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Form (2010) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2
B> Statement of Program ice Accomplishments

Check it Schedule O contains a response to any question inthis Part .. _.................... 0o [X]
1 Briefly describe the organization's mission:

_.---—______.___—_——-_-__.___—-..___...._____._____________—_...._____-...____.._._

_—4.._._____.____..--__—-.,___..___._______...,______._______.______—____——_...____.......,_

2 Did the organization undertake any significant program services during the year which were not listed on the prior
Form 90 0r 99022 ... O ves X wo
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 E No
if 'Yes,' describe these changes on Schedule O.

4 Describe the ex L purpose achievements for each of the organization's three largest program services by experses. Section 501(¢)(3)
and 501(c)Ha) or?;gizations and section 4947(a)(1) trusts are ?equired to report the amount of grants and dllocations 10 others, the tolal
expenses, and revenue, if any, for each program service reported.

43 (Code: ﬁ)(Experss $ 362, 303, including grants of $ ) {Revenue $
FAMILY SUFPORT PROGRAMS

—_— )

_—__.__—q.____-...__-.________-._.—.-..-...._____.________._____——_______a......__..,__

____-..-.——_____—-_—_-.____..._——__.__-__._______._._.___...______—-_....__—...__-..-...,.._

___——_—..._..-._——_....__—-...___..._______—_—_._____‘........._....__.-..._____—.-....____—_...._._

_____-___——a..____..____—.____.____.._.__-—-__-._.__-.q..-_-—_-———_———-n.-.—-———__...

__.__——_..——_-__.______—__..._-_..____...-_———.--.___——-_——__—----——_——-———_.__..

_...,____...__...______...._____.._______.________........_..___...__.____..._.._.._____.__-____

.........__—_...__—-__.__._____..___—..___._....___._...____.————-.....—-—_————-—_-_....-_._...._

___—-...‘_-..__...________—-.-.___..._____.....___...._.._..__.___.-.———--,.____———a-—-——--—-—._

.———..-_-—-.-—_..__..____.__—_—-—_-—_..____..____...——_-.-__—.—.__———......__————-‘-u.-——..__

4c (Code: _) (Expenses $ 255,492. inciding grams of $ ) (Revenve § )

T T T T T T T e e e e e e e e e e e o ————— e ——

___——-.-—-.__._____..____-..___....__..____..____....___.___.._______....—-..—-.---...__..-..__..__

______.._..._________._____.___—-...._____.._______.____...._..______.._...._._____.‘._._.__.__

....___——---___..._____.____.-___--__.....____._..____.__.___.._.______,..._..._—_._—-_——____

_._____—._____.____....___—_...___-..__.___a..____—.____........-.____......_.-____-—-a——____

-....___—-.4.....__.._________—_._—..._..._____...._____....._......______.-_.._——.___———____

4d Other program services. (Describe in Scheduie 0.) SEE SCHEDULE O
{Expenses $ 18,631. including grants of § ) Revenue § }
Ae Total program service expenses » 939,045,

BAA TEEADIGZL 1040610 Form 950 (2010)



LANGE SYNDROME FOUNDATION 06-1057497 Page 3
| Schedules
Yes | Mo

1 Is the orgaEization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? i 'Yes,' complete 1| x
2 Is (he organization required to complete Schedule B, Schedule of Contributors? (see instructions) . .................... 2| X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in ¢ ition ¥ candidatas

for public office? Jf ‘Yes,’ complete Schedule C, ?’an‘! ...... pag ............................. ppos .................. 3 X
4 Section 50%{c)(3) organizations. Did the organization e e in lobbying activities, or have a section 501 (h) election

'"Mﬂmngmetaxyear?H’Ys,'cmrplefesmdu?egaél’anﬁ....? ............................................. 4 X
§ Isthe organization a section 501(c)(4). 501{c) (5}, or 501(c)(6) organization that receives membership dues,

assessments, or similar amounis as defined in Revenue Procedure 98-197 If 'Yes, ' complete Schedule C, Pert lil .. .. .. 5
6 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the ri%n to

go;n?e vice on the distribution or investment of amounts in such funds or accounts? i "Yes,’ complete Schedule D, 6 X

L

7 Did the organization receive or hok a conservation easement, including easements {o preserve open space, the

envirenment, historic land areas or historic structures? ff ‘Yes,' complete Schedule D, Part fi.. ... ...\ oo ... ? X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f ‘Yes,’

complete Schedule D, Part it ......... ... . . . .. T 8 X
9 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 V. ... 9 X

10 Did the organization, directly or through a related organization, hold assels in term, permanent, or quasi-endowments? 4
Yes,'complete Sehedule D, Part V... ... L T 10 .X

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

H Didpﬁ %l;ganizauon report an ameunt for land, buildings and equipment in Part X, line 10? /f "Yes," compiete Schedule

11a

|><

e B a2 T T T S

b Did the organization report an amount for investments— other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If 'Yes,' compiete Schedule D, Part Vil ... ... . eers o

11b

¢ Cid the organization report an amount for investments— program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If 'Yes,* complete Schedule D, Par VI . .. ... ... .. oo,

11¢

d Did the organization r?on an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported
inPart X, line 167 If ‘Yes,' compiete Schedile D, Part IX. ... .. . ... . T

e

1 Did the organization's separate or consalidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)7 ff "Yes,' complefe Schedule D, Pard X.. ..

X _

X
1d X

X
114 X

12a Did the or%anization obtain separate, independent audited financial statements for the tax year? if "Yas,' comprete
Schedute D, Parts XI, Xt and XHI. ... ... . . . . . . L T 12a]l X
b Was the organization included in consolidated, independent audited financial statements for the tax year? if 'Yes,’ and
if the organization answered 'No' fe line 12a, then completing Schedule D, Parts X1, XIi, and Xiii is optionad. . ........_, 12b. X
13 Is the organization a schoal described in section 170(B)(T)(AXII? # 'Yes,” complete Schedwle E. .. ................. 13 X
14a Did the organization maintain an office, employees, or agents outside of the United Stales?. ... ..o orreoeons s, 14a X
b Cid the organization have aggregale reveriues or expenses of more than $10,000 fram grantmaking, fundraising,
business, and program ser?rgnoe activities outside the United States? # 'Yes,’ complete Schedule Frﬂ’ads landlV..... .. 14b X
15 Did the organization report on Part IX, column (A), fine 3, more than $5,000 of grants or assistarce to any organization
or entity located outside the United Stales? /f 'Yes,' complete Schedule F, Parts liand V.. ..o vvvvvs oo 15 X
16 Did the organization report on Part IX, column (A}, line 3, more than $5,000 of a gregate grants or assistance o
individuals tocated outside the United States? ff *Yes,' complete Schedute F, Par% i and ?‘v’ .......................... 16 X
17 Did the organization r a tolal of more than $15,000 of expenses for professional fundraising services on Part IX,
coiumn (A), lines 6 and 11e? ¥ 'Yes,” complete Schedule G, Part | (see inStruClionS). . ........cv'vooe e, 17 X
18 Did the arganization report more than $15,000 total of fundraising event gross intome and contributions on Part VIIE,
lines 1c and 8a? i Yes,  complete Schetiufe G, Part I ... ... . oo e e 18| X
19 Did the organization report move than $15,000 of grass income from garning activities an Part Vill, line 8a? f 'Yes,"
compiete Schedule G, Part fil .. ... ... . ... . 0 T 19 X
20 aDid the organization operate one or more hospitals? If ‘Yes,’ complete Schedule H . ...\ 20 X
bt 'Yes fo line 20a, did the organization attach its audited financial statements to this return? Note. Some Form 980
filers that operate one or more hospitals must atiach audited financial statements (see instructions) ., ................. 20b
BAA TEEAOIGIL 12/21110 Form 930 {2010)



