, leodnm (gmlﬂwe ?)-3 2,289,342. 2,079,853.
14 Benefits paid to or for members (Part IX, column (A), line
» | 15 Salaries, other compensation, mplo@@{gﬁﬁthﬁ@‘fﬁ(, coluthn (A), hnes 5-10)
§ 16a Professional fundraising fees (Part-TX;cofum ; =
§- b Total fundraising expenses (Part 1X, column (D}, line 25) » 320,984. :
“117 other expenses (Part IX, column (A), ines 11a-11d, 11f-24f) 627,095, 510, 030.
18 Total expenses Add hines 13-17 (must equal Part IX, column (A), ine 25) 2,916,437. 2,589, 883.
19 Revenue less expenses Subtract line 18 from line 12 -115,094. 600,694,
Eé Beginning of Year End of Year
§§ 20 Total assets (Part X, line 16) 3,041,733. 4,010,391.
5‘3; 21 Total habilities (Part X, ine 26) 1,961,670. 2,107,675.
Zi| 22 Net assets or fund balances Subtract line 21 from line 20 1,080,063, 1,902,716,
[Partl Signature Block

Under penalties of perjury | declare lhat | have examined this return includin companying schedules and statemenls and to the best of my knowledge and belief 1t s
true correct and complede Declaralion of preparer (other thap,offi r)_ns'b on all inférmation of which preparer has any knowledge

Sign > TAAAy b( 7/?0 /2 o/ (2

Here Signture of officer 2 # / /oate 4

» GEOFFREY STACK TRUSTEE

Type or print name and title

Date Check if Preparer’s identifying number

Paid m self s > I:I (see nstructions)
reparer's employe
Pre' SPIana[ure » m 9#?,//0 553-08—6528

parer s Firm's name (or MONTGOMERY; MCK & COMPAN

3,51% ffies w5051 VARIEL AVENUE en > 95-4489850

2P <4 WOODLAND HILLS, CA 91367 Phoneno > (818) 999-6967
May the IRS discuss this return with the preparer shown above? (see instructions) m Yes [—] No
BAA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. TEEAOI113L 122909  Form 990 (2009)
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Form990‘(2009) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2
 [Partlll | Statement of Program Service Accomplishments
1 Briefly describe the organization's mission
CYSTINOSIS RESEARCH FQUNDATION'S MISSION IS TWO-FOLD AND FOCUSED: TO SUPPORT BENCH

CYSTINOSIS. ol
2 D the organization undertake any significant program services during the year which were not listed on the prior
Form 990 or 990-EZ? D Yes No
If 'Yes," describe these new services on Schedule O
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? D Yes No

If 'Yes,' describe these changes on Schedule O

4 Describe the exempt purpose achievements for each of the organization's three largest program services by expenses Section 501(¢)(3)
and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and allocations to others, the total
expenses, and revenue, if any, for each program service reported

4a (Code _!) (Expenses $ 2,079,853, including grants of $ 2,079,853, ) (Revenue $ )

4b (Code (Expenses $ 46,310. including grants of  $ ) (Revenue $ )
FUNDING QUALITY CYSTINOSIS RESEARCH STUDIES REMAINS A PRIORITY AND IS AN ONGOING

4¢ (Code B ) (Expenses $ 12,616. including grants of $ ) (Revenue $ )
PRINTING AND POSTAGE COSTS FOR PROGRAM SERVICES

4d Other program services (Describe in Schedule O ) SEE SCHEDULE O
(Expenses _ $ including grants of  § ) (Revenue $ )
4e Total program service expenses » 2,138,779.

BAA TEEA0102L  07/20/09 Form 990 (2009)
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* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3

|[Part IV [Checklist of Required Schedules

10

1

12

12

13
14

15

16

17

18

19

20

Yes| No
Is the organization described In section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,' complete
Schedule A 1 X
Is the organization required to complete Schedule B, Schedule of Contributors? 2 X
Did the organization engage n 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
Section 501(cX3) organizations Did the orgamization engage in lobbying activities? If 'Yes,' complete
Schedule C, Part Il 4 X
Section 501(cX4), 501(cX5), and 501(cX6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If 'Yes,’ complete Schedule C, Part Il| 5
Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the right to
pProw?e advice on the distribution or investment of amounts in such funds or accounts? If 'Yes,' complete Schedule D, X
art 6
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 Il 7 X
Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,'
complete Schedule D, Part Il 8 X
Did the organization report an amount in Part X, line 21, 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
Did the organization, directly or through a related organization, hold assets in term, permanent, or quasi-endowments? /4
'Yes,' complete Schedule D, Part V 10
Is the organization's answer to any of the following questions 'Yes'? If so, complete Schedule D, Parts VI, VII. Vill, IX, or
X as applicable 11 X
® Did the organization report an amount for land, buildings and equipment in Part X, line 107 /f 'Yes,' complete Schedule f:‘ o %5 i
D, Part VI : ; ¢
® Did the organization report an amount for iInvestments— other securities m Part X, line 12 that 1s 5% or more of its total i
assets reported in Part X, line 16? /f 'Yes,' complete Schedule D, Part VIl
® Did the organization report an amount for investments— program related in Part X, line 13 that 1s 5% or more of its total | 7 | ’% :
assets reported 1n Part X, ine 167 If 'Yes,' complete Schedule D, Part VIlI v g
® Did the organization report an amount for other assets in Part X, line 15 that 1s 5% or more of Hs total assets reported In
Part X, ne 167 If 'Yes,' complete Schedule D, Part IX ) )
® Did the organization report an amount for other habilities in Part X, line 257 If 'Yes,’ complete Schedule D, Part X Z« i % %
® Did the organization's separate or consolidated financtal statements for the tax year inciude a footnote that addresses ¢ ,:;;s i
the organizatton's habilty for uncertain tax positions under FIN 487 If'Yes,' complete Schedule D, Part X -2
Did the organization obtain separate, independent audited financial statement for the tax year? If 'Yes,' complete
Schedule D, Parts XI, Xll, and Xl 12 X
AWas the organization included in consolidated, independent audited financial statement for the tax Yes| No x%ﬁ\%‘ \2%
year? If 'Yes,' completing Schedule D, Parts X!, XlI, and Xl 1s optional 12 A X §fy§ ol By
Is the organization a school described in section 170(b)Y(1)(A)()? |f 'Yes,' complete Schedule E 13 X
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, and program service activities outside the United States? If 'Yes,' complete Schedule F, Part | 14h X
Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If 'Yes,' complete Schedule F, Part Il 15 X
Did the organization report on Part IX, column (A), hne 3, more than $5,000 of aggregate grants or assistance to
individuals tocated outside the United States? If 'Yes,’ complete Schedule F, Part Il 16 X
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), hnes 6 and 11e? If 'Yes,' complete Schedule G, Part | 17 X
Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIII,
lines 1c and 8a? If 'Yes,' complete Schedule G, Part I 18 X
Did the organization report more than $15,000 of gross income from gaming activities on Part VI, ine 9a? If 'Yes,’
complete Schedule G, Part Il 19 X
Did the organization operate one or more hospitals? If 'Yes,' complete Schedule H 20 X

BAA TEEAO103L 02/12110

Form 990 (2009)
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* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4
[Part IV |[Checklist of Required Schedules (continued)

Yes| No
21 Did the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), hine 1? If 'Yes,' complete Schedule |, Parts | and Il 21 X
22 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part
I1X, column (A), hne 27 If 'Yes,' complete Schedule I, Parts | and Il 22 X

23 Did the organization answer 'Yes' to Part VI, Section A, line 3, 4, or 5 about compensation of the organization's current
and fgrr/neg officers, directors, trustees, key employees, and highest compensated employees? If 'Yes,' complete %
Schedule 23

24 a Did the organization have a tax-exempt bond i1ssue with an outstanding principal amount of more than $100,000
as of the last day of the year, and that was 1ssued after December 31, 2002? If ‘Yes,' answer hines 24b through 24d and

complete Schedule K If 'No,'go to lne 25 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

any tax-exempt bonds? 24c
d Did the organization act as an ‘on behalf of' 1ssuer for bonds outstanding at any time during the year? 24d

25a Section 501(c)X3) and 501(cX4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person dunng the year? If 'Yes,' complete Schedule L, Part | 25a X

b Is the orgamization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? If 'Yes,' complete
Schedule L, Part | 25b X

26 Was a loan to or by a current or former officer, director, trustee, key employee, highly compensated employee, or
disqualified person outstanding as of the end of the organization's tax year? If 'Yes,' complete Schedule L, Part Il 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection comittee member, or to a person related to such an individual? /f 'Yes,' complete
Schedule L, Part Il 27 X

