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Short Form

F;r - QQO.EZ Retumn of Organization Exempt From Income Tax

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

* Sponsonng organizations of donor advised funds and controlling organizations as defined m section 512(b)(13) must file Form
990 All other organizations with gross receipts less than $500,000 and total assets less than $1,250,000 at the end of the year

OMB No 1545 1150

2009

f the T may use this form Opentt)i{ublic
ﬁgfr:gf‘ﬁg::nﬁees;rs-ac?ry » The organization may have to use a copy of this return to satisfy stale reporting requirements 1n5pem
A For the 2009 calendar year, or tax year beginning , 2009, and ending .
B  Check if apphicable C D Employer identification number
Pl

Address change  usatns |(CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789

Name change Ia::il gr' 302 WHYTEGATE COURT E Telephone number

it et fpe.” |LAKE FOREST, IL 60045 866 276 3669

ermination Specific
Amended return L’:’s;‘.’" F Group Exemption
| Application pending Number
® Section 501(cX3) organizations and 4947(a)X1) nonexempt charitable trusts G Accounting method. D Cash Accrual
must attach a completed Schedule A (Form 990 or 990-E2). Other (specify) »

| Website: » WWW.CYSTINOSIS.ORG

H Check > if the organization 1s not
required to attach Schedule B (Form 990,

if the organization 1s not a section 509(a)(3) supporting organization and its gross receipts are normally not more than

J__ Tax-exempt status (check only one) — |X| 501(c) ( 3 ) < (msertno) | 49471 or | |527 990-EZ, or 990-PF).
K Check *»

$25,000. A Form 990-EZ or Form 990 return 1s not required, but if the organization chooses to file a return, be sure to file a compliete return.

L Add lines 5b, 6b, and 7b, to line 9 to determine gross receipts, if $500,000 or more, file Form 990
instead of Form 990-EZ

>$

494,044.

[Patl_ | Revenue, Expenses, and Changes in Net Assets or Fund Balances (See the instructions for Part 1.)
1 Contributions, gifts, grants, and similar amounts received 1 165,961.
2 Program service revenue including government fees and contracts 2
3 Membership dues and assessments 3
4 Investment income 4 3,666.
5a Gross amount from sale of assets other than inventory 5a
b Less cost or other basis and sales expensés 5b
E ¢ Gain or (loss) from sale of assets other than inventory (Subtract In 5b from In 5a) 5¢
! 6 Special events and activities (complete applicable parts of Schedule G) If any amount 1s from gaming, check here > D
o 3 a Gross revenue (not including $ of contributions
O ¢ reported on line 1) 6a 323,917.
> b Less direct expenses other than fundraising expenses 6b 45,671.
e © Net income or (loss) from spectal events and activities (Subtract line 6b from line 6a) 6¢c 278, 246.
% 7a Gross sales of inventory, less returns and allowances 7a
(w) b Less. cost of goods sold 7b
¢ Gross profit or (loss) from sales of inventory f a) 7c
DB | 5 ot rome (uarme s SEE STATEMENTIT - RECENY ED Q y [8 500.
™ 9 Total revenue. Add Iines 1, 2, 3, 4, 5¢, bc, 7c] ardl 8 2 > 9 448,373.
= 10 Grants and similar amounts paid (attach schetistd) AG 10 4 STATEMENT 2 10 244,972,
t:, £ 11 Benefits paid to or for members N . 5 11
=4 ); 12 Salaries, other compensation, and employee Benefitgmme ~ 12
&> £ | 13 Professional fees and other payments to indeflende| TG Hetmee 13 11,528.
¥4 Occupancy, rent, utiities, and maintenance ) 14 66,861.
§ 15 Printing, publications, postage, and shipping 15 10,991.
16  Other expenses (describe » SEE STATEMENT 3 ) 16 38,842.
17 Total expenses. Add lines 10 through 16 > 17 373,194.
18 Excess or (deficit) for the year (Subtract line 17 from line 9) 18 75,179.
N é 19 Net assets or fund balances at beginning of year (from line 27, column (A)) (must agree with end-of-year
ES figure reported on prior year's return) 19 393, 908.
T3 20 Other changes n net assets or fund balances (attach explanation). 20
5| 21 Net assets o fund balances at end of year Combine lines 18 through 20 > 469,087.
iPartli_| Balance Sheets. If Total assets on Iine 25, column (B) are $1,250,000 or more, file Form 990 instead of Form 990-EZ
(See the instructions for Part Il ) (A) Beginning of year ] (B) End of year
22 Cash, savings, and investments 319,876.|2 461, 841.
23 Land and buildings 23
24 Other assets (describe » SEE STATEMENT 4 ) 81,258.]|24 35,219.
25 Total assets 401,134.|25 497, 060.
26 Total liabilities (descnbe » SEE STATEMENT 5 ) 7,226.]|26 27,973.
27 Net assets or fund balances (line 27 of column (B) must agree with ine 21) 393,908.|27 469, 087.