Form 990 (2010) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page &
| PatV] Checkiist of Required Schedules (confinued)

Yes | No
21 Did the organization reg(ort more than $5,000 of grants and other assistance io governments and organizations in the
United States on Part 1X, column (A), line 17 if ‘Yes, * complete Schedufe 1, Tand .. . ... . .. n X
22 Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part
IX, column (A), line 27 If Yes,’ complete SChecile |, Parts 1 ant I, .. .......... ... .oooeoeeoeeroereeereiis 2 X
23 Did the arganization answer 'Yes' (o Part VII, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, frustees, key employees, and highest compensated employees? if ‘Yes,’ camplete
Sehedule J.... ... T 3 X
24a Did the organization have a tax-exempt bond issue with an oulstanding principal amount of more than $100,000 as of
the last day of the year, and that was issued after December 31, 20027 If 'Yes,’ answer lines 24b through X4d and
compiete Schedule K. Il 'No,‘go toline 25. ... ... .. . . T, 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary pericd 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 BONAST ... . L T 24c
d Did the organization act as an ‘on behalf of issuer for bonds outstanding at any time dwingtheyear?................. 24d
25a Section 501(cX3) and 501(c)4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If 'Yes,’ complete Schedule L, Part L. .....euewese .o oeeeeeaeanaeeeenss | 25a X
b Is the o ization aware that it engaged in an excess benefil transaction with a disqualified person in a prior year, and
that the on has not been réported on any of the organization's prior Forms 390 or 990-E2? I Yes,' complete
Schedule L Part 1. . ... T T T b 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,' complele Schedule L, Part ll...... F- ] X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related 10 such an individual? /f 'Yes,’ complete
Schedule L, Part il ... e T 27 X

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

& A current or former officer, director, trustee, or key employee? Jf "Yes,’ complete Schedute L, Part V. ................. 282 X
b A family member of a current or former officer, director, trustee, or empioyee? If "Yes,’ complefe
Scheduwle L, Part V... .. ... ... .. key .............................................. 28b X
c An entity of which a current or former officer, director, trustee, or key empioyee (or a family member thereof) was an
officer, director, trustee, or direct or indirect owner? If 'Yes,' complete Schedule L, Part V.. ............_...... . ... | 28¢ X
29 Did the organization receive more than $25,000 in non-cash contributions? I 'Yes,' complete Schedule M. ............. | 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
ContribLtions? 1 'Yes, complete SChedule M. . .. . o e e s 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? #f Yes,' complete Schedule N, Part ... 3 X
32 Did the organization sell, exchange, dispose of, or transfer maore than 25% of its net assets? Jf Yes, ' compiete
hadute ?\O. Partit................. lsp .............................................................. ple .......... 2 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Requlations sections
301.7701-2 and 301.7701-37 If 'Yes,  complete Schedule R, Part L., .. ... e areanannns 3 X
34 \’fyas rlhe organization related to any tax-exempt or taxable enlity? if ‘Yes,' complete Scheduie R, Parts I, Ill, IV, and V, - X
L
35 Is any related arganization a controlled entity within the meaning of section 51200137 ... oo vt ieeereennen, 35 X
a Did the organization receive ansy payment from or engage in any transaction with a controlled entity
within the meaning of section 512(5)(13)? if ‘Yes,' complete Scheauwe R, Part V, line 2. . ........... DY&s @No
38 Section 501(;:5’3) organizations. Did the organization make any transfers to an exempt non-charitable related
organizalion? # 'ves,'complete Schedile R, PartV, ine 2. . . oo e 36 X
37 Did the organization conduct mare than 5% of its activities through an entity that is not a related arganization and that is
treated as a partnership for federal income tax purposes? if 'Yes,' complete Schedwle R, Part VI...................... 37 X
38 Did the orlganization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and 197
Note. All Form 990 filers are required 10 complete SChedule ... ..o .ottt i s e e 8| X
BAA Form (2010)
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Form 990 (2013) CORNELTA DE LANGE SYNDROME FOUNDATION 06-1057497 Page §

[ PartV:] Statements rding Other IRS Filings and Tax Compliance
Check if Schedule O contains a response o any question in this Part M. ... .. ...uiuee et sl [_]
1a Enter the number reported in Box 3 of Form 1D96. Enter -0- if not applicable. ........_.... 1la
b Enter the number of Forms W-2G inclided in line 1a. Enter -0- if not applicable....... .. .. 1b
¢ Did the organization comply with backup withholding rules for reportable payments 1o venders and reportable gaming
(gambling) winnings to prize winners?................ ... ... .. . oo oS 9ng feporable gaming
23 Enter the number af employees reporied on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year coverad by this return. . ., 22

b If at least one is reported on line 2a, did the organizalion file all required federal employment tax returns?. ............
Note. It the sum of lines 1a and 2a is greater than 250, you may be required to e-file. (see instructions)

3a Did the organization have unrelaled business gross income of $1,000 or more during theyvear?........................

b If "Yes' has it filed a Form 990-T for this year? If '‘No,’ provide an axplanation in Schedule O....... ... _.............

4a At any time during the calendar year, did the organization have an interest in, or a signature or other authoritg over, a

financial account in a foreign country (such as a bank account, securities account, or ather financial account)? ... ...
bIf 'Yes,' enter the name of the foreign country: »
See instructions for filing requirements for Eorm TD F 90-22.1, Report of Foreign Bank and Financial Accotsts.
Sa Was the organization 2 party fo a prohibiled tax shelter transaction at any time during the tax year? ... .........._....
b Did any taxable parly notify the organization that it was or is @ party to a prohibited tax shelter transaction?............
¢ If 'Yes,' to fine 5a or 5b, did the organization file Form 88B6-T?. ........ . .. . e

6a Does the organization have annual grass receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible?. ... ............................ ..o - ogakzaton Ga X

b if "Yes,' did the organization include with every solicitation an express staternent that such contributions or gifts were
not tax deductible?. ... ............. . C0 L I DT T s T 9T e

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

a Did the organization receive 2 fayment in excess of $75 made partly as a contribution and parily for goods and
services provided to the payor?. ... L LT DT T T ST ey ATEm e

d If "Yes,' indicate the number of Forms 8282 filed during theyear. ......................... ] 7d|
€ Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?. ... ......
t Did the organization, during the year, pay premiums, directly or indirectly, on 2 personal benefit contract?. ... ... ..