N i

28 Was the organization a party to a business transation with one of the following parties (see Schedule L, Part IV :

instructions for applicable filing thresholds, conditions, and exceptions)

a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV 28a] X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes.' complete
Schedule L, Part IV 28b| X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member)
was an officer, director, trustee, or direct or indirect owner? If 'Yes,' complete Schedule L, Part IV 28¢ X
29 Did the organization receive more than $25,000 tn non-cash contributions? If 'Yes,' complete Schedule M 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or quahfied conservation
contributions? If 'Yes,' complete Schedule M 30 X
31 Did the organization hquidate, terminate, or dissolve and cease operations? If 'Yes,' complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If 'Yes,' complete
Schedule N, Part Il 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections
301 7701-2 and 301 7701-3? /f 'Yes,' complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity? If 'Yes,' complete Schedule R, Parts i1, Ill, IV, and V, X
hine 1 34
35 Is any related organization a controlled entity within the meaning of section 512(b)(13)? If 'Yes,' complete Schedule R,
Part V, line 2 35 X
36 Section 501(c)X3) organizations. Did the organization make any transfers to an exempt non-chantable related
organization? /f 'Yes,' complete Schedule R, Part V, line 2 36 X
37 Dud the organization conduct more than 5% of its activities through an entity that 1s not a related organization and that 1s
treated as a partnership for federal income tax purposes? If 'Yes,' complete Schedule R, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, Iines 11 and 19?
Note. All Form 990 filers are required to complete Schedule O 38 X
BAA Form 990 (2009)

TEEA0104L 02/12/10
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* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 5

{PartV___ |Statements Regarding Other IRS Filings and Tax Compliance

Yes | No
1a Enter the number reported in Box 3 of form 1096, Annual Summary and Transmittal of U S ,
Information Returns Enter -0- if not apphcable 1a 0 i
» i

b Enter the number of Forms W-2G included in line 1a Enter -0- if not applicable 1b 0 Y

¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming R .
(gambling) winnings to prize winners? 1c

2 a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, filed for the i
calendar year ending with or within the year covered by this return 2a 0 I T
2b If at least one 1s reported on line 2a, did the organization file all required federal employment tax returns? 2b
Note. If the sum of lines 1a and 2a 1s greater than 250, you may be required to e-file this return (see nstructions) _L o *@;j
3a Did the organization have unrelated business gross mcome of $1,000 or more during the year covered by
this return? 3a X
b If 'Yes' has it filed a Form 990-T for this year? If ‘No," provide an explanation in Schedule O 3b
4a At any time during the calendar year, did the organization have an interest In, or a signature or other authonty over, a
financial account 1n a foreign country (such as a bank account, securities account, or other financial account)?

b If 'Yes," enter the name of the foreign country » BERMUDA ’?,i
See the instructions for exceptions and filing requirements for Form TD F 90-22 1, Report of Foreign Bank and ¥
Financial Accounts o

5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? X

b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction? X

¢ If 'Yes," to line 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter Transaction? 5¢

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? 6a X

b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were not

deductible? 6b
7 Organizations that may receive deductible contributions under section 170(c). L T,

a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services L -
provided to the payor? 7a X

b If "Yes,' did the otganization 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 1o file
Form 82827 7c¢ X

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

e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? 7e X

f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f X

g For all contributions of quahfied intellectual property, did the organization file Form 8899 as required? 79

h For contributions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? 7h

8 Sponsoring organizations maintaining donor advised funds and section 509(a)X3) supporting organizations. Did the fm
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business - - -3
holdings at any time during the year? 8

9 Sponsoring organizations maintaining donor advised funds. %‘i\g& . *:

a Did the organization make any taxable distrnibutions under section 49667 9a

b Did the orgamization make any distribution to a donor, donor advisor, or related person? 9b

10 Section 501(cX7) organizations. Enter
a Inittiation fees and capital contributions included on Part VIli, hine 12 10a E
b Gross Receipts, included on Form 990, Part Vill, ine 12, for public use of club facilities 10b :
11 Section 501(c)X12) organizations. Enter

a Gross income from other members or shareholders Ma

b Gross income from other sources (Do not net amounts due or patd to other sources against
amounts due or received from them ) 11b

12a Section 4947(a)1) non-exempt chantable trusts. Is the organization filing Form 990 in lieu of Form 104172 12a
b If 'Yes,' enter the amount of tax-exempt interest receved or accrued during the year | 12ﬂ
BAA Form 990 (2009)

TEEAQ105L 02/12/10
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Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 6

Part VI | Governance, Management and Disclosure For each 'Yes' response to lines 2 through 7b below, and for

a 'No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions

Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body 1a 13 ) |
b Enter the number of voting members that are independent 1b 13 i
2 Did any officer, director, trustee, or key employee have a fam{njlirelatlonsmp or a business relationshup with any other i
officer, director, trustee or key employee? SEE SCHEDULE O 2| X
3 Did the organization delegate control over management duties customanly 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 organizalion make any significant changes to its organizational documents 4 X
since the prior Form 990 was filed?
5 Did the organization become aware during the year of a matenial diversion of the organization's assets? 5 X
6 Does the organization have members or stockholders? 6 X
7a Does the organization have members, stockholders, or other persons who may elect one or more members of the
governing body? 7a X
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by E
the following A
a The governing body? 8a] X
b Each committee with authority to act on behalf of the governing body? 8b] X
9 |Is there any officer, director or 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 O 9 X

Section B. Policies (This Section B requests information about policies not required by the Internal
Revenue Code )

Yes{ No
10a Does the organization have local chapters, branches, or affiiates? 10a X
b If 'Yes,' does the organization have written policies and procedures governing the activibies of such chapters, affiliates,
and branches to ensure their operations are consistent with those of the organization? 10b
11 Has the orgamization provided a copy of this Form 990 to all members of its governing body before filing the form? 11 X
11 ADescribe in Schedule O the process, if any, used by the organization to review this Form 990 SEE SCHEDULE O
12 a Does the organization have a written conflict of interest policy? If ‘No,’ go to line 13 12al] X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give nse
to conflicts? 12b] X
¢ Does the organization regularly and consistently monitor and enforce comphance with the policy? If 'Yes,' describe 1n
Schedule O how this 1s done SEE SCHEDULE O 12¢| X
13 Does the organization have a written whistleblower policy? 13 X
14 Does the organization have a wrnitten document retention and destruction policy? 14 X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? » R
a The organization's CEQ, Executive Director, or top management official 15a X
b Other officers of key employees of the organization 15b X
If 'Yes' to hine 15a or 15b, describe the process in Schedule O (See instructions )
16a Did the organization mvest in, contribute assets to, or participate in a joint venture or similar arrangement with a taxable | - -
entity during the year? 16a X
b If 'Yes," has the organization adopted a wnitten policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization's exempt
status with respect to such arrangements? 16b

Section C. Disclosures

17 List the states with which a copy of this Form 990 1s required to be filed » NONE

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

D Own website Another’s website Upon request

19 Describe in Schedule O whether (and if so, how) the orﬂamzatlon makes 1ts governing documents, conflict of interest policy, and financial
statements available to the public SEE SCHEDULE O

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization
» GEOFFREY STACK 18802 BARDEEN AVE IRVINE CA 92612 949 756-5959

BAA Form 990 (2009)
TEEA0106L 02/05/10




* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 7

Part VIl | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

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

1a Complete this table for all persons required to be hsted Report compensation for the calendar year ending with or within the
organizations’s tax year Use Schedule J-2 if additional space 1s needed

® | st all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation Enter -0-71n columns (D), (E), and (FY if no compensation was paid

® st all of the organization's current key employees See instructions for definition of 'key employees '

® | st the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who
received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any
related organizations

o |ist 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

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

List persons in the following order individual trustees or directors, inshitutional trustees, officers, key employees, highest compensated
employees, and former such persons

Check this box If the organization did not compensate any current officer, director, or trustee

(A) 1)) (c) (D) (E) (F
Name and Title Axg[‘arge Position (check all that apply) Reportable Reportable Estimated
os|slolx]ex]| = compensation from compensation from amount of other
per week ; a i =& g ‘g_ 9 thz? ovgam_zallon relalt_ed organlzahons compensation
S<t=Zl8la 22| 3 (W-2/1099-MISC) (W-2/1099-MISC) from the
gegls|l~|31se|¢® organization
GEOFFREY STACK ________ |
TRUSTEE 0 X 0. 0. 0.
NANCY STACK __ |
TRUSTEE 30 X 0. 0. 0.
DONALD L. SOLSBY |
TREASURER 0 X 0. 0. 0.
RENEE CARTER _ ____ |
DIRECTOR 0 X 0. 0. 0.
DAVID CHRISTENSEN |
DIRECTOR 0 X 0. 0. 0.
JASON GRIER __ _________ |
DIRECTOR 0 X 0. 0. 0.
JOHN S. HAGESTAD |
DIRECTOR 0 X 0. 0. 0.
LYNETTE HAYDE = _______ |
DIRECTOR 0 X 0. 0. 0.
MICHAEL K. HAYDE |
DIRECTOR 0 X 0. 0. 0.
KRIS K. ELFTMANN |
DIRECTOR 0 X 0. 0. 0.
KEVIN PARTINGTON _ |
DIRECTOR 0 X 0. 0. 0.
TERESA PARTINGTON _ ____ _ |
DIRECTOR 0 X 0. 0. 0.
JERRY SCHNEIDER, M.D. ___ |
DIRECTOR 0 X 0 0 0

BAA TEEAOI07L 11/10/09 Form 990 (2009)
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* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 8

| Part VIl | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont.)