BAA For Privacy Act and Paperwork Reduction Act Notice, see separate instructions.

TEEAQ0803L 01/3010

Form 990-EZ (2009)



Form 990-EZ (2009) CYSTINOSIS RESEARCH NETWORK, INC.

04-3323789

Page 2

iPart Il _| Statement of Program Service Accomplishments (See the instructions.)

What s the orgamization’s primary exempt purpose? SEE. STATEMENT 6

Describe what was achieved in carrying out the organization's exempt ﬁurposes In a clear and concise manner,
describe {rt\le services provided, the number of persons benefited, or other relevant information for each
program title.

é%??

Expenses

uired for section
c)(3) and (4)

amzahons and section

OI'O

ﬁ)(]) trusts, optional
thers

28 CYSTINOSIS RESEARCH

?G—;a_r;t-s_ § T _) I this amount includes f:)r;g—n—gr_an—ts_, check here > ﬁ 28a 244,972.
29 CYSTINOSIS EDUCATION & AWARENESS _ _ __ _ ___ ___ _____ __________|
Grants $§ " )ifthis amount includes foreign grants, check here | > [ 20a 101, 933.
30 _ ]
Grants § 777" " " ylf this amount includes foreign grants, check here | > []| 30a
31 Other program services (attach schedule)
(Grants $ ) If this amount includes foreign grants, check here > 31a
32 Total program service expenses (add lines 28a through 31a) >l 32 346, 905.
iPart IV | List of Officers, Directors, Trustees, and Key Employees. List each one even if not compensated. (See the instrs.)
(b) Title and average hours | (c) Compensation (If (d) Contributions to (e) Expense account
(a) Name and address per week devoted not paid, enter -0-.) | employee benefit plans and | and other allowances
to position deferred compensation
SEE STATEMENT 7 0 0. 0.
BAA TEEA0812L  01/30/10 Form 990-EZ (2009)




Form 990-EZ (2009) CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789 Page 3
iPart V_| Other Information (Note the statement requirements in the instrs for Part V.) SEE STATEMENT 8