glf the onjggél;zation received a contribution of qualified intellectual property, did the organization file Form 8889
B TBQUIOY. e T TR

h g the ?r an.iz_?tion received a contribution of cars, boats, airplanes, or other wvehicles, did the organization file a
oM IEB-Cr e T e

2 Sponsoring organizations mmhhandg donor advised funds and section a)(3) supporting organizations. Did the
sup;g::rling organization, or a donor advised fund maintained by a sponson%%qorgg?lizaﬁon. have excess business

holdings at any time during the year?..........._......_ 0 L0, T T o Em Teees A

# Initiation fees and capital contributions included on Part Vit line 12........_...... ... 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of ciub facilities. . ... | 10b
11 Section 501(cX12) organizations. Enter:

a Gross income from members or shareholders.................................._.. 11a
b Gross income from other sources (Do net net amounts due or paid to other sources
against amounts due or received fromthem.)....... ........... ... .. 11b
12a Saction 4947(aX1) non-exempt charitable trusts. Is the organization filing Form %80 in lieu of Form 108172.............. 12a
bif ‘Yes," enter the amount of tax-exempt interest received or accrued guring the year. ... . . | 128
13 Section 501{c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more than one state? ... ...

b Enter the amount of reserves the organization is required to maintain by the states in

which the organization is licensed to issue qualified health plans. ... ... 13k
¢ Enter the amount of reservesonhand ........................... ... 13c
14a Did the organization receive any payments for indoor tanning services during thetaxyear®........................... 14a X
b H "Yes,' has it filed a Form 720 to report these payments? #f o, * provide an explanation in Scheduie Q... ... ._.... 14b

BAA TEEACIOSL 11430410 Form 98¢ (2010)



FE?E‘I’”.,@““” CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 6

‘VE:| Governancs, ment and Disclosure For each 'Yes' response to lines 2 through 75 below, and for
a No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions.

Check if Schedule O contains 3 response to any question inthis Part V.. ..o, X}

Section A. Governing Body and Management

1a Enter the number of voting members of the governing bady at the end of the tax year...... l 1a
b Enter the number of voting members included in line 1a, above, who are independent ... .. 1b

2 Did any officer, director, rustee, or key employee have a family relationship or a business relationship with any ather
officer, director, trustee or key employee?. . oy ............... y .......... 1p ............................... any ........

X

3 Did the organization delegate control over management dulles customarily performed by or under the direct supervision
of officers, directors or trustees, or key employees to a management company or other person?. ...................... 3 X
X

4 Did the organization make any significant changes to its governing documents 4

5 Did the organization become aware during the year of a significant diversion of the organization's assets? . ... 5
€ Does the organization have members or SToCKhOIRrS?. .. .. .. e i i i et e e aans ]

X
X
7a Does the organization have members, stockholders, or ather persons who may elect one or more members of the
GOV BOOY . i e e e Ja X
X

b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? ............. 7b

8 gs fmﬁ organization contemporaneausly document the meetings held or written actions undertaken during the year by
Oliowing:

9 Is there any officer, director or trustee, or key employee listed in Pant VI, Section A, who cannot be reached at the
organization's mailing address? /f ‘Yes," provide the names and addresses in SCheolie O. ... ......ovveoeeeeeziees. 3 X

Section B. Policies (This Saction B reguests information about policies not required by the Infernal Revenue Code.)

Yes | No
X

bif ‘Yes,' does the organizaticn have written poiicies and procedures lgoverning the activities of such chaplers, affiliates,
and branches to ensure their operations are consistent with those of the organzzation?. ... ... ... ... .icivveirens

b Describe in Schedule O the process, if any, used by the organization to review this Form 9%0. SEE SCHEDULE O

12a Does the organization have a written conflict of interest policy? /f 'No,"gofo line 13. ..o, 12a| X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give rise

Lo g L 12b| X

© Soadute O how i 5 done - S ST LR oo enforee compliance with the policy? If Yes, descriteln | 1e| x

13 Does the organization have a written whistellower Policy?. .. ... . .. e e e 13 | X

14 Deoes the organization have a written document retention and destruction policy? . ... ... .. ... ........ 14 | X

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

a The organization's CEQ, Executive Director, or top management official. ... .........oot i iiie i iireeenn
b Other afficers of key empioyees of the organization. . . SEE .SCHEDULE. ©O. ... ... ... . ... ... ... ... ....... 15b X
It "Yes' ko line 15a or 15b, describe the process in Schedule 0. (See instructions.)

16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a i
taxable entity during the year?. ... ...... .. ... .. . ... ... e e e

b If 'Yes,' has the organization adopted a written policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and taken steps 1o safeguard the
organization’s exempt status with respect to such arrangements?. . . . ... ... ... .iiiiiiiiiiiiiiiiiiiiiiiiieiiios

Section C. Disclosure

17 List the states with which a copy of this Form 990 is required to be filed » SEE SCHEDULE 0

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 930, and 996-T (501(c)(3}s only) available for public
inspection. Indicate how you make these available. Check all that apply.

D Own website ]E Ancther's website D Upon raquest

19 Describe in Schedule O whether (and if so, houg the organization makes its governing documents, conflict of interest palicy, and tinancial
statements available to the public. SEE S HEDUEE 0

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization:

—_—— e e o —— T L e ol e e i AR e e L B e e e o e e e e  — ——— -

BAA Form 990 (2010}
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\ 06-1057497 Page?
, Directors, Trustees, Key Employees, Highest Compensated Employees,

Check if Schedule O contains a response to any GUESHION i HS Part VIL. ....... ... ... .. o\ ieciaeserseareeraeeeicons [

e o e COULSINS O TESPONSE 10 any gquestion in thus Part .
Section A. Officers, Directors, Trustees, Key Emplovees, and Highest Compensated Employees

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the

organization's tax year.

® List all of the organization's officers, direciors, trustees (whether indivi oro izations), regardless of amount of
compensation. gﬂzr -%cqm celumns [0, ("ES and (F) itlrno compeur?satiors was pgari&r_vdmduals rganizations), regar

# List all of the organization's current key emplayees, if any. See instructions for definition of 'key employez.’

* List the arganization's five current highest compensated employees (cther than an officer, direcior, trustee, or key employee) who

received reportable compensation (Box 5 of Form W-2 andlor Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any
related organizations,

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

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

List persons in the folowing order: individual trustees or directors; institutional rustees; officers; key employees; highest compensated
employees; and former persons.

| Check this box # neither the organization nor any related crganization compensated any current officer, director, or frustee.