A) (B)

Name and Title Average
hours

per week

(©)

Posthion {(check all that apply)

J0}024Ip 10
39)SNy} [BNPIAIPUY|

99)snJ} (RUON}SU)|

1220

asfojdwa Aay

Sakojdwa

pajesuaduwiod ysaybiy

-

Jawo

()

Reportable
compensation from
the organization
(W-2/1099-MISC)

®

Reportable
compensation from
related orgamzahons
(W-2/1099-MISC)

F

Estimated
amount of olher
compensation
from the
organization
and related
organizations

1b Total > 0. 0. 0.
2 Total number of individuals (including but not hmited to those listed above) who received more than $100,000 in reportable compensation
from the organizaton » 0
Yes| No
3 Did the orgamization list any former officer, director or trustee, key employee, or highest compensated employee '
on line 1a? If 'Yes,' complete Schedule J for such individual 3 X
4 For any individual hsted on hne 1a, 1s the sum of reportable compensation and other compensation from
the organization and related organizations greater than $150,000? /f 'Yes' complete Schedule J for such -
individual 4 X
5 Did any person hsted on hne 1a receive or accrue compensation from any unrelated organization for services
rendered to the organization? If 'Yes,' complete Schedule J for such person 5 X
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the orgamzation
B) ©)

(A
Name and business address

(
Description of Services

Compensation

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

$100,000 1n compensation from the organization » 0

BAA

TEEAQ0108L 01/30/10

Form 990 (2009)
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* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 9
[Part VIII| Statement of Revenue
(A) ©) )

Tolal revenue Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revenue 512, 513, or 514

@0 1a Federated campaigns 1a
EE b Membership dues 1b
:.% ¢ Fundraising events 1¢| 1,175,129, !
'taig d Related organizations 1d
gg e Government grants (contributions) le
8% f All other contributions, gifts, grants, and
%’g similar amounts not included above 11| 2,048,498. éfi
£2| g Noncash contribns included in Ins 1a-1f 83,852. %
8% h Total. Add lines 1a-1f > 3,223,627. &
é Business Code o ) B s
Wil 2a
8| CIIIIIITIIITIIIT
Sl e o ____
S d_ o _____
2| e ______
§ f All other program service revenue
& | g Total. Add lines 2a-2f > f
3 Investment income (including dividends, interest and
other similar amounts) 38,527. 38,527.
4 Income from investment of tax-exempt bond proceeds »
5 Royalties >
() Real (i) Personal )
6a Gross Rents l
b Less rental expenses P :
¢ Rental income or (loss) 1
d Net rental income or (loss) »
7 a Gross amount from sales of () Securiies () Other
assets other than inventory 386,089.
b Less cost or other basis
and sales expenses 457, 666.
¢ Gain or (loss) -71,577. L
d Net gain or (loss) > -71,577. -71,577.
w | 8a Grossncome from fundraising events 5
2 (not including $ 1,175,
E of contributions reported on hne 1¢)
s See Part IV, line 18 a
E b Less direct expenses b
e c Net income or (loss) from fundraising events >
9a Gross Income from gaming activities
See Part 1V, line 19 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 inventory >
Miscellaneous Revenue Business Code
wa_ __ o ____
b
c__
d All other revenue
e Total. Add hnes 11a-11d >
12 Total revenue. See instructions » 3,190,577. -33,050. 0. 0

BAA

TEEAQ109L 02/i2/10

Form 990 (2009)




Form 990|(2009) 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) but are not required to complete columns (B), (C), and (D).
. . (A) (B) ©) (D)
Do not include amounts reported on lines Total expenses Program service Management and Fundraising
6b, 7b, 8b, 9b, and 10b of Part VIll. expenses general expenses expenses
1 Grants and other assistance to governments g !
and organizations in the US See Part IV, ~ gé
hne 21 1,357,903. 1,357,903. o Thah e
2 Grants and other assistance to individuals in . - #
the US See Part IV, line 22 p \ o
3 Grants and other assistance to governments, . Xﬁﬁ? ‘5"‘",
organizations, and individuals outside the T
U3 SeePart IV, ines 15 and 16 721, 950. 721,950. &L &
4 Benefits paid to or for members wid B
5 Compensation of current officers, directors,
trustees, and key employees 0. 0. 0. 0.
6 Compensation not inciuded above, to
disqualified persons (as defined under
section 4958(f)(1) and persons described in
section 4958(c)(3)(B) 0. 0. 0. 0.
Other salanes and wages
Pension plan contributions (include section
401(k) and section 403(b) employer
contributions)
9 Other employee benefits
10 Payroll taxes
11 Fees for services (non-employees)
a Management
b Legal
¢ Accounting 25,965. 20,494. 5,471.
d Lobbying
e Prof fundraising svcs See Part IV, In 17
f Investment management fees
g Other
12 Advertising and promotion 19,750. 19,750.
13 Office expenses
14 Information technology
15 Royalties
16 Occupancy
17 Travel
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 affihates
22 Depreciation, depletion, and amortization 8,249, 8,249,
23 Insurance
24 Other expenses Itemize expenses not i
covered above (Expenses grouped together .
and labeled miscellaneous may not exceed
5% of total expenses shown on line 25 i
below ) )
a OUTSIDE SERVICES 74, 689. 31,625. 43,064.
b PRINTING AND PUBLICATIONS _ 70,901 . 12,616. 11,032. 47,253,
c HOTEL FEES - FUNDRAISER 68,769. 68,769.
d PROFESSIONAL SERVICES , 40,569. 40, 569.
e SPEAKER FEES 40, 000. 40,000.
f All other expenses. 161,138. 46,310. 18,151. 96,677.
25 Total functional expenses Add lines 1 through 24f 2,589, 883. 2,138,779. 130,120. 320, 984.
26 Joint costs. Check here » D if following

SOP 98-2 Complete this line only If the
organization reported in column (B) joint
costs from a combined educational
campaign and fundraising solicitation

BAA

TEEAQ110L  02/05/10

Form 990 (2009)



* Form 990 (2009) CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 11
[Part X [ Balance Sheet
(A) (B)
Beginning of year End of year
1 Cash — non-interest-bearing 1
2 Savings and temporary cash investments 2,341,646.| 2 2,103,655,
3 Pledges and grants receivable, net 110,720.] 3 1,202,423.
4 Accounts receivable, net 4
5 Recewvables from current and former officers, directors, trustees, key employees,
and highest compensated employees Complete Part It of Schedule L 5
6 Receivables from other disqualified persons (as defined under section 4958(f)(1)) | ~ . . if_@ej
A and persons described in section 4958(c)(3)(B) Complete Part Il of Schedule L 6
s | 7 Notes and loans receivable, net 7
E 8 Inventories for sale or use 8
sl 9 Prepaid expenses and deferred charges 57,023.| 9 29,691,
10a Land, buildings, and equipment cost or other basis | 10a 47,188. LB
Complete Part VI of Schedule D o o ‘”’;i
b Less accumulated depreciation. 10b 11,203. 36,359.] 10¢ 35, 985.
11 Investments — publicly-traded securities 495,985.| 11 638, 637.
12 Investments — other securities See Part IV, line 11 12
13 Investments — program-related See Part IV, line 11 13
14 intangible assets 14
15 Other assets See Part IV, ine 11 15
16 Total assets Add lines 1 through 15 (must equal line 34) 3,041,733.| 16 4,010, 391.
17 Accounts payable and accrued expenses 20,430.[17 15,304.
18 Grants payable 1,941,240.| 18 2,092,371.
19 Deferred revenue 19
l|' 20 Tax-exempt bond habihties 20
Q 21 Escrow or custodial account habihity Complete Part IV of Schedule D 21
,'_ 22 Payables to current and former officers, directors, trustees, key employees, ) v
1|_ highest compensated employees, and disqualfied persons Complete Part If
l!: of Schedule L 22
s | 23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other habilites Complete Part X of Schedule D 25
26 Total liabilities. Add hines 17 through 25 1,961,670.| 26 2,107,675.
N Organizations that follow SFAS 117, check here > and complete lines '
T 27 through 29 and lines 33 and 34. . o <, r
21 27 Unrestricted net assets 1,080,063.[27 1,902,716.
% 28 Temporarnily restricted net assets 28
S| 29 Permanently restricted nel assets 29
R Organizations that do not follow SFAS 117, check here > |:| and complete
5 lines 30 through 34.
Bl 30 Capital stock or trust principal, or current funds 30
g 31 Paid-in or capital surplus, or land, bullding, and equipment fund 31
5|1 32 Retained earnings, endowment, accumulated income, or other funds 32
g 33 Total net assets or fund balances 1,080,063.|33 1,902,716,
S| 34 Total liabilities and net assets/fund balances. 3,041,733.| 34 4,010,391.
BAA Form 990 (2009)
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* Form 990 (2009) CYSTINOSIS RESEARCH FQUNDATION

32-0067668 Page 12
|Part XI | Financial Statements and Reporting
Yes [ No
1 Accounting method used to prepare the Form 990 D Cash Accrual D Other :
If the organization changed its method of accounting from a prior year or checked 'Other,’ explain :
in Schedule O N
2a Were the organization's financial statements compiled or reviewed by an independent accountant? 2a X
b Were the organization's financial statements audited by an independent accountant? 2bl X
c If 'Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2¢| X

If the organization changed either 1ts oversight process or selection process during the tax year, exptain

in Schedule O

d If 'Yes' to line 2a or 2b, check a box below to indicate whether the financial statements for the year were 1ssued on a

consolidated basis, separate basis, or both

Separate basis D Consolidated basis D Both consolidated and separate basis

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

Audit Act and OMB Circular A-133?

b If 'Yes,' did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explamn why in Schedule O and descrnbe any steps taken to undergo such audits

JSEESCT S

3a X

3b

BAA

TEEAQM12L 02/05/10

Form 990 (2009)




OMB No 1545 0047

(SrsrtlnEsgéJg}Esé%-EZ) Public Charity Status and Public Support 2009

Complete if the organization is a section 501(c)X3) organization or a section 4947(aX1) P
nonexempt charitable trust. Open to~ i’ublic

el BovenoeSermce.” > Attach to Form 990 or Form 990-EZ. > See separate instructions. le‘gpectj?n A
Name of the orgamization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

{Part| |Reason for Public Charity Status (All organizations must complete this part.) See mstructions
The orgamzation 1s not a private foundation because it 1s (For lines 1 through 11, check only one box )

1 A church, convention of churches or association of churches described in section 170(bX1XAXi).

2 | | A school described in section 170(b)1XAX1i). (Attach Schedule E )

3 ___ A hospital or cooperative hospital service organization described in section 170(b)(1XAXii1).