Yes | No
33 Did the organization engage in any activity not previously reported to the IRS? If 'Yes,' attach a detailed description of
each achvity 33 X
34 Were any changes made to the organizing or governing documents? If 'Yes,' attach a conformed copy of the changes 34 X
35 If the orgamization had income from business activities, such as those reported on lines 2, 6a, and 7a (among others), but not reported on Form 990-T,
attach a statement explaining why the organization did not report the income on Form 990-T
a Did the organization have unrelated business gross income of $1,000 or more or was 1t subject to section 6033(e) notice,
reporting, and proxy tax requirements? 35a X
b If 'Yes," has it filed a tax return on Form 990-T for this year? 35b
36 Did the organization undergo a hquidation, dissolution, termination, or significant disposition of net assets during the
year? If ‘Yes,' complete applicable parts of Schedule N 36 X
37a Enter amount of political expenditures, direct or indirect, as described in the instructions >L37a 0.
b Did the organization file Form 1120-POL for this year? 37b X
38a Did the organization borrow from, or make any loans to, any officer, director, trustee, or key employee or were
any such loans made n a prior year and still outstanding at the end of the period covered by this return? 38a X
b If 'Yes,' complete Scheduie L, Part Il and enter the total
amount involved 38b N/A
39 Section 501(c)(7) organizations. Enter.
a Imtiation fees and capital contributions included on line 9 39a N/A
b Gross receipts, included on line 9, for pubiic use of club facilities. 39b N/A
40a Section 501(c)(3) organizations. Enter amount of tax imposed on the organization during the year under.
section 4911 » 0., section 4912 » 0. , sechon 4955 » 0.
b Section 501(c)(3) and 501(c)(4) organizations Did the organization engage in any section 4958 excess benefit
transaction during the year or 1s it 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 | 40b X
¢ Section 501(c)(3) and 501(c)(4) organizations. Enter amount of tax imposed on organization
managers or disqualfied persons during the year under sections 4912, 4955, and 4958 > 0.
d Section 501(c)(3) and 501(c)(4) organizations Enter amount of tax on line 40c reimbursed
by the orgamization > 0.
e All organizations. At any time during the tax year, was the organization a party to a prohibited tax
shelter transaction? If 'Yes,' complete Form 8886-T 40e X
41 Lust the states with which a copy of this return 1s filed » NONE
42a The organrzation's
books are n careof » ~ SUSAN S. LEWIS, LTD., Telephoneno » 630 548-9600
locatedat > 1064 104TH STREET NAPERVILLE IL P+4» 60564
b At any time during the calendar year, did the organization have an interest in or a signature or other authornty over a Yes | No
financial account in a foreign country (such as a bank account, secunties account, or other financial account)? 42b X
if 'Yes,' enter the name of the foreign country >
See the instructions for exceptions and filing requirements for Form TD F 90-22 1, Report of a Foreign Bank and Financial Accounts.
¢ At any time during the calendar year, did the organization maintain an office outside of the U.S.? 42c X
If 'Yes,' enter the name of the foreign country >
43 Section 4947(a)(1) nonexempt charitable trusts filing Form 990-EZ in heu of Form 1041 — Check here > D N/A
and enter the amount of tax-exempt interest received or accrued during the tax year ’lﬁ | N/A
Yes | No
44 Dud the orgarzation maintain any donor advised funds? If 'Yes,' Form 990 must be completed instead
of Form 990-EZ 44 X

45 s any related orgamization a controlled entity of the organization within the meaning of section 512(b)(13)? If 'Yes,'
Form 990 must be completed instead of Form 990-EZ 45 X

BAA TEEAQSI2L 01/30/10 Form 990-EZ (2009)




Foyrm 990-EZ (2009) CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789 Page 4

[Part VI _| Section 501(c)3) organizations and section 4947(a)(1) nonexempt charitable trusts only. All section

501(c)(3) organizations and section 4947(a)(1) nonexempt charitable trusts must answer questions
46-49b and complete the tables for lines 50 and 51.

46 D the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates Yes | No
for public office? If 'Yes,' complete Schedule C, Part | 46 X
47 Did the organization engage in lobbying activities? If ‘Yes,' complete Schedule C, Part |! 47 X
48 Is the orgamzation a school as described in section 170(b)(1)(A)(n)? If 'Yes,' complete Schedule E 48 X
49a Did the organization make any transfers to an exempt non-chantable related organmization? 49a X
b If 'Yes,' was the related organization a section 527 organization? 49b
50 Complete this table for the organization's five highest compensated employees (other than officers, directors, trustees and key
employees) who each received more than $100,000 of compensation from the organization. If there is none, enter ‘None.’
(b) Title and average {(c) Compensation (d) Contributions to emcfxloyee (e) Expense
(a) Name and address of each employee paid hours per week benefit plans an account and
more than $100,000 devoted to position deferred compensation other allowances
NONE ____________|
f Total number of other employees pard over $100,000 >
51 Complete this table for the organization's five highest compensated independent contractors who each received more than $100,000 of
compensation from the organization. If there 1s none, enter 'None '
(a) Name and address of each independent contractor paid more than $100,000 (b) Type of service (c) Compensation
NONE _ o ____]
d Total number of other independent contractors each receiving over $100,000 >
Under penalties of penury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s
true, correct, and complete Declaration of preparer (other than officer) 1s based on all information of which preparer has any knowledge
Here Slgrm officer \ ) Date '
> RBodkreu L eReo \Veocuyrec
Typ‘eTJ? punt name and title? { .,
Paid Preparer's % ( Date S:I?Ck it (Pégge::‘esr;rsug%r;‘tgmg Number
A T SUSAN S. LEWIS vl Smployed > [ | N/A
arer's |Ffrm's ’nan'llie (or SUSAN S. LEWIS, LTD. [
se i‘r;,:"fo'y;& , > 1064 104TH STREET | EN » N/A
Only 765%™ NAPERVILLE, IL 60564 | Phone no > 630-548-9600
May the IRS discuss this return with the preparer shown above? See instructions >IYI Yes H No
BAA Form 990-EZ (2009)