) (B) < o) €) 1)

Namé and fitle Average’ Pusition (check all that apply) Reportable Reporiable i
i:“éﬁifigggxe e | Augemataees | copemmar
doscribe | £2| 5| 7 2 _E 3| w2ndeMss (W-2/1009-MISC) fmbe

SHHMEIE A "0 reited
Organiza- a g 5 organizations
S| BE
) 2 g
£

-{1) GLENN DIXON ________ |

VICE PRESIDENT 0 0 Q. 0.
—@ ROBERT BONEBERG, ESQ._

DIRECTOR 0 0 0. 0.
_(3) DAVID HARVEY

DIRECTOR c 0 0. 0
-4 MARC NEEDIMAN __ _ ____

DIRECTOR 0 0. 0. )
- PAUL PATITOCCT

TREASURER 0 X X 0. 0 0
_(6) DAVE VILAND ________ |

VICE PRESIDENT 0 X X 0. ] 0
_(_DAVID FOWLER _ ______

PRESIDENT 0 X X 0. 0. ¢

EILEEN RHEARN, M.D __ |

DIRECTOR 0 X 0. 0 ¢
_(%) DALE DORSETT, PH.D. __

DIRECTOR 0 X 0 0. )
£10) GARTH BLACK _ _ ______

DIRECTOR 0 X g 9. 0,
1) ELIZABETH FOUTS, PH.D_

BIRECTOR 0o | X 0. 0. 0.
$12) PENNY KETCHEM _ ___ _ _ |

~ DIRECTOR 0o | x 0. 0 0

13 KARI_CUNNINGHAM ROSVIK,

DIRECTOR 0 X 0 0. ]
S14) LIANA GARCIA-FRESHER _ _

EXECUTIVE DIREC 40 X 114,200. 0. 0.
M ]
4L
L7

BAA TEEAIO7L 1212110 Form 990 2010}



Form 990 (2010 CORNEL DE LANGE SYNDROME FOUNDATION - 06-1057457 Page 8
2 4 Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont)

LV 1G] {©) )] 13 F)
Name and title Average | Pasition {check all that apply) Reportabia Reportable Estimated
et = compensation from | compensation rom | amount o ater
e HHH FHEc - SR i
ml*g§ § g7 and relaled
e | 5] £ ,§ oganizatiens
in ?g
Schi3) 3
g
A e
o ___
&
e
e ___
el
o e __
B e _
¢
L e ____
&
o
TOSubOtAL ..ot » | 114,200. 0. 0.
¢ Total from continuation sheetsto Part VI, SectionA. . ..................... > 0. 0. 0.
dTotal (add lines 1B and 1€). .. ..o ooueie e, » | 114,200. 0. 0.

2 Total number of individuals {including but not limited to those listed above) who received more than $100,000 in reportable compensation
from the organization » 1

3 Oid the organization list any farmer officer, director or trustee, key employee, of highest compensated employee i sy |
on line ta? N‘Yrs.'mpleteSchem.uleorsumindividua!....?.y....?.‘.)s.‘ ........ 0 ....................... oye ........ I

4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from i
!rfch organi;aho‘rn and related organizations greater than $150,000? ¥ 'Yes' complete Schedule J for e
SURhInAVIOUAL . . . ... e

% Did any person listed on line 1a receive or accrue compensation from anﬁm&aied organization or individual
s ;

for seivices rendered to the organization? If 'Yes, ! compiete Scheduie J POISON . ..ol oy
Section B. Independent Contractors

1 Complete this table for your five highest compensaied independent contractors that received more than $100,000 of
compensation from the organization. )

) @ ©
Name and business address Description of services Compensation

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

$100,000 in compensation from the organization » Q
BAA

TEEADIOSL 12/21/10 Form 980 (2010)



Form 990 (201 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057437 Page 9
: Statement of Revenue
Total (}:Enenue Relétsgd or Unr(elc;ted Re&el)'lue
L exempt business exciuded from tax
i function revenue under sections
revenue 512, 513, or 514
1a Federated campaigns . ........ 1a
5 b Membership dues............ . 1b
¢ Fundraising events............ 1c 312,315,
§ d Related organizations . ........ 1d
: & Government grants (contributions) . ... | 1e 220, 393.
t Al other contributions, gifts, grants, and
! similar amounts not included abowe ... | 1 552,379.
Eg @ Noncash coatributions included in Ins a1 §
hYotal Addlines 1a-1f...... ..o ins.,.... * 1,085,087,
Business Code 7
g 20 _ o ____ e
L
E € e ____TTT
e
®
E f All other program service revenue. ...
4| gTotal. Addlines2a-2f. . . ............................ >
3 e el avanimcluding dhidends, interest and 13,529, 13,529,
4 Income from investment of tax-exempt bond proceeds ™
S Royalties........................... ... ... . .. -
(i) Reat (il Personal
6a GrossRents., ... ...
b Less: rental expenses. ;
< Rental income or (loss) , .. .
d Net rental income orloss) .......................... -
7 Gross amount from sales of | O Secuifies @iy Gther
assets olher than imventory. .| 341,148,
B o e oo | 356 335,
€ Gainor(loss)......... 15,811, 5
dNetgain of oSSy ...........oo > 15,811. 15 811.
8a Gross income from fundraising events :
(not inchuding. $
é of contributions reported on line 1c). &
See Part IV, line 18.. . .._........... a 95,439, =
E b Less: direct expenses............... b Fod
21 ¢ Net income or (loss) from fundraising events ......... - 95,439, 95,439.
R an W e Tyoming activies. : !
b Less: direct expenses....._......... b £ 2
¢ Net income or (loss) from gaming activities........... >
10a Grass sales of invenlary, less retumns ; A
and allowances..................... a ]
b Less: cost of goods sold.. ... ........ b ks
¢ Net income or (oss) from sales of inventory.......... >
Miscelianeois Revenus Businass Code g 2 T g
Na___ _
b_ o
€ .
dAllotherrevenue............. .. ... ___
e Total. Add fines Ma-11d .. ............._........... - e R e b R
12 Total revenue. Seeinstructions. .................. .. » 1,209,866. 0. 0. 124,779,
BAA TEEADIOOL 10011710 Form 990 (2010)



06-1057487

Page 10

Form 2010 QRNELIA DE LANGE SYNDROME FOUNDATION
| Past DX:| Statement of Functional Expenses

Saction 501(cxD) and 501(c)i4) organizalions must complete ali columns.
All other organizations musi complete column (A) but are not required to complete colurnns (B), (C), and (D).

Do not #

include amounts
6b, 75, &b, b, and 10b of ViL

on lines

{A)
Total expenses

®
Program service
expenses

1 Granis and other assistance o governments
la.ncl %gamzatnons in the U.S. See Part Iy,
ine

2 Grants and other assistance io individuals in
the U.S, See Part IV, line 22

3 Grants and other assistance to governments,
organlzabons. and individuals outside the
US. SeePari IV, lines 15and 16 _._........
4 Benefits paid 1o or for members...........__
5 Compensation of current officers, directors,
trustees, and kay employees
¢ Compensation not included above, to
disqualified persons (as dafined under
section 4! (1%) and persons described
in section 495B{c)(3}B)
7 Other salaries andwages. .........__.......
8 Pension plan contributions aiggh.de
section 401(k} and section (b}
employer cantributions)....._...............

4y

114,200.

102,780.