4 | | A medical research organization operated in conjunction with a hospital described in section 170(b)(1)AXiii) Enter the hospital's

name, oy, and state _ _
5 D An organization operated for the benefit of a college or university owned or operated by a governmental unit described in section

— 170(bX1XAXiv). (Complete Part I1)
A federal, state, or local government or governmental unit described in section 170(b)1XAXV).
X | An organizabion that normally receives a substantial part of its support from a governmental unit or from the general public described
— In section 170(b)}1XAXvi). (Complete Part 1 )
8 D A community trust described in section 170(b)}(1XA)Xvi). (Complete Part Il')

9 D An organization that normally receives (1) more than 33-1/3 % of its support from contributions, membership fees, and gross receipts
from activities related to its exempt functions — subject to certain exceptions, and (2) no more than 33-1/3 % of its support from gross
investment 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 it )

10 HAn organization organized and operated exclusively to test for public safety See section 50%a)4).

1 An organization organized and operated exclusively for the benefit of, to perform the functions of, or 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 that
describes the type of supporting organization and complete lines 11e through 11h

a DType | b DType Il c D Type Il — Functionally integrated d |:] Type lll— Cther

e |:| By checking this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualified persons other
than foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section

~N o

509(a)(2)
f If the organization received a wnitten determination from the IRS that 1s a Type |, Type Il or Type il supporting organization, D
check this box
g Since August 17, 2006, has the organization accepted any gift or contnibution from any of the following persons?
l Yes| No
| (i) a person who directly or indirectly controls, either alone or together with persons described in (n) and (i)
; below, the governing body of the supported organization? Mg
i (i) a family member of a person described in (1) above? 11g (1)
(iii) a 35% controlled entity of a person described in (1) or (i) above? 11g (ni)
h Provide the following information about the supported organizations
‘ (1) Name of Supported () EIN (in) Type of orgamization (v) Is the (v) Did you notify (v1) Is the {vir) Amount of Support
Organization (described on lines 1-3 organization in col | the organization in | organization in col
above or IRC section (1) histed in your col (1) of (1) organized in the
(see instructions)) governing your support? us?
document?
Yes No Yes No Yes No
|
|
Total
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ Schedule A (Form 990 or 990-EZ) 2009

- -
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* Schedule A (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

Part Il |Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(AXVvi)
(Complete only If you checked the box on line 5, 7, or 8 of Part | )

Section A. Public Support

Galendar year (or fiscal year (a) 2005 (b) 2006 (c) 2007 (@) 2008 (e) 2009 (f) Total
1 Gifts, grants, contributions and

bership f d D
M eiude unusual orants ) 11,148,690.]1,668,193.12,562,050.]2,752,925.|3,223,627.| 11, 355, 485.

2 Tax revenues levied for the
organization's benefit and
either paid to 1t or expended
on its behalf 0.

3 The value of services or
facihities furnished to the
organization by a governmental
unit without charge Do not
include the value of services or
facilities generally furmished to
the pubhc without charge 0.

4 Total. Add Iines 1-through 3 1,148,690./1,668,193.|2,562,050.{2,752,925.(3,223,627.|11,355,485.

5 The portion of total
contributions by each person
(other than a governmental
unit or publicly supported
organization) included on line 1
that exceeds 2% of the amount
shown on line 11, column (f) 4,077,188.

6 Public support. Subtract ine 5
from line 4 7,278,297.

Section B. Total Support

ggg;;‘ﬁi"’l{gyfna)’im fiscal year (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009  Total
7 Amounts from line 4 1,148,690.11,668,193.12,562,050.|2,752,925.[3,223,627.]11,355,485.

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income form

similar sources 11,993. 48, 939. 106, 545. 48,418. 38,527. 254,422,

9 Net income from unrelated
business activities, whether or
not the business I1s regularly .
carried on 0.

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

Part IV) 0.
11 Total support. Add lines 7
through 10 11,609,907.
12 Gross receipts from related activities, etc (see instructions) I 12 0.
13 First five years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here > ﬂ
Section C. Computation of Public Support Percentage
14 Public support percentage for 2009 (hne 6, column (f) divided by line 11, column (f) 14 62.7%
15 Public support percentage from 2008 Schedule A, Part i, line 14 15 69.7%

16a 33-1/3 support test — 2009. If the organization did not check the box on line 13, and the line 1415 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 — 2008. If the organization did not check a box on line 13, or 16a, and line 15 1s 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization D

17 a 10%-facts-and-circumstances test — 2009 If the organization did not check a box on line 13, 16a, or 16b, and line 1415 10%
or more, and if the organization meets the ‘facts-and-circumstances’ test, check this box and stop here. Explaln in Part IV how
the organlzatlon meets the 'facts-and-circumstances’ test The orgamzahon qualifies as a publicly supported organization > D

b 10%-facts-and-circumstances test — 2008. if the organization did not check a box on hne 13, 16a, 16b, or 17a, and line 15 is 10%
or more, and If the orgamzahon meets the 'facts-and-circumstances’ test, check this box and stop here. Exp|a|n in Part IV how the

orgamzatlon meets the 'facts-and-circumstances’ test The organizalion 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 Schedute A (Form 990 or 990-E2) 200?
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* Schedule A (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3
Part lll_| Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 9 of Part | )
Section A. Public Supponrt

Calendar year (or fiscal yr beginning in)™> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
1 Gifts, grants, coniributions and
membershlp fees received (Do

not include 'unusual grants '

2 Gross receipts from
admussions, merchandise sold
or services performed, or
faciities furnished in a activity
that 1s 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
its behalf

5 The value of services or
facihties furmished by a
governmental unit to the
organization without charge

6 Total. Add lines 1 through &

7 a Amounts included on hnes 1,
2, 3 recetved from disqualified
persons

b Amounts included on tines 2
and 3 received from other than
disqualified persons that
exceed the greater of 1% of
the amount on hne 13 for the
year

¢ Add hnes 7a and 7b
8 Public support (Subtract line
7¢ from line 6 )
Section B. Total Support
Calendar year (or fiscal yr beginning in) > (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total

9 Amounts from line &

10a Gross income from interest,
dividends, payments received
on securtties loans, renis,
royalties and income form
similar sources.

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

¢ Add lines 10a and 10b

11 Net income from unrelated business
activities not included inline 10b,
whether or not the business 1s
reqularly carried on

12 Other income Do not include

gain or loss from the sale of
capital assets (Explain in
Part IV)

13 Total support. (addins 9, 10c, 11, and 12)
14 First five years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check this box and stop here > H
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2008 Schedule A, Part I, ine 15 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (line 10c, column (f) divided by hine 13, column (f)) 17 Y%
18 Invesiment income percentage from 2008 Schedule A, Part IH, ine 17 18 %
19a 33-1/3 support tests — 2009. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3%, and Iine 17 is not
. more than 33-1/3%, check this box and stop here. The orgarization quahfies as a publicly supported organization > D

b 33-1/3 support tests — 2008. If the organization did not check a box on line 14 or 19a, and lhine 16 1s more than 33-1/3%, and line 18

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

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions > ’::I

BAA TEEA0403L 02/15/10 Schedule A (Form 990 or 990-EZ) 2009
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* Schedule A (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4
Part IV | Supplemental Information. Complete this part to provide the explanations required by Part I, hine 10;

Part Il, ine 17a or 17b; and Part lll, ine 12 Provide any other additional information See Instructions.
BAA TEEA0404L  02/05/10 Schedule A (Form 990 or 990-E2Z) 2009
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OMB No 1545 0047
SCHEDULE D ] ) °
(Form 990) Supplemental Financial Statements 2009
> Complete'i)f the orlganizgtionsags:vgrgle%i 'Ye?é to Form 990, 5 - .
artiv, lines 6,7,8,9,10,11, or 12. Open to Public ¢,
Pn?é’?n’;ﬁ“ﬁ?vé’éu”;esﬂfi‘?ﬁe” i > Attach to Form 990. > See separate instructions Inspection™ " ©
Name of the orgamzation Employer Identification number

CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Part| |Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts Complete If
the organization answered 'Yes' to Form 990, Part IV, line 6