TEEAO812L 01/30/110



OMB No 1545 0047

SCHEDULE A Public Charity Status and Public Support 2009

(Form 990 or 990-EZ)

Department of the Treasury . .
intornal Revenue Service > Attach to Form 990 or Form 990-EZ. > See separate instructions.

Complete if the organization is a section 501(cX3) organization or a section 4947(aX1)

nonexempt charitable trust. Open to Public

Inspection

Name of the organization

Employer identification number

CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789

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

The organization is not a private foundation because it i1s. (For lines 1 through 11, check only one box.)

1

N o (4] & wiN

@0

10
1

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

A school described in section 170(b)}(1)XAXii). (Attach Schedule E.)

A hospital or cooperative hospital service organization described in section 170(b)X1XAXiii).

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

name, cty, andstate _ _
D An organization operated for the benefit of a college or uriversity owned or operated by a governmental unit described in section

. A federal, state, or local government or governmental unit described in section 170(b)}1XAXV).

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)X1XAXvi). (Complete Part Il.)
A community trust described in section 170(b)1XAXvi). (Complete Part 1 )

An orgamization that normally receives. (1) more than 33-1/3 % of its support from contributions, membership fees, and gross receipts
from activities related to s exempt functions — subject to certain exceptrons, and (2) no more than 33-1/3 % of its support from gross
investment income and unrelated business taxable mcome (less section 511 tax) from businesses acquired by the organization after
June 30, 1975 See section 509(a)2). (Complete Part 1Il.)

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 carry out the urposes of one or
more publicly supported organizations descnbed in section 509(a)(1) or section 509(a)(2) See section 509(aX3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h

a DType ! b DType I c |:| Type lil ~ Functionally integrated d D Type Ill— Other
By checking this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualified persons other
th%n fo;ndahon managers and other than one or more publicly supported organizations described in section 509(a)(1) or section
509(a)(2)

If the organization received a written determination from the IRS that 1s a Type |, Type I or Type Ill supporting organization, D
check this box

Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?

Yes | No
(i) 2 person who directly or indirectly controls, either alone or together with persons described in (i) and (D]
below, the governing body of the supported organization? 119 (@)
@ii) a family member of a person described in (1) above? 11g (i)
(i) a 35% controlled entity of a person described in (1) or (i) above? 11 g i)
Provide the following information about the supported organizations
(i) Name of Supported @in) EIN (in) Type of organization (iv) Is the (v) Did you notify (vi) Is the {vn) Amount of Support
Organzation (descnbed on lines 19 organization in col | the organization in | organization in col
above or IRC section 3) listed 1n your col () of (i) organized in the
{see instructions)) overnmg7 your support? us?
locument