(C)
Management and

neral expenses

¥}
By

g 00t

,1’:."-

o
Fundraising
2x

4,568,

0.

0.

0

2

351,382,

321,293,

11,531,

18,558,

Other employee benefits
Payrolitaxes . ..... ..
Fees for services (non-e

mployees):

39,263,

35,336.

1,571,

2,356,

dlobbying..................... e
# Professionsi fundraising sesvices. See Part IV, line 17.. .
f Investrnent ranagement fees. ... ...........
gother ...

Payments of travel or entertainment
exgenses for any federal, state, or local
publicofficials . __..._..... .. .. .. ... ...

Conterences, conventions, and meetings. . ...
Interest
Payments to affiliates .. ..........._........
Depreciation, depletion, and amortization . .. .

Other expenses. ltemize expenses not
covered abowe (List misceilaneous expenses
in line 241, If line 24f amount excaeds 10%
of line 25, column (A) amount, list lire 24¢

ERRRITTR
R oY

R

R T e Tt s i PO A TN

24,299,

18,650,

2,322.

33,598,

31,582,

1,008,

45,792,

3,562,

expenses on Schedule 0.] .................. R e e b
a MEETING/SEMINARS _ __ ____ 216,789, :
b PROFESSIONAL FEES 81,336. 76,454, 2,994, 1,888.
< POSTAGE AND SHIPPING 43,570, 33,871, 2,182, 7,517
d PRINTING AND PUBLICATIONS _ 36,932, 26,009, 2,845, 8,078
e DUES & SUBSCRIPTIONS = 22, 446. 20,295, 904. 1,250,
fAllotherexpenses.,....................... _ 21,891, 16,425. 2,178 3,288,
25 Total functiosal expenses. Add lines 1 truough 24f .. . . 1,049,873, 8939, 045. 45,509 65,319
26 Joint costs. Check here = | | if follawing
SOP 98-2 (ASC 958-720). Complete this line
only if the arganization reported in column
(B} joint costs from a combined educational
—campaign and fundraising solicitation. ... ... ——
BAA Farm 990 (2010}

TEEARIIOL 12i2iM10



W e e

06-1057457 Page 11
Beginni(nAd" of year End‘oaf)year

1 Cash — non-interest-bearing. ..............oviurue e 310,479.1 1 191,911.
2 Savings and temporary cash investments. ... ..............ociiie 30,316, 2 162,888,
3 Pledges and grants receivable, net................... ... 3
4 Accounts receivable, net. ... L
5 Receivables from curent and former officers, direc keyL myployees,

and highest compensated employees. Complete Part if of Schedule’L...........
8

7
8
9

10a Land, huildings, and

n
12
13
14
15
16

Receivables from other dlsqualrﬁed persons (as defined under section 4958((1)), [

persons described in seclion 4958
sponsoring organizations of sectmn 50 ()
organizations (see instruction:

Notes and loans receivable, net ...............................................
Inventories for SalB OF USE........ ..ot e e

, and contributing employers and
(9) voluntary employees” beneficiary

wpment cost or other basis,

Complete Part VI of S dule

10¢

21,899,

Total assets. Add fines | through 15 (must equal fine 34).......................

555,101.

1,230,

1,230.

760,238,

$33,030.

- — e —r

- B ]

17
18
1} ]

B!‘!E

Accounts payable and actrued eXPensSes . . ............oo e

¥.ﬁbles to current and former officers, directors, trustees, key employees
h:‘gs ch:z é:&mpen amplayees, and disqualified persons. Complete II
o e L

Secured mortgages and noles payable to unrelated third parties ... .............
Unsecured notes and loans payable to unrelated third parties. ... ...............
Other liabilities. Complete Part X of Schedute D................................
Total Kabilities. Add lines 17 trough 25, . ...... .. ... oot iiiieiniieieesass

21,297,

19,058,

Emewm-m

BRI

' BN

Organizations that follow SFAS 117, check here > [X] and complete lines
27 through 29 and lines 33 and 34.

Unrestricted net assets. . ... .. ...

Organizations that do not follow SFAS 117, check here » [ Jand complete
lines 30 through 34.

Capital stock or trust principal, or current funds. . _.............................
Paid-in or capital surplus, or land, building, or equipment furd. .. ... e
Retained earnings, endowment, accumulated income, or other funds............

Total net assets or fund BalanNCes.. ............ ... ivieiree e

918, 454

913,932.

23,487.

23BN

738,941.

913,832,

160,238,

30
£l
32
i3
34

933,030,

TEESAQIIL 122110

Form 980 (2010)



Form 990 2010) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 12
Part-AF:-] Reconciliation of Net Assets
Check if Schedule O contains a response to any question N this Part Xl ..o v ooeeieee oy eee e i orieeeeeiieenss Dﬂ
1 Total revenue (must equal Part VI, column (A), BN 12).. . ...... ... iiiii i ia e cenaes 1 1,209, 865.
2 Total expenses (must equal Part 1X, column (A), line 25).. . ..... .. ... ovrrriri i as |2 1,049,873,
3 Revenue less expenses. Sublract HNe 2 from INB T.....oouiiii oo it eari v e 3 159,993.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)).........ccnvvnen 4 738,941.
5 Other changes in net assets or fund balances (explain in Schedule 0) . SEE. SCHEDULE .Q............. 5 14,998,
S o )y balances al end of year. Combine lines 3, 4, and 5 (must equal Part X e 33, 6 913,932,
-_-I [XB Financial Statements and Reporting
Check if Schedule O contains a response 1o any question in this Part XIl. ... ..o it iiiiiens e st enrieniaiziienes

1 Accounting method used to prepare the Farm $50: D Cash [_f_] Accrual [:] Other

if ﬁs':e gamzatmn changed its method of accountung from a prior year or checked ‘Other,” axplain
in

¢ If "Yes' to ine 2a or 2b, does the organization have a commitiee thal assumes responsibility for oversight of the audit,

rewew or compilation of its financial staternents and selection of an independent accountant? ...

smﬁu uzalton changed either its oversight process or selection process during the tax year, explain
in

d If "Yes' to line 2a or 2b, check a box below to indicate whether the financial statsments for the year were issued on a
separate basis, consolidated basis, or bot: ... ... ..

IE 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 awdits as sel forth in the Single

AUGIt ACt ANd OMB CIICUIA A-1337. . ... 0 st isunrransinineassanessnsssensranirsneesaneseamestsaenenanennens
b If "ves,’ did the arganization undergo the required audit or audits? If the organization did not undergo the required audit I
_ or audits, explain why in Schedule O and describe any staps taken to undergo such audits. .. ... .. ... ... ..., 3b
Form 990 (2010)

TEEAMIIZ 1272110



OME No, 1545-0047

%ﬁfﬁm Public Charity Status and Public Support
if the organization i ion 501 j section
B O o ShateS) Tayzation or s
m&m"" > Attach to Form 950 or Form 990-EZ. > See separate instructions. ;
Name ol the organinsiion Expleyer identificalien simbae
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

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

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

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

A school described in section 170(bX1)XAXji) (Attach Schedule E.)