(@) Donor advised funds {b) Funds and other accounts
1 Total number at end of year
2 Aggregate contributions to (during year)
| 3 Aggregate grants from (during year)
| 4 Aggregate value at end of year
5 Did the orgamnization 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? DYes |:| No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds may 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?? DYes D No

| Partll [Conservation Easements Complete if the organization answered 'Yes' to Form 990, Part IV, Iine 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 pleasure) Preservation of an historically important land area
| Protection of natural habitat Preservation of certified historic structure
Preservation of open space

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

) Held at the End of the Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included in (a) 2c
d Number of conservation easements included in (c) acquired after 8/17/06 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year >

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

| 5 Does the organmization have a written policy regarding the penodic monitoring, inspection, handling of violations,
| and enforcement of the conservation easement 1t holds? D Yes D No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements
during the year »
7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements

during the year »

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section

170(h)@)B)()) and 170(h)@)(B)(1)? [Jyes []nNo

9 In Part XIV, 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 Il | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets
Complete If the orgamization answered 'Yes' to Form 990, Part IV, line 8

1a If the organization elected, as permitted under SFAS 116, 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 XIV,
the text of the footnote to its financial statements that describes these items

b If the organization elected, as permitted under SFAS 116, 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

(1) Revenues included in Form 990, Part VI, ine 1 -3
(i) Assets included in Form 990, Part X >3

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

a Revenues included in Form 990, Part VIII, line 1 -3
b Assets included in Form 990, Part X -3
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
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* Schedule D (Form 990) 2009 CYSTINQOSIS RESEARCH FOUNDATION 32-0067668 Page 2

| Part Ili | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

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

a Public exhibition d Loan or exchange programs
b Scholarly research e B 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 XIV
5 Durning the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? |—| Yes lNo

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

1als the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not
included on Form 990, Part X? |:| Yes DNo

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

Amount

¢ Beginning balance 1¢
d Additions during the year 1d
e Distributions during the year le
f Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, line 217 D Yes D No
b If 'Yes,” explain the arrangement in Part XIV
| Part V | Endowment Funds Complete If organization answered 'Yes' to Form 990, Part 1V, line 10,
(a) Current year (h) Prior year (c) Two years back (d) Three years back (e) Four years back

O |

1a Beginning of year balance
b Contributions - oy

c Net Investment earnings, gains,
and losses

d Grants or scholarships

e Other expenditures for facilities
and programs

f Administrative expenses
g End of year balance
2 Provide the estimated percentage of the year end balance held as

[

a Board designated or quasi-endowment *> %
b Permanent endowment > 3
¢ Term endowment » %
3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by Yes No
(i) unrelated organizations 3a(i)
(i) related organizations 3a(ii)
b If 'Yes' to 3a(n), are the related organizations hsted as required on Schedule R? 3b
4 Describe in Part XIV the intended uses of the organization's endowment funds
[Part VI [Investments—Land, Buildings, and Equipment. See Form 990, Part X, line 10

Description of investment (a) Cost or other basis|  (b) Cost or other (c) Accumulated (d) Book Value
(tnvestment) basis (other) Depreciation

latand
b Buildings
¢ Leasehold improvements
d Equipment 47,188. 11,203~ 35,985,
e Other
Total. Add lines 1a through 1e (Column (d) must equal Form 990, Part X, column (B), line 10(c) ) > 35,985.
BAA Schedule D (Form 990) 2009

TEEA3302L 02/02/10




+ Schedule D (Form 990) 2009 CYSTINOSIS RESEARCH FOUNDATION

32-0067668 Page 3

|Part VII [Investments—Other Securities See Form 990, Part X, line 12

N/A

(a) Description of security or category
(including name of security)

(b) Book value

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

Financial derivatives
Closely-held equity interests
Other

Total. (Column (b) must equal Form 990 Part X, col. (B) ne 12) ™ S ,gii g\;c Lty ‘§a "’é.ﬁj
Part VIl Investments—Program Related (See Form 990, Part X, line 13) N/A
(a) Description of investment type (b) Book value (c) Method of valuation
Cost or end-of-year market value
Total (Column (b) must equal Form 990, Part X, Col (B) line 13) > s
[Part IX [Other Assets (See Form 990, Part X, line 15) N/A

(a) Description

(b) Book value

Total. (Column (b) must equal Form 990, Part X, col (B), line 15)

[Part X | Other Liabilities (See Form 990, Part X, line 25)

(a) Description of Liability

(b) Amount

Federal Income Taxes

Total (Column (b) must equal Form 990, Part X, col (B) line 25) ™

2. FIN 48 Footnote In Part XIV, provide the text of the footnote to the organization’s financial statements that reports the orgamzation's habihty

for uncertain tax positions under FIN 48

BAA

TEEA3303L 02/02/10

Schedule D (Form 990) 2009
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» Schedule D (Form 990) 2009 CYSTINOSIS RESEARCH FQUNDATION 32-0067668 Page 4
[Part XI |Reconciliation of Change in Net Assets from Form 990 to Financial Statements

1 Total revenue (Form 990, Part VIl ,column (A), hine 12) 3,190,577.
2 Total expenses (Form 990, Part IX, column (A), line 25) 2,589,883.
3 Excess or (deficit) for the year Subtract line 2 from line 1 600,694.
4 Net unrealized gains (losses) on investments
5 Donated services and use of facilities
6 Investment expenses
7 Pror period adjustments
8 Other (Descnbe in Part XIV)
9 Total adjustments (net) Add lines 4 through 8
10 Excess or (deficit) for the year per audited financial statements Combine lines 3 and 9 600,694.
<., [Part Xii |Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements 1 3,412,536.
2 Amounts included on hine 1 but not on Form 990, Part VIII, line 12
a Net unrealized gains on investments 2a 221,959.
b Donated services and use of facilities 2b
¢ Recoveries of prior year grants 2¢
d Other (Describe in Part XIV) 2d
e Add Iines 2a through 2d 2e 221,959.
3 Subtract line 2e from line 1 3 3,190,577.
4 Amounts included on Form 990, Part VI, ine 12, but not on line 1
a Investments expenses not included on Form 990, Part VI, line 7b 4a
b Other (Describe i Part XIV) ab
¢ Add hnes 4a and 4b Ac
5 Total revenue Add lines 3 and 4c. (This must equal Form 990, Part |, line 12) 5 3,190,577.
[Part XIIl [Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
1 Total expenses and losses per audited financial statements 1 2,589, 883.
2 Amounts included on line 1 but not on Form 990, Part 1X, line 25
a Donated services and use of facilities 2a
b Prior year adjustments 2b
¢ Other losses 2c
d Other (Describe in Part XIV) 2d
e Add lines 2a through 2d 2e
3 Subtract line 2e from line 1 3 2,589,883.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:
a Investments expenses not included on Form 990, Part VIII, line 7b 4a
b Other (Describe in Part XIV) ab
¢ Add lines 4a and 4b 4c¢
5 Total expenses Add lines 3 and 4¢c (This must equal Form 990, Part |, line 18) 5 2,589, 883.

|Part XIV | Supplemental Information

Complete thus part to provide the descriptions required for Part |, ines 3, 5, and 9, Part Ill, ines ta and 4, Part IV, lines 1b and 2b, Part V,
line 4, Part X, line 2, Part XI, hne 8, Part XIl, ines 2d and 4b, and Part XIll, lines 2d and 4b Also complete this part to provide any additional
information

BAA TEEA3304L 02/02/10 Schedule D (Form 990) 2009




« Schedule D (Form 990) 2009 CYSTINQSIS RESEARCH FOUNDATION 32-0067668 Page 5
| Part XIV | Supplemental Information (continued)

BAA TEEA3305L 07/10/09 Schedule D (Form 990) 2009



* Schedule F

e ags . . OMB No 1545 0047
Gcheduls Statement of Activities Outside the United States -

» Complete if the organization answered 'Yes' to Form 990, Part |V, line 14b, 15, or 16. 2009
Department of the Treasury » Attach to Form 990. > See separate instructions. Open to Public
Internal Revenue Service Inspection
Name of the orgamzation Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Part| | General Information on Activities Outside the United States. Complete if the orgamization answered 'Yes'
to Form 990, Part IV, line 14b.

1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or assistance, the

grantees’ eligibility for the grants or assistance, and the selection cnteria used to award the grants or assistance? Yes D No
2 For grantmakers. Describe in Part IV the organization's procedures for monitoring the use of grant funds outside the United States

3 Activities per Region (Use Schedule F-1 (Form 990) if additional space I1s needed )

(a) Region {b) Number of | (c) Number of (d) Activities conducted in | (e) If activity listed Iin (f) Total
offices In the employees or region (by type) (1 e, (d) 1s a program expenditures In
region agents in fundraising, program service, describe region
region services, grants to recipients specific type of
located In the region) service(s) In region
Totals » 0 0 0
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990.