Yes No Yes No Yes No

Total

BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-E2

Schedule A (Form 990 or 990-EZ) 2009

TEEAG401L  02/05/10



Schedule A (Form 990 or 990-E2) 2009  CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789 Page 2
{Part | |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 I.)
Section A. Public Support
Calendar year (or fiscal year
beginning in) > (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 () Total
1 G|fts,bgra?1ts,fcontnbutlong arl\)d
membership fees received. (Do
not mcludePunusual grants S 253,281. 198, 456. 313,363. 357,784. 444,207.1 1,567,0091.
2 Tax revenues levied for the
organization's benefit and
either paid to it or expended
on its behalf 0.
3 The value of services or
facilities furmished to the
organization by a governmental
unit without charge. Do not
include the value of services or
facihities general|¥ furnished to
the public without charge 0.
4 Total. Add Iines 1-through 3 253,281. 198, 456. 313, 363. 357,784. 444,207.) 1,567,0091.
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 hine 11, column (f) 0.
6 Public support. Subtract ine 5
from line 4 1,567,091.
Section B. Total Support
Calendar year (or fiscal year
beginning in) > (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total
7 Amounts from line 4 253,281, 198, 456. 313, 363. 357,784. 444,207.] 1,567,0091.
8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income form
similar sources 1,170. 3,621. 2,371, 9, 365. 3,666. 20,193.
9 Net income from unrelated
business activities, whether or
not the business 1s regularly
carried on 0.
10 Other income Do not include
gan or loss from the sale of
capital assets (Eéplaun n
Part Iv) SEE PART IV 500. 500.
11 Total support. Add lines 7
through 10 1,587,784.
12 Gross receipts from related activities, etc (see instructions) l 12 0.
13 First five years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here. > |—|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2009 (line 6, column (f) divided by line 11, column (f) 14 98.7 %
15 Public support percentage from 2008 Schedule A, Part I, line 14 15 98.7 %

16a 33-1/3 support test — 2009. If the organization did not check the box on Iine 13, and the line 14 1s 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 orgamzation 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 Iine 13, 16a, or 16b, and line 14 1s 10%

or more, and if the organization meets the ‘facts-and-circumstances’ test, check this box and stop here. Explain in Part IV how
the orgamzation meets the ‘facts-and-circumstances’ test. The organization qualifies as a publicly supported organization.

~[

b 10%-facts-and-circumstances test — 2008. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 1s 10%

or more, and If the organization meets the ‘facts-and-circumstances’ test, check this box and stop here. Explamn in Part IV how the

orgamization meets the ‘facts-and-circumstances' test The organization qualifies as a publicly supported orgamzation.

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

-H

BAA

TEEA0402L 10/08/09

Schedule A (Form 990 or 990-EZ) 2009



Schedule A (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789 Page 3

EPar_i Hit_|Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on Iine 9 of Part | )
Section A. Public Support
Calendar year (or fiscal yr beginning in)*> (a) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 (f) Total

1 Gifts, grants, contributions and
membership fees receved. (Do
not include 'unusual grants '

2 Gross receipts from
admissions, merchandise sold
or services performed, or
faciibes furrished in a activity
that is related to the
orgamzation'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
facilities furrished by a
governmental unit to the
organization without charge

6 Total. Add ines 1 through 5

7 a Amounts included on lines 1,
2, 3 received from disqualified
persons

b Amounts included on lines 2

and 3 received from other than
disqualtfied persons that
exceed the greater of 1% of
the amount on line 13 for the
year

c Add Ines 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 6
10a Gross income from interest,
dividends, payments received
on secunties loans, rents,
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 Netincome from unrelated business
activities not included inline 10b,
whether or not the business 1s
regularly carried on

12 Other income Do not include

gan or loss from the sale of
capital assets (Explain in

Part IV.)

13 Total support. (add Ins 9, 10, 11, and 12)

14 gul-gsatnf;';aehyoena,rgﬁ (Iefc Lh?hgotrgxgagr?dlsé tngr) }1heer :rganlzahon s first, second, third, fourth, or fifth tax year as a section 501(c)(3) > I_I
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 Ill, line 15 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column (f) 17 %

18 Investment income percentage from 2008 Schedule A, Part Ill, 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 line 17 1s not
more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization > I:l

b 33-1/3 support tests — 2008. If the organization did not check a box on ine 14 or 19a, and line 16 1s more than 33-1/3%, and line 18
1s not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization > H
»

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see nstructions
BAA TEEAO403L 02/15/10 Schedule A (Form 990 or 990-EZ) 2009




Schedule A (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789 Page 4

Part IV | Supplemental Information. Complete this part to provide the explanations required by Part II, line 10;
Part Il, ine 17a or 17b; and Part Ill, line 12. Provide any other additional information. See instructions.