A hospital or a cooperative hospitai service organization described in section 7701 XAXi).

A medical research organization operated in conjunction with a hospital described in section T70(b)(1)XAXii). Enter the hospital's

name, city, and state: _ _ _ _ _ _ _
D An or%nization operated for the benefit of a college or university owned or operated by a governmental unit described in section

&N -

A federal, state, or local government or governmental unit described in section 170(bX3XAXV): :

An organization that normally receives a substantial part of its suppart from 2 governmental unit or from the general public described
in section T70M)1XAXV). (Complete Part 11} pe PP 9

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

E 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 %‘reass
investment income and unrelated business taxable income (less section 511 tax) fram businesses acquired by the organization alter
June 30, 1975. See section S0%(aX2). (Complete Part lil.)

10 An organization organized and operated excilusively to test for public safety. See section S0(a)4)

" An organization organized and operated exclusively for the benefit of, lo perform the functions of, or carry out the (?urposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See saction Sgﬂam heck the box that

describes the type of supporting arganization ang complete lines 11e through 11h.
a []Type! b [JTysen ¢ [ Type til - Functionally integrated a[] Type il — Other

e D <hecking this box, | certify that the organization is not controlied directly or indirectly by one or more disqualified persons
other than Toundation managers and other than one or more publicly supported organizations described in section 508(a)(1) o

~ O

@O 0

section 509¢a)(2).
f If the arganization received a written determination from the IRS that is a Type |, Type Il or Type Il supporting organization, L__]
B IS DX . .. oL ittt a ittt e e et e e e e e e e e e e e s
[} Since August 17, 2006, has the organization accepled any gift or contribufion from any of the foliowing persons?
Yes | Na
6 A ?;:‘snn who directly or indirectly controls, either alone or together wilh persons described in (i) and (@D
below, the governing body of the supported organization?. .. ... ... ..o | 11g0)
(W) A family member of 2 person described in (1) 8DOVE? . ... ... .. ..t e Nadii}
(M) A 35% controlled entity of a persor described in () or (i) above?. .. ... ... et 11 g (i}
h Provide the following information about the supported organization(s).
i i i i) A f
g g sopones @en | @imoommern | Sokpe, | MDGsuny] RSP | 0Amecsmcen
above or IRC section colunn @ listed in | colum @) of colurnn ()
(ses instructiens)) your goveming yOur Support? omanized in the
documesn? U.5.2
Yes | Mo | Yes | No | Yes | No
(A}
{8)
)
(D)
B
m §~ o e T - 1 ST 5 P
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or Schedule A (Form 990 or 990-E2) 2010

TEEADSQIL 122310



orm 990 o 990-E2) 2010 CORNELTA DE LANGE SYNDROME FOUNDATION 06-1057497
Support i ibed i i AX(IV) and 170(0)(1XAXV)

(Complete only iffou checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part 1L, If the
organization fails to qualify under the tests listed below, please complete Part IIL)

Section A. Public Support
Calendar year (or fiscal ysar
beginning in) = (a) 2006 (b) 2007 () 2008 (d) 2009 (#) 2010 (N Total

1 Gifts, gra cantributions, and
mmbgrsg%fees received,
not inchude “unusual grants.’. .

2 Tax revenues levied for the
organization's benefit and
either g:xd to it or expended
onitsbehalf..................
3 The value of services or
facilities furnished by a
governmental unit ta the
organization without charge . ..

4 Total Add lines 1 through 3...
S The portion of total
contributions by each person
(other than a governmental
unit or publicly su‘?dp:rted ' =
d on line ] i

organization) incl
that exceeds 2% of the armount
shown on ling 11, column {f) ..

€ Public Subtract line 5
fromlined. ................. s

Section B. Total Support

m’;,';' (or fiscal year (@) 2006 (®) 2007 tc) 2008 (d) 2009 (¢) 2010 () Total

7 Amounts from lined..........

8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similar sources...............

9 Net income fram unrelated
business activities, whether or
not the business is regularly
carriedon............_...0 ...

10 Other income. Do not inciude
gai rhglr loss fm(g\: u-lne_sqle of
capital assets (Explain in
PartlV.).....................

n Totllsu?god. Add lines 7
through 1Q....._............. - 5 5 §
12 Gross receipts from related activities, elt (S@€ inSUCHONS). . .. .. ..o oottt

13 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a seclion 501(c)(3)
rgAnZation, check this DoX ANt SO D e, . .o e ieeeiieeseicecieceecios »- l—l

16a 33-1/3% support test — 2010. If the organization did not check the box on line 13, and the line 14 is 33:1/3% or more, check this bex
and stop hére. The organization qualifies as a publicly supported OrgANZALIAN. ... ....... ... ocvreerreerreinaranererereniannn, » D

b 33-1/3% support test - 2009, if the oi?anization did not check a box on line 13 or 16a, and line 15 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization. ... .. . ...o.ooeeoe *[]

17a 10%-Iacts-and-ciccumstancas test — 2010, If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10%
or more, and if the organization meets the ‘facts-and-circumstances’ test, check this box and stop here. Explain in Part IV how
the organization meets the facts-and-circumstances' test. The organization qualifies as a publicly supported organization. ... ...... > D

b 10%-tacts-and-circumstancas tast — 2009. If the organization did not check a box on line 13, 16a, 165, ar 17, and line 15 is 10%
or more, and if the organization meets the "facts-and-circumstances’ test, check this box and stop here, Explain in Part IV how the
organzation meets the 'facts-and-circumstances’ test. The organization qualifies as a publicly supported organization...._........ >

18 Private foundation. If the ization did nol check a box an line 13, 16a, 16b, 17a, or 17b, check this box and see instructions. .. ™
BAA Schedule A (Form 990 or 990-E2) 20i0

TEEAQAO2L 1202310



[Paet 81| Support Schadule for Organizations Described in Section 50Xa)z

Schedule A (Form 930 or 990-E7) 2016 CORNELIA DE LANGE SYNDROME FOUNDATION

06-1057437

Page 3

{Complete only if you checked the box on line § of Part | oc if the organization failed 0 qualify under Part il. If the organization fails

to qualify under the tests listed below, please complete Part i1}

Section A. Public Support

c:lloug year {of fiscal yr beginning in)>
ifts, grants, contributions
and membership fees
received. (Do not include
any ‘'unusual grants.). _.......
2 Gross receipts from admis-
sions, merc ise sold or
seivices perlormed, or facilities
furnlsheJ in any activity that is
related to the organization's
lax-exempt purpose. ..........

(a) 2006

(B) 2007

{c) 2008

{d) 2009

(e} 2010

) Total

872,157,

736,307,

805,331.

849,687

1,085,087,

4,348,569,

95,439,

3 Gross receipts from activities
that are not an unrelated trade
or business under section 513.

4 Tax revenues levied for the
o{ganlzaati::o? 's benefit and
ei 0 or expended on
its behglf .....................

$ The value of services or
facilitias furnished by a
govermnmental unit to the
organization without charge ...