Schedule F (Form 990) (2009)

TEEA3501L 07/06/09
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+ Schedule F (Form 990) 2009 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 4

|Part'lV_| Supplemental Information

Complete this part to provide the information required in Part |, ine 2, and any additional information

ADDITIONAL SUPPLEMENTAL INFORMATION

1) HOPITAL NECKER, 14% RUE DE SEVRES, PARIS, FRANCE

2) ACS DU CNRS, 16 RUE PIERRE ET MARIE CURIE, PARIS, FRANCE

__3)_AGS_INSERM PARIS V SAINTE ANNE, 149 75743 PARIS RUE DE SEVRES, PARIS, FRANCE __ _ __
___5) UNIVERSITY HOSPITAL LEUVEN HERESM, 49 3000 LEUVEN, LEUVEN, BELIGUM _____________

BAA TEEA3504L 07/06/09 Schedule F (Form 990) 2009




OMB No 1545-0047

SCHEDULE G Supplemental Information Regarding 2009
(Form 990 or 990-E2) Fundraising or Gaming Activities

Complete if the organization answered'Yes' to Form 990, Part 1V, lines 17, 18, e e o
Depariment of the Treasury or 19, or if the organization entered more than $15,000 on Form 990-EZ, line 6a. .Open to P_ubILC : —"’4[
I Bavenus Service > Attach to Form990 or Form 990-EZ. » See separate instructions. ' ,Ins;pectlg,p 5w
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Fundraising Activities. Complete If the organization answered 'Yes' to Form 990, Part IV, tine 17
Part| |Form 990EZ 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
Mail solicitations . Solicitation of non-government grants
Internet and email solicitations . Solicitation of government grants
Phone solicitations Special fundraising events

In-person solicitations

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

b If 'Yes,' list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser 1s to be
compensated at least $5,000 by the organization

(v) Amount paid to .
() Name of individual (@in) Activity | (i) Did fundraiser | (iv) Gross receipts (or retained by) (vi) Amount paid to
or entity (fundraiser) have custody or control from activity fundraiser histed in (or retained by)
of contributions? col (1) organization
Yes No
Total > 0.
3 List all states in which the organization 1s registered or licensed to solicit funds or has been notified it 1s exempt from registration
or licensing
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule G (Form 990 or 990-EZ) 2009

TEEA3701L 02/05/10




Sche(liule G (Form 990 or 990-EZ) 2009 CYSTINOSIS RESEARCH FOUNDATION

32-0067668

Page 2

{Part Il | Fundraising Events. Complete If the organization answered 'Yes' to Form 990, Part IV, line 18, or
reported more than $15,000 on Form 990-EZ, line 6a List events with gross receipts greater than $5,000.

Gross receipts
Less Chantable contributions

Gross income (Iine 1 minus line 2)

(a) Event #1
ANNUAL FUNDRAI

(b) Event #2

(c) Other Events

(d) Total Events
(Add col (a) through

(event type) (event type) (total number) col (C))
1,175,129, 1,175,129,
1,175,129, 1,175,129.

R

E

£

N 1

1]

3
2
3
4
5

VMNZMUXxXmM —-0OMmMI—-0
o]

Cash prizes
Noncash prizes
Rent/facity costs
Food and beverages
Entertainment

Other direct expenses

| 10 Direct expense summary Add lines 4- through 9 in column (d) >
i 11 Net income summary Combine hines 3, column (d) and line 10 >
Part lll| Gaming. Complete If the organization answered 'Yes' to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a
R (a) Bingo (b) Pull tabs/instant (c) Other gaming (d) Total gaming
E bingo/progressive (Add col (a) through
\é bingo col (c))
N
g
1 Gross revenue
|
| b %1 2 Cash prizes
: 1 P
| R E
| £ N) 3 Non-cash prizes
| TE
s
4 Rent/facility costs
5 Other direct expenses _ _
| |Yes % ||| Yes % || _lYes %
6 Volunteer labor No No No
‘ 7 Direct expense summary Add lines 2 through 5 in column (d) >
! 8 Net gaming income summary Combine lines 1, column (d) and line 7 >
YES| NO
9 Enter the state(s) in which the organization operates gaming activities
a Is the organization licensed to operate gaming activities in each of these states? 9a
b If 'No," explain
10aVV€re_ an; c?f?hg c?rg_a;z_alTo;'s_gammg licenses revoked, susp;rzje_d_or_termlnated during the E‘ax_y_e;r?— ________ 10a
b If 'Yes,' explain
11 Does the organization operate gaming activities with nonmembers? 11
12 Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to
administer chantable gaming? 12

BAA

TEEA3702L 02/05/10

Schedule G (Form 990 or 990-E2Z) 2009




- Schedule G (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 3

YES| NO
13 Indicate the percentage of gaming activity operated in
a The organization's facility 13a o
b An outside facility 13b 5

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

Name > _ _
Address ™ .
15a Does the organization have a contact with a third party from whom the organization receives gaming revenue? 15a
b If 'Yes,' enter the amount of gaming revenue received by the organization $ and the amount

of gaming revenue retained by the third party $
c If 'Yes,' enter name and address of the third party

16 Gaming manager information

Gaming manager compensation > $

Description of services provided »

D Director/officer DEmployee D Independent contractor

17 Mandatory distributions
a Is the organization required under state law to make charitable distributions from the gaming proceeds to retain the
state gaming license? 17a
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 » $
BAA TEEA3703L 02/05/10 Schedule G (Form 990 or 990-E2) 2009




6002 (066 WI0J) | 3INPaYIS 01/01/20 1L06EV33L *066 WO 4 10} SUONINASU| AY) 33S ‘AdI)ON 1Dy uoidnpay xuozwn_a& pue 0y \Aum>_hn_ 104 vvg

3S() "000'GE UBY) 210w paAeoal juaididal auo ou i X0g SIU} ¥OaUD 000°'G$ Uey) aiow paAisdal jey) jusidioal Aue 4o} g aul| ‘Al Hed ‘066
Wi04 0} SOA, Pasamsue uoneziuebio ay) JI 919|dwWo?) 'Sajels papun ay} ul suoljeziuebiQ pue SJUBWUIBACK) 0} dJUR)SISSY 43Y)0 pue sjuesn [ jEHed:
Se1e1S papun ey} ul spuny juesb jo asn sy} Bunioyuow o) sanpado.d s,uoneziueblo ayy Al Led Ut 89119seq g

(oouB]SISSE 10 sjuelb ay) pieme 0} Pasn BLAJLD UoId3|9S By}
pue ‘aouejsisse Jo syuelb sy 1oy AlgiBia sesjueib sy} ‘soue)sisse 1o sjuelb sy o Junowe sy} S1eNURISQNS 0} SPI0d3) ulejuiewWw uoneziueblo ay) ssoq L

O - mco:mN_Cmth 18yjo JO lsquinu |ejol Jsjug ¢

VAN < suoneziuebio Juswuiaaoh pue (£)(2) | QG UOISS JO J3quinu |80} J9UT g
HO¥Y3ASAY 0 "9£7°Z1¢ (€) (J) 105|pS6SERO-EE L£0Z6 ¥D ‘YTITOL Y1
TYIIAIN T 77 Tavod SENI4 ATWNOL N 0650T
T IINIIISNI HOYWVASIY SAdT¥0S dARL
HOWY3AS 0 0.8 821 (€) (D) 10G[0£960TT-bL Syz8L XI ‘OINOINY NVS
TYOIATN T T T T T T T T T evs09L xod 0°d
TAIWOTE 403 NOIIVANNOA ISIMHINOS
HOYYASTY 0 69068 (€) (J) 10S[8PLP9S0-T6 TOT186 YM 'ATLIIYAS
™ot 0 L T 00S# XYM EATTO 00TT
T 7 7 IY1I4SOH S.NINQTIHD FTIIVAS
HOYYASTT 0 ¥Z8 LS (€)(2) 105[8L98TF0~9F S0TLS @S ‘STT¥d XNOIS
oraaw| 0 |1 T 00L# IATWIS ISTZ 4 001T
T 7 asn ‘HDEYASIY TYIIAEA QHOJNYS
HO¥Y3AS3Y 0 €ET T {€) () 106[9290909-76 £09V6 ¥J 'ANYTIYO
TYIIQIN T T H00TA HIZI IS NITMNwad TTITT
YOAITYD 40 ALISYAAIND IO SINIDAA
HOWY3ISTY 0 9.6 'GET (€) (0) 10S[€6¥9£09-b6 €VIV6 YD ‘OJSIONYEd N¥S
TYIIAAN 0 XO9 S¢v-8JW L1IAMIS WOSTOd SG8T
T T T T T 7T 3son-20 3WI A0 SINIoAI
HO¥YAST 0 00S "LE (€) (3) 105[559¥9ST-¥0 66120 YW 'NOISOH
TYIIQIR 00¢ dIINS “JNNIAY NOISNIINAH TOT
T IYIT4SOH TYdENTD SIIASNHIOVSSYW
HOYVIASTI 0 €87 99T (€) (J) T0G[G9€95TT-76 v0EV6 ¥O 'OLTY OTvd
woremk| 0 T NTOS# ad HITIM 00L
OJNYIS GNYIAT ‘SAIISOEI J0 a¥vod.

sauejsIsse Jo aoue}SISSe |seo-uou ._mm_maamm.x%_u_ '3000) aauR)sISSE s|qeoidde JuaWwuIaA0b 10
juesb jo asoding (W) Jo uoidinsag (6) uonen|ea jo poyIaw () ysed uou 4O Junowy (3) Juesb yseo jo junouwry (p) uondas oMl (2) NI3 (a) uoneziuebio jo ssaippe pue awen () |
% papaau St aoeds |[euonippe 4 (066 WJo4) |-| 8INPayds pue A| Ued