BAA TEEAG404L  02/05/10 Schedule A (Form 990 or 990-EZ) 2009



SCHEDULE G
(Form 990 or 990-E2)

Department of the Treasury
Internal Revenue Service

OMB No 1545 0047

Supplemental Information Regarding 2009

undraising or Gaming Activities
Complete if the organization answered'Yes' to Form 990, Part IV, lines 17, 18,

or 19, or if the organization entered more than $15,000 on Form 990-EZ, line 6a. Open to Public
* Attach to Form990 or Form 990-EZ. > See separate instructions. Inspection

Name of the orgamzation

CYSTINOSIS RESEARCH NETWORK, INC.

Employer identification number

04-3323789

Fundraising Activities. Complete if the organization answered 'Yes' to Form 990, Part IV, line 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.
Solicitation of non-government grants

Mail solicitations

Internet and email solicitations

Phone solicitations

In-person solicitations

Solicitation of government grants
Special fundraising events

2a Did the organization have 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 D 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.

(i) Name of individual

(i) Activity

(ui) Did fundraiser

(iv) Gross receipts

(v) Amount paid to
(or retained by) (vi) Amount paid to

or entity (fundraiser) have custedy or control from activity fundraiser listed in (or retained by)
of contributions? col.() organization
Yes No
Total >

3 List all states 1in which the orgamization 1s registered or licensed to solhcit 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.

TEEA3701L  02/05/10

Schedule G (Form 990 or 990-EZ) 2009



Schedule G (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789

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

Page 2

(a) Event #1 (b) Event #2 (c) Other Events (d) Total Events
(Add col. () through
col (c))
2 (event type) (event type) (total number)
v
§ 1 Gross receipts 323, 917. 323,917.
€
2 Less. Chantable contributions.
3 Gross income (Ine 1 minus line 2) 323,0917. 323,917.
4 Cash prizes
5 Noncash prizes
D
é 6 Rent/faciity costs
c
T | 7 Food and beverages
3
}( 8 Entertainment
E
N
$ 9 Other direct expenses 45,671. 45,671.
s
10 Drect expense summary. Add lines 4- through 9 in column (d) > 45,671.
11 Net income summary Combine lines 3, column (d) and line 10 > 278,246.

EParﬁ'll] 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
‘E’ bingo col (c))
N
lEJ
1 Gross revenue
p 5| 2 Cash prizes
1 P
R E
E g 3 Non-cash prizes
TE
s
4 Rent/faciity costs
5 Other direct expenses
| |Yes % Yes % [L]Yes %
6 Volunteer labor No No No
7 Direct expense summary Add lines 2 through 5 in column (d) >
8 Net gaming income summary Combine hnes 1, column (d) and line 7 >
YES | NO
9 Enter the state(s) in which the organization operates gaming activities
a Is the orgamization licensed to operate gaming activities in each of these states? 9a
b If ‘No,’ explain.
10a VerE a_n;o_f 61; ;'g_anlzatgr?s_g;n;n_g]c;r;se_s_re;c;(ed, suspended or termm;t;d_dun:\g the tax year? | 10a
b If 'Yes,' explan
n Bt)_ces_ tFe_o:g;nTz;tngn_o;e_raTe_ga_n;n:_: ;cEvThe_s—wih nonmembers? 7777 1
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? 12

BAA TEEA3702L 02/05/10 Schedule G (Form 990 or 990-EZ) 2009




Schedule G (Form 990 or 990-E2) 2009 CYSTINOSIS RESEARCH NETWORK, INC. 04-3323789 Page 3

YES| NO
13 ‘Indicate the percentage of gaming activity operated in.
a The organization's facility 13a %
b An outside facilily 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 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 D Employee 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-EZ) 2009
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PART II, LINE 10 - OTHER INCOME