0

6 Total Aad fines 1 through 5...

872,157,

736,307,

805,331,

649,687

1,180,526,

3, 444,008,

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

0. 0.

0.

0.

0.

0.

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

0.

cAddimes7aand7h ... .. ...,

8 Public support (Subtract line
7¢ from line B.)

Section B. Total Support

0.
4,444,008,

Calendar year (or fiscal yr beginning in)™

(a) 2006

(c) 2008

(d) 2009

¢) 2010

{0 Total

& Amounts fromline6..........
10a Gross income from interest,
dividends, paymants received
on securities loans, rents,
royalties and income from
similar sources .. .............

872,157,

805, 331.

849, 687.

1,180,526,

4,444,4008.

20,914,

13,942,

5,508,

28,5832,

91,080.

b Unrelated business taxable
income (less section 511
taxes) from businesses
acquired afier June 30, 1978 ..

cAdd lines 10aand 10b........

20,914.

13,942.

5,508.

28,932,

91,080.

11 Net income from unrelsted business
activities not included in line 10,
whether or not the business is
raqulaslycarrisd on. ... ... .. ...,

12 Other income. Do nof include
Qain or loss from the sale of
gap:lal assets (Explain in

art IV.}

0.

13 Total support. (At m 3 10, 11, e 12)

893,071,

758,091.

815,273.

855,185,

1,209,458,

4,535,088.

14 First five years.
grganization, check this box and

i the Form 990 is for &e organization's first, second, third, fourth, or fitth tax year as a section 501{)(3) . [—|
T TR D D P

Section C. Computation of Public Support Percentage

18  Public support percentage for 2010 (line 8, calumn (f) divided by line 13, column (f))

16 _Public support percentage from 2009 Schedule A, Part Ill. line 15.
Section D. Computation of investment income Percentage

........................... 15

16

17 Investment income percentage for 2010 (line 10c, calumn (f) divided by line 13, column (). .........

18 Investment income percentage from 2009 Schedule A, Par Il line 17

: tests —2010. I the organization did not check the box on line 14, and line 15 is more than 32-1/3%, and line 17
is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

19a 33-1/3% su

line 18 is

.......... 17
........................................ 18

mare than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization .... ™

b 33-1/3% su tests - 2009. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33-1/3%, and
___________ -H

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

BAA

TEEADAGE. 1220010

Schedule A (Form 990 or 990-EZ} 2010



Schedule A (Form 990 or 990-EZ) 2010 CORNELIA DE LANGE SYNDROME FOUNDATION 06-~1057497 4
pplemental Information. Comnplete this part to provide the explanations required by Part Il, line 10;

Part i1, {ine 17a or 17b; and Part ill, line 12. Also complete this part for any additional information.

(See mstrucuons}
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Schedule B QuB Ro 18 0F
- S Schedule of Contributors 2010
Deperknent &w » Attach to Form 990, 990-EZ, or 990-PF
Mass of he erganimiion Empioyer idemification sumber
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497
Organization type (check one):
Fliers of: Section:
Form 980 or 950.E2 X]801(c)_ 3 ) (enter number) omganization

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

527 politicat organization
Form 990-Pf 501(c)(3) exempt private foundation

4547(a)1) nonexempt charitable trust treated as a private foundation

801(c){3) taxable private foundation

Check if ofganization is covered by the General Rule or a Special Rule. . . .
Note. Only a section S01(c){7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule
For an organization filing Form 930, 990-EZ, or 990-PF that received, during the year. $5,000 or more (in money of from any one
oonh'ibl.mg. (Complete?gans land IL) g the year, $5 {in money or property) any

DFor a section 501(c)(3) organization filing Forrm 990 or 990-EZ, that met the 33-1/3% support test of the regulations urder sections
50952(1) and 170X )(Ae)(v: , and received from any one contributor, during the year, a contribution of the greater of (1) $5,000 or
7 4] of the amount on {1) Form 990, Part V11I, line 1h or (i) Form 990-EZ, line 1. Complete Parts [ and Il

For a section S01(c)(7), (8), or (10} organization filing Form 990 or 990-E2Z, that received from any cne contributor, d_mn? the year,

aggregate contributions of more than $1,000 for use exciusively for religious, charitable, scientific, literary, or educalional purposes, or

the prevention of cruelty to chikiren or animals. Complete Parts |, 1, and .

For a section 501(c}{7), (8), or (10) organization filing Form 990 or 990-EZ, that received from any one contributor, during the year,
Doongributiops for use exc(latsivey for refigious, charit";gle. etc, purposes, but these contributions did not aggregate to more than $1,000,

If this box is checked, enter here the tolal contributions that were received during the year for an excusively religious, charitable, efc,

purpose. Do not complete any of the parts unless the General Rule applies to this organization because it received nonexclusively

religious, charitable, etc, contributions of $5,000 or more dwing the year. ...__._..................icoeoeie.. g ]
Cautlon: An organization that is not covered by the General Rule andfor the Special Rules does not file Schedule B (Form 990, 990-EZ,

, oF
990-PF) but it must answer No' on Part IV, line 2 of their Form 990, or check the hox on line H of its Form 990-EZ, or on line 2 of its Form
$90-PF, 1o cerlify that it does not meet the filing requirements of Schedule B {Form 990, 990-EZ, or 990-PF).

BAA For Reduction Act Notice, see the Instructions for Form 990, Schedule B (Form 990, 990-£7, or 990-FF) (2010}
90EZ, or .

TEEAGTGIL 12/28M1G



SCHEDULE D

(Form 990) Supplemental Financial Statements
* Compilets if the nization answered Yes,' to Form 990,
h N’ 3 (] ] ]
b > Attach o Form 390, - See sepante insiructons,

Hame of the organiastion

CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

| Partl"| Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if
the organization answered ‘Yes' to Form 980, Part IV, iine 6.

(a) Donor advised funds (b) Funds and other accounts
1 Total number atend of year................
2 Aggregate contributions to (during year). . . .
3 Aggregate grants from (during year) ... .....
4 Aggregate value atend ofyear.. ... .......
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised
funds are the organization's property, subject to the organization's exclusive legal control?. ....... ... D Yes I:] Mo

& Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be
used only for charitable purposes and not for the benefit of the donor or danar advisor, or for any other
purpose conferring Impermissible private Bereli?. .. . ... ... . e e aeaen E]ch

[PaERd Conservation Easements. Complete if the organization answered 'Yes' to Form 990, Part |V, line 7.
1 Purpose(s) of conservation easemnents held by the organization (check all that apply).
Preservation of land for public use (e.g., recreation or education) Preservation of an historically important land area
Protection of natural habitat Preservation of a certified historic structure
Preservation of open space
2 Compiete lines 2a through 24 if the organization held a qualified conservation contribution in the form of a conservation easement on the

last day of the tax vear,
Held at the End of the Tax Year

No

a Total number of conservation easements. .. ........... .. . ... . i
b Total acreage restricted by conservation easements. ........ ... ... ... .oiiiiiiiiiiiiranea,
¢ Number of conservation easements on a certified historic structure included in (a).............