— 20UE}SISSY PUE Sjueis) UO UOHEBLLIO)U| [e1auan | EEd
899L900-2¢ NOILVANNOA HOYVYISAY SISONILSAD
1aquinu uonesynuapi 13kojdwz uoijeziuebio ay) 0 awep
uonoadsu ‘066 W04 0} Y2I1eNY « AeedIL o0 10 ToaunIeang
a1jqnd o} uadp *ZZ 10 |Z SaUl] ‘Al Ued ‘066 Wi04 0} 'sap, patamsue uoneziuebio ay; §1 9)31dwon
‘ 6002 $3jels paliun ayy Ul S|enpIAIpU| pue SjuaWUIdN0Y) (066 Wi04)
v P ‘suoneziuebiQ 0} 3dUL)SISSY 13} pue sjuels) [ 3IINA3HIS




01/01/20 7T206£v33L

6002 (066 W104) | BINP3YIS vva

"UOIIBWIOJUI [BUCINIPPE J3Ul0 AUB pue ‘g aul| ‘| Jed ul paainbai uonewuojul sy} apiaoid o1 Led siyy 819/dwo) ‘uoijewoju| jeyudawajddng [ Alped |

(1ayi0 ‘jesiesdde ‘ANS 9JUBISISSE YSed-uou yueib ysed sjuaidinas
aoUR]SISSe YSed uou o uonduasaq () 300q) uoienjea jo poulai (a) 10 junowy (p) 40 Junowy (2) j0 1aquinn (q) aauejsisse 1o Juelh jo adA) (e)

‘papasu sI aoeds [euonippe Il (066 WI0) || 9NPaYIS PUB A| Med asn
'22 dUI| ‘Al Med ‘066 W04 0} S A, paiamsue uoneziuebio ay) i 9}2|dwo)) 'Sajeys Papun Ay} Ul S|enpiAlipu| 0} 3dUeiSISSy 194l pue sjuels | [l|aed
2 abed 899L900-¢2¢ NOILVYANNOA HIYVISHY SISONILSAD 6002 (066 W10d) | 8INPAYSS




6002 (066 W0 L-] 9INPayds

0L/0E/10 1100bv33L

*066 W0 4 10) SUOIINIISU| Y} 33S ‘30N 10y UONINPaY Ydomidded pue }oy AdeAld 104 yvg

R EREN viE Z81 {€) (3) 10S|rpI9009-56 £6026 ¥J 'VITOL Y1
TYIIAIR T 7 T6£60 1d3A ‘IATINA NYWIID 0066

T 7 TS 'VINNOATTYD 40 ALISHAAINA

R EREN 926 'L {(€)(2) 105[90v922Z-G6 L6926 ¥J 'ANIAYI
TYITIAIN T 77701z AIINS TAYM AWAQYOV ITT
||||| YINJOITTYD 340 ALISYIAINA

HOYYASAd 5987€0T {(€) (3) T0G|T9€89€T-71 09ZvT AN 'OTYddnd
TYIIAIN T T T T T T T T T TIVH S140dd Zov
||||||| 0TYddng 40 ALISHIAINA

HOUYasSay 0TL'2S (€) (3) 10S[pPTI9009-S6 £60Z6 ¥J '093Id N¥S
TYIIAAN T 77 777 SANTI4 XIWYOI N 00€0T
T T T T T T T T T T T sIndomy on
(184j0
aouejsisse aoue)sisse ‘lesieidde ‘ANAS
10 yuelb yseo-uou »00Q) uonen|ea | adue}SISSE YSED-Uou wesb s|qeoldde Juswiuianob

10 asoding (Y)

10 uonduosaq (b)

40 poulay (1)

40 junowy (3)

yses jo unowy (p)

J1 uoN28s DYl (d)

NI3 (@)

10 uoneziuebio Jo ssaippe pue sweN (e)

(1l HEed ‘(066 Wi04) | oINPayUoS) Sa1e)S payu ay} ul suoieziuebiQ pue S)UsWIUIdA0Y) 0] IJUBISISSY JaYIQ PUE Sjuels Jo uonenunuo) | :FHed:

899L900-C¢

Jaquinu uonesyyuapi 13kodwz

NOILVANNOA HOYVISHY SISONILSAD

uoneziuefio ay) Jo awen

. uonoadsu)
a1gnd 03 u2do

- 6002

L¥00-G¥SL ON GINO

Il Wed pue || Led ‘(066 W10 4) | 9|Npayds
10} uoneLLLIoJU {RUOIHIPPE }SI| 0} 066 W04 0} YORNY «

(066 Wi04) | 3NP3YDS 10} }93YS UOHENUNRUOY

IIAI3S ANUASY |euIdlu)
Ainseas] ay) jo uawpnedaq

(066 w0 4)
L-1 37NA3HOS




. ‘ OMB No 1545 0047
(SFE,':',,Eggé{,L,%g%_EZ) Transactions with Interested Persons 2009

» Complete if the organization answered
'Yes' on Form 990, Part IV, line 25a, 25b, 26, 27, 28a, 28b, or 28c,

he T or Form 990-EZ, Part V, line 38a or 40b. Open tf; Public -}
Department of the Treasury > Attach to Form 990 or Form 990-EZ. > See separate instructions. ‘- Inspection  §:
Name of the orgamization ) Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

Part | 1Excess Benefit Transactions (section 501(c)(3) and section 501(c)(4) organizations only).
Complete If the organization answered 'Yes' on Form 990, Part IV, line 25a or 25b, or Form 990-EZ, Part V, line 40b

1 (a) Name of disqualified person (b) Description of transaction (© Corrected”
Yes No
2 Enter the amount of tax imposed on the organization managers or disqualified persons during the year under
section 4958 L
3 Enter the amount of tax, If any, on line 2, above, reimbursed by the organization > S
Partll :|Loans to and/or From Interested Persons.
Complete if the orgamzation answered 'Yes' on Form 990, Part IV, ine 26 or Form 990-EZ, Part V, line 38a.
(a) Name of interested person and purpose (b) Loan to or from (c) Original (d) Balance due (e) In default? | (f) Approved (g) Written
the organization? principal amount by board or | agreement?
committee?
To From Yes No Yes No Yes No
Total > 3 ! "y
Partlli | Grants or Assistance Benefitting Interested Persons.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 27
(a) Name of inlerested petson (b) Relationship between interesled person and (c) Amount and type ot assistance
the organization
Part IV _|Business Transactions Involving Interested Persons.
Complete if the organization answered'Yes' on Form 990, Part IV, line 28a, 28b, or 28¢
(a) Name of interested person (b) Relationship between (c) Amount of (d) Description of transaction (e) Shanng of
inlerested person and the transaction $ organization s
organization revenues”?
Yes No
KRIS K ELFTMANN DIRECTOR 60,838.[SEE NOTE (1) X
DONALD L SOLSBY DIRECTOR 35,000.[SEE NOTE (2) X
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 Schedule L (Form 990 or 990-EZ) 2009

or 990-EZ.

TEEA4501L 01/30/10



' SCHEDULE M Noncash Contributions ONB No 15450047

(Form 990)
> Complete if the organizations answered 'Yes' 2009
Depattment of the Treasury on Form 990, Part IV, lines 29 or 30. Open To prlic .
Internal Revenue Service » Attach to Form 990. Ir}ggeggtlon &
Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
[Part| [Types of Property
(@) (b) () ()]
Check if Number of Revenues reported Method of determining
applicable Contributions on Form 990, revenues

Part VIII, line 1g

Art—Works of art
Art—Historical treasures
Art—Fractional interests
Books and publications
Clothing and household goods
Cars and other vehicles

Boats and planes

Intellectual property
Secunties—Publicly traded
Secunties—Closely held stock
Securities—Partnership, LLC, or trust interests
Securities—Miscellaneous

00 N O h WN =

(<]

-
o

-
pury

-
N

-
w

Qualified conservation contribution—
Historic structures

14 Qualified conservation contnibution—Other
15 Real estate—Residential

16 Real estate—Commercial

17 Real estate—Other

18 Collectibles

19 Food inventory

20 Drugs and medical supples

21 Taxidermy

22 Historical artifacts

23 Scientific specimens
24 Archeological artifacts

25 Other » (OTHER MISC_ ) 50 83,852 . |COMPARABLES
26 Other» ( )
27 Other» ( __ )
28 Other » ( )
29 Number of Forms 8283 received bg/ the organization during the tax year for contributions for which the

organization completed Form 8283, Part 1V, Donee Acknowledgement 29

Yes No

30a During the year, did the orgamnization receive by contribution any property reported in Part I, hines 1-28 that it must

hold for at least three years from the date of the inihial contribution, and which 1s not required to be used for exempt

purposes for the entire holding period? 30a X

b If 'Yes," describe the arrangement in Part Il

31 Does the organization have a gift acceptance policy that requires the review of any non-standard contributions? 31 X

32a Does the organization hire or use third parties or related organizations to solicit, process, or sell
noncash contributions? 32a X

b If "Yes,' describe in Part Il
33 If the organization did not report revenues in column (c) for a type of property for which column (a) 1s checked,
describe in Part |l
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule M (Form 990) 2009

TEEA4601L  02/08/10




« Schedule M (Form 990) 2009 CYSTINOSIS RESEARCH FOUNDATION 32-0067668 Page 2

{Part Il | Supplemental Information. Complete this part to provide the information required by Part |, lines 30b, 32b,
and 33. Also complete this part for any additional information.