NATURE AND SOURCE 2009 2008 2007 2006 2005

MISCELLANEOUS INCOME 500.
TOTAL $ 500. $ 0. 5 0. $8 0. $ 0.
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STATEMENT 1
FORM 990-EZ, PART |, LINE 8
OTHER REVENUE
$ 500.
TOTAL $ 500.
STATEMENT 2
FORM 990-EZ, PART |, LINE 10
GRANTS AND SIMILAR AMOUNTS PAID
DONEE'S NAME: DONALD CAIRNS, PHD
DONEE'S ADDRESS: ROBERT GORDON UNIVERSITY
CASH AMOUNT GIVEN: 32,643.
DONEE'S NAME: CATHERINE TULEU, PHD
DONEE'S ADDRESS: UNIVERSITY OF LONDON
CASH AMOUNT GIVEN: 952.
DONEE'S NAME: VIVI KALATZOS, PHD
DONEE'S ADDRESS: INSTITUT GENETIQUE MOLECULAIRE
CASH AMOUNT GIVEN: 26,436.
DONEE'S NAME: NIH FELLOWSHIP
DONEE'S ADDRESS: 5625 FISHERS LANE
BETHESDA, MD
CASH AMOUNT GIVEN: 75,000.
DONEE'S NAME: FRANCESCO EMMA, M.D.
DONEE'S ADDRESS: PIAZZA S. ONOFRIO 4
CASH AMOUNT GIVEN: 21,465.
DONEE'S NAME: DR. H. J. BLOM
DONEE'S ADDRESS: THE ROBERT GORDON UNIVERSITY
CASH AMOUNT GIVEN: 15, 380.
DONEE'S NAME: DR. EWA ELENBERG
DONEE'S ADDRESS: BAYLOR COLLEGE OF MEDICINE
HOUSTON, TX 77030
CASH AMOUNT GIVEN: 5,250.
DONEE'S NAME: DR. JESS THOENE
DONEE'S ADDRESS: UNIVERSITY OF MICHIGAN
ANN ARBOR, MI 48109
CASH AMOUNT GIVEN: 27,622.
DONEE'S NAME: DORIS TRAUNER, M.D.
DONEE'S ADDRESS: UC REGENTS
OAKLAND, CA 94607
CASH AMQOUNT GIVEN: 31,224.
DONEE'S NAME: DR. PAUL GOODYER
DONEE'S ADDRESS: MCGILL UNIVERSITY HEALTH CENTE
CASH AMOUNT GIVEN: 9,000.
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STATEMENT 3
FORM 990-EZ, PART |, LINE 16
OTHER EXPENSES
BOOKS AND PUBLICATIONS $ 300.
EQUIPMENT RENTAL 4,500.
INSURANCE 1,990.
LICENSES AND REGISTRATION 205.
MEETINGS 2,999,
SCHOLARSHIPS 1,000.
SUNDRY 1,127.
SUPPLIES 7,203.
TELEPHONE 7,768.
TRAVEL AND TRANSPORTATION 11,750.
TOTAL $ 38,842,
STATEMENT 4
FORM 990-EZ, PART II, LINE 24
OTHER ASSETS
BEGINNING ENDING

PLEDGES AND GRANTS RECEIVABLE $ 50,361. $ 12,000.
PREPAID EXPENSES AND DEFERRED CHARGES 30,897. 23,219.

TOTAL $ 81,258. $ 35,218.
STATEMENT 5
FORM 990-EZ, PART Il, LINE 26
TOTAL LIABILITIES

BEGINNING ENDING

ACCOUNTS PAYABLE AND ACCRUED EXPENSES $ 7,226. $ 1,173.
DEFERRED REVENUE 0. 12,550.
GRANTS PAYABLE 0. 14,250,

TOTAL § 7,226. § 27,973.