BAA TEEA4602L 07/21/09 Schedule M (Form 990) 2009




OMB No 1545 0047

* SCHEDULE O Supplemental Information to Form 990

(Form 990) 2009

Complete to provide information for responses to specific questions on :
Department of the Treasur Form 990 or to provide any additional information. Open to Public .
Internal Revenue Service > Attach to Form 990. Inspection |
Name of the orgamization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668

__ _THE WORLD. THE MEMBERS ARE ACTIVELY INVOLVED IN THE GRANT REVIEW PROCESS AND ADVISE _

RECOMMENDATIONS AND OFFER GENERAL RESEARCH GUIDELINES. IN 2006, THE FOUNDATION

__ _CURRENT FINDINGS, INCLUDING MOVING NOVEL THERAPEUTIC MODALITIES INTO HUMAN PATIENTS _ _

ENGINEERING AND SCIENCE ON THE UCI CAMPUS. THE EVENT WILL BE ATTENDED BY MORE THAN

BAA For Pnvacy Act and paperwork Reduction Act Notice, see the instructions for Form 990 TEEA4901L  07/17/09 Schedule O (Form 990) 2009
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. Schedule O (Form 990) 2009 Page 2

Name of the organization Employer identification number

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

FORM 990, PART lil, LINE 4D - OTHER PROGRAM SERVICES DESCRIPTION (CONTINUED)

STATEMENTS AT ITS OFFICES IN IRVINE, CALIFORNIA. COPIES OF THESE DOCUMENTS ARE

AVAILABLE TO THE PUBLIC UPON REQUEST. OUR FORM 990 IS POSTED ON GUIDESTAR ON THE

BAA Schedule O (Form 990) 2009
TEEA4902L  07/17/09
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+ Schedule O (Form 990) 2009 Page 2

Name of the organization Employer identification number
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
BAA Schedule O (Form 990) 2009

TEEA4902L 07/17/09




2009 FEDERAL SUPPLEMENTAL INFORMATION PAGE 1

CYSTINOSIS RESEARCH FOUNDATION 32-0067668

SCHEDULE L - PART IV

NOTE (1)

DIRECTOR KRIS ELFTMANN IS THE OWNER OF NOELLE MARKETING GROUP WHICH PROVIDES
MARKETING SERVICES FOR THE FOUNDATION. TOTAL FEES PAID TO NOELLE MARKETING GROUP IN
2009 WERE $60,838.

NOTE (2)
DIRECTOR DONALD SOLSBY'S WIFE, ZOE SOLSBY, IS A CONSULTANT TO THE FOUNDATION. MRS.
SOLSBY RECEIVED COMPENSATION OF $35,000 IN 2009.

SCHEDULE B - PART I, ITEM 2 AND PART II, ITEM 1 - NON-CASH GIFTS

NOTE (3)
THE BALANCE CONSISTS OF APPROXIMATELY 50 NON-CASH GIFTS NONE OF WHICH EXCEEDED 2% OF
FORM 3890, PART VIII, LINE 1 (H)

SCHEDULE G - PART II
NOTE (4) - FUNDRAISERS

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.




- Form 8868 Application for Extension of Time To File an

(Rev Apnil 2009) Exempt Organization Return OMB No 15451709
Pn?é’?n'é'."é'é‘vé’éfé‘“’sl'ﬁf’f: i > File a separate application for each return.
® |f you are fiing for an Automatic 3-Month Extension, complete only Part | and check thts box >

® |f you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form)
Do not complete Part Il unless you have already been granted an automatic 3-month extension on a previously filed Form 8868

& Automatic 3-Month Extension of Time. Only submit original (no copies needed)

A corporation required to file Form 990-T and requesting an automatic 6-month extension — check this box and complete Part | only »> D

All other corporations (including 1120-C filers), partnerships, REMICS, and trusts must use Form 7004 to request an extension of time to file
income tax returns

Electronic Filing (e-file). Generally, you can electronically file Form 8868 if you want a 3-month automatic extension of time to file one of the
returns noted below (6 months for a corporation required to file Form 990-T) However, you cannot file Form 8868 electromically if (1) you want
the additional (not automatic) 3-month extension or (2) you file Forms 990-BL, 6069, or 8870, group returns, or a composite or consolidated

Form 990-T Instead, you must submit the fully completed and signed page 2 (Part 1) of Form 8868 For more details on the electromic filing of
this form, visit www irs gov/efile and chick on e-file for Charities & Nonprofits

Name of Exempt Organization Employer identification number
Type or
print
CYSTINOSIS RESEARCH FOUNDATION 32-0067668
File by the Number, street and room or suite number If a P O box, see instructions
due date for
Wimgyour 18802 BARDEEN AVE.
instructions City, town or post office, state, and ZIP code For a foreign address see instructions
IRVINE, CA 92612

Check type of return to be filed (file a separate application for each return)

Form 990 Form 990-T (corporation) Form 4720
. Form 990-BL Form 990-T (section 401(a) or 408(a) trust) Form 5227
. Form 990-EZ Form 990-T (trust other than above) Form 6069

{Form 990-PF { | Form 1041-A | Form 8870

® The books are in the care of * GEOFFREY STACK

Telephone No »> 949 756-5959 FAX No. ™

If the organization does not have an office or place of business in the United States, check this box > D
If this s for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this ts for the whole group,

check this box ™ D If it 1s for part of the group, check this box * D and attach a list with the names and EINs of all members
the extension will cover

1 1 request an automatic 3-month (6 months for a corporation requied to file Form 990-T) extension of time

untl  8/15 .20 10 , to file the exempt organization return for the organization named above
The extension is for the organization's return for

> calendar year 20 09 or
> . tax year beginning .20 _ __,andending , 20

2 |If this tax year is for less than 12 months, check reason D Intial return D Final return |___| Change in accounting period

3a if this application 1s for Form 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits See instructions

3al$ 0.

b If this application 1s for Form 990-PF or 990-T, enter any refundable credits and estimated tax payments
made Include any prior year overpayment allowed as a credit

0.
¢ Balance Due. Subtract line 3b from line 3a Include your payment with thus form, or, If required,
deposit with FTD coupon or, if required, by using EFTPS (Electronic Federal Tax Payment System)
See instructions. 0.

Caution. If you are going to make an electronic fund withdrawal with this Form 8868, see Form 8453-EQ and Form 8879-EQ for
payment instructions

BAA For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev 4-2009)

FIFZ0501L 03/11/09



"Form 8868 (Rev 4-2009) Page 2
¢ If you are fiing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il and check this box >
Note. Only complete Part Il if you have already been granted an automatic 3-month extension on a previously filed Form 8868
® if you are filing for an Automatic 3-Month Extension, complete only Part | (on page 1)

[Bael| Additional (Not Automatic) 3-Month Extension of Time. Only file the original (no copies needed)

Name of Exempt Orgamization e ses @B | Employer identification number
Type or ks 3 -
print CYSTINOSIS RESEARCH FOUNDATION A 2132-0067668

Number street and room or suite number If a P O box see instructions 3 . -4 For IRS use only
File by the
extended  |MONTGOMERY, GLICK & COMPANY
filing the 5951 VARIEL AVENUE T
:g;l#;‘diii City, town or pos! office state and ZIP code For a foreign address see instructions . :

WOODLAND HILLS, CA 91367 ERY A
Check type of return to be filed (File a separate application for each return)
Form 990 Form 990-PF Form 1041-A Form 6069
. Form 990-BL Form 990-T (section 401(a) or 408(a) trust) Form 4720 Form 8870

Form 990-EZ [ |Form 990-T (trust other than above) |Form 5227

STOP! Do not complete Part Il if you were not already granted an automatic 3-month extension on a previously filed Form 8868.
® The books are i care of ™ GEQFFREY STACK

Telephone No > 949 756-5959 FAXNo >
® |f the organization does not have an office or place of business in the United States, check this box > D
® {f this 1s for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this 1s for the

whole group, check this box > D If it1s for part of the group, check this box ™ D and attach a list with the names and EINs of all
members the extension is for

4 | request an additional 3 month extension of tme untl 11/15 20 10

5 Forcalendar year 2009 , or other tax year begning .20 ,andendng L20

6 If this tax year 1s for less than 12 months, check reason D initial return DFlna! return DChange in accounting penod
7 State in detail why you need the extension TAX PREPARER HAS JUST RECEIVED COPY OF AUDITED

8a lf this apphication is for Form 990-BL 990-PF, 990-T, 4720 or 6069, enter the tentalive tax, less any
nonrefundable credits See instructions 8al$

b if this application ts for Form 990-PF, 990-T, 4720, o1 6069, enter any refundable credits and estimated tax| % -
payments made Include any prior year overpayment allowed as a credit and any amount paid previously e 99

wilh Form 8868 8bi$
¢ Balance Due. Subtract line 8b from line 8a Include your payment with this form, or, if required, deposit
with FTD coupon or, if required, by using EFTPS (Electronic Federal Tax Payment System) See instrs 8c|$

Signature and Verification

Under penalties of perjury, | declare that | have examined this form, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s true

correct, and complet nd that | authorized lo prepare this form
Signature ™ % M //—\ Tie ™ <-/! 5 I Date ™ Klé /}O

BAA FIFZ0502L 03/11/09 Form 8868 (Rev 4-2009)