STATEMENT 6
FORM 990-EZ, PART lli
ORGANIZATION'S PRIMARY EXEMPT PURPOSE

CYSTINOSIS RESEARCH NETWORK, INC. SUPPORTS AND ADVOCATES RESEARCH INTO CYSTINOSIS,
PROVIDES FAMILY SUPPORT, AND PROMOTES EDUCATION AND AWARENESS OF CYSTINOSIS.
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STATEMENT 7

FORM 990-EZ, PART IV
LIST OF OFFICERS, DIRECTORS, TRUSTEES, AND KEY EMPLOYEES

TITLE AND CONTRI- EXPENSE
AVERAGE HOURS COMPEN- BUTION TO  ACCOUNT/
NAME AND ADDRESS PER WEEK DEVOTED SATION EBP & DC OTHER
ELVA S SMITH VP-RESEARCH $ 0. $ 0. s 0.
417 CLAIREMONT AVENUE, #209 0
DECATUR, GA 30030
CHRISTY GREELEY PRESIDENT 0. 0. 0.
302 WHYTEGATE COURT 0
LAKE FOREST, IL 60045
JILL MORRILL DIRECTOR 0. 0. 0.
974 PRINCETON BLVD, SE 0
GRAND RAPIDS, MI 49506
BRITTNEY LEBEAU TREASURER 0. 0. 0.
3358 CHARLEMAINE 0
AURORA, IL 60504
KAREN GLEDHILL SECRETARY 0. 0. 0.
39 ASPEN DRIVE 0
ROCHESTER, NY 14625
TAHNIE WOODWARD DIRECTOR 0. 0. 0.
575 S 360 E 0

AMERICAN FORK, UT 84003

PAULA SHAL
1718 BRIARWOOD DRIVE
JOHNSBURG, IL 60051

CHERI FRIEND
4027 WYNDHAM HILL DRIVE
SUWANEE, GA 30024

KATHY MANDREL
1741 NEW JAMESTOWN RD
ST LOUIS, MO 63138

LORNA SMITH
1356 HILLANDALE RD
LAWRENCEVILLE, GA 30045

JEN WYMAN
6375 WEST SURREY RD
BLOOMFIELD HILLS, MI 48301

DAN JULIAN
24010 BURR OAK LANE
ATHENS, IL 62613

VP-EDUC & AWARE
0

VP - FAMILY SUP
0

DIRECTOR
0

DIRECTOR
0

VP-DEVELOPMENT
0

DIRECTOR
0
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STATEMENT 7 (CONTINUED)

FORM 990-EZ, PART IV
LIST OF OFFICERS, DIRECTORS, TRUSTEES, AND KEY EMPLOYEES

TITLE AND CONTRI- EXPENSE
AVERAGE HOURS COMPEN-  BUTION TO ACCOUNT/

NAME AND ADDRESS PER WEEK DEVOTED SATION EBP & DC OTHER
MARY BETH KRUMMENACKER DIRECTOR $ 0. % 0. s 0.
54 SMITH STREET 0
HICKSVILLE, NY 11801
FRANKIE MCGINNIS DIRECTOR 0. 0. 0.
214 SPRINGS CROSSING CIRCLE 0
GREER, SC 29650
JOHN SHEPPARD DIRECTOR 0. 0. 0.
302 W KINGS HWY 0
SAN ANTONIO, TX 78212
MACK MAXWELL DIRECTOR 0. 0. 0.
5198 HOPPER ROAD 0
BURLESON, TX 76028
JOSE MORALES DIRECTOR 0. 0. 0.
27 CHIEFTANS ROAD 0
GREENWICH, CT 06831
JOHN MACCARONE DIRECTOR 0. 0. 0.
11 WAYLOR LANE 0
SYOSSET, NY 11791

' TOTAL 3 0. 3 0. 3 0.

STATEMENT 8
FORM 990-EZ, PART V
REGARDING TRANSFERS ASSOCIATED WITH PERSONAL BENEFIT CONTRACTS

(A) DID THE ORGANIZATION, DURING THE YEAR, RECEIVE ANY FUNDS, DIRECTLY OR
INDIRECTLY, TO PAY PREMIUMS ON A PERSONAL BENEFIT CONTRACT? NO
(B) DID THE ORGANIZATION, DURING THE YEAR, PAY PREMIUMS, DIRECTLY OR

INDIRECTLY, ON A PERSONAL BENEFIT CONTRACT? NO