d Number of conservation easements included in (c) acquired after 817108, and not on a historic

structure listed in the National Register. .. .. .. ... . i e e e 2d
3 Number of conservation easements modified, transterred, released, extinguished, or terminated by the organization during the
tax year »

4 Number of states where property subject 1o conservation easement is iocated »
5 Ooes the organization have a wiitten policy regarding the periodic monitoring, inspection, handling of violations,

and enforcement of the conservation easements it h%!ds? pe .............. g .................................. D Yes D Ne
6 Staff and volunteer hours devoled 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
-3

8 Does each conservation easement reported on kne 2(d) above satisfy the requirements of section
170@B)(0) and section 170MI@IEIID? .. ... o.v e eneire st it ettt e e aaaes OyYes [Owe
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 footnate to the organization's financial statemenis that describes the organization’s accounting for
conservation easements, _ _
[Pt Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered 'Yes' to Form 930, Part Iv, line 8.
Ta I the organization elected, as permitted under SFAS 116 (ASC 958), not to repor in its revenue statement and balance sheet works of

art, historical treasures, or other similar assets hek for public exhibition, education, or research in furtherance of public service, provide,
in Part XIV, the text of the footnote 1o its financial statements that describes these items,

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

M Revenues included in Form 990, Part VLI, e 1. . e -5
(i) Assets included in Form 990, Part X . ... ... .. . -4

2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the following
amounts required 10 be reported under SFAS 116 (ASC 958) relating to these items:

a Revenues included in Form 990, Part VII), line 1... ... S =5
b Assets included in FOrm 990, Part X .. ... .. ..o e e e et ea e e e e e nnean e -3

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 950. TEEAZHIL 11512 Schedule D (Form 950} 2010



Schadule D (Form

[Part i

390) 2010 CORNELIA DE LANGE SYNDROME FOUNDATION
Organizations Maintaining Collections of Art, Historical cal Treasures, or Other Similar Assets (cmtmued)

06-105

7497

3 Using the organizaticn's acquisition, accession, and

items {check all that apply):
a Public exhibition
b Scholarly research
[ Preservation for future generations

d

Lean or exchange programs
Other

other records. check any of the following that are a significant use of its collection

4 Provid% 2 description of the organization's collections and explain how they further the organization's exempt purpose in

Part

3 During the year, did the amganization solicit or receive donations of art, historical treasures, or other similar
s rather than to be maintained as

nts. Complete if organization answered 'Yes' to Form 990, Part IV, line
9, or reported an amount on Form 990, Part X, line 21.

assets 10 be sald to raise

part of the

1a ls the organization an
mcluded on Form 990, Pant

dAdditions Guring the Year. .. ... ... 1dp
e Distributions during the year. . ... .. .
f Ending balance ............................................................................ 1

t XIV.

amitrustee custodian, or other intermediary for contributions or other assets ot

[PaAV] Endowment Funds.

{a) Current year

te if the org

() Priar year

1a Beginning of year balance. .....

bContributions..................

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

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

¢ Other expenditures for facilities
andprograms.................

f Administrative expenses ... ...

gEnd of year balance...........

2 Provide the estimated percentage of the year end balance held as:

a Board designated or quasi-endewment »
b Permanent endowment » 3
¢ Term endowment » %

%

3a Are there endowment funds not in the possession of the organization that are held ang administered for the
organization by: Yes | No
() unrelated OrgaNIZatONS .. .. .. e e e s 3afi)
() related OrganiZations. . ... ... . e _h__@ll
b If 'Yes' to 3a(ii), are the related organizations listed as required on ScheduWle R?. ... ..........covviiraernennees- 3
4 Describe in Part XiV the intended uses of the organization’s endowment funds.
|PaekVE| Land, Buildings, and Equipment. See Form 950, Part X, line 10.
Description of investment (a) Cost or other basis| (b) Cost or other (¢) Accumilated (d) Book vale
{nvestment) is {other} Qegrec!atlon
Taland . ... W SRR i4T
bBuildings........ ... ...
¢ Leasehold improvements. . .................
dEquipment.............. ...l
eOther. .o 120,244, 98, 345, 21,899.
Total. Add lines 1a through e (Column (d) must equal Form 990, Part X, coturnn (B), line 10c).). . ... .............. 21,899,
BAA Schedule D (Form 990) 2010

TEEAZ02L  §2r20010



Sched orm §90) 2010 CORNELIA DE LANGE SYNDROME FOUNDAT:EQ_N 06-1057497 Page 3
| Part VIE<| Investments Securities. See Form 990, Part X, line 12.  N/A

(a) Description of security or category (b) Book value ) Method of valuation:
{including name of Security) ) Cost (o? end-of-year market value

(1) Financial derivatives
(2) Closely-heid equity interests

See Form 990, Part X, line 13) N/A

{b) Bock value (e) Method of valuation:
Cagt or end-of-year market value

QITT A

A Part A
{See F

fine 13) _ ® —
950, Part X, line 15) N/A

(@) Description

(oL

orm

ol Form 990, Part X, column(B), fine 18) .. ... .\ iiiiiit o iane s »
¢ Liabilities. (See Form 990, Part X, line 25)

{8) Description of liability {b) Amount
(1) Federal income taxes
(4]

{9}
{10y
(1
Total. (Colunn () must oqual Form 990_Part X, column () hine 251 . __ ™

2 FiN 48 (ASC 740) Footnote. In Part XIV, provide the text of the footnote 1o the organization's financial statements that reports the
organization’s liabilily for uncertain tax positions under FIN 48 (ASC 740).

BAA TEEAINA 12200 Schedule D (Form 950) 2010




06-1057497 Page 4

1 Tolal revenue (Form 990, Part VILEOIIMI (A, e T2) . ... o0et ettt ettt et e e aeataanteearrenns 1,209,866.
2 Total expenses (Form 990, Pact IX, column €AY, M@ 25). . . . ...\ veuir et eeseeee e e ettt as 1,045,873.
3 Excess or (deficit) for the year. SubTact line 2 from e 1. .. .. ueui et e et iere et i ie st enieeniansansanennns 159,993,
. 4 Net unrealized gains (JOSSES) 0N MVESITIONRS. . ... oot e 14,598.
5 Donaled services and Use of fa0iitieS . . ... ... L. . e
B VT I D S . ... ittt ittt e e
7 Prior period g UM NS . ...
B Other (Deseribe I Part V). . .o e e
9 Total adjusiments (net). Add liNeS & HMOUGN B..... ... ............oooimiiiieii i ieeee et eee e inenns 14,998.
10 Excess or it) for the year per audited financial statements. Combinelines3and9................c.cooo..... 174,991,
Part X8 Reconciliation of Revenue per Audited Financial Statements With Revenue per Retum
1 Total cevenue, gains, and other support per audited financial statements . .............o.oeeerieeinenn.. 1 1,248,351,
2 Amounts included on line 1 but not on Form 990, Part VI, line 12; S
a Net unrealized gains on investments....... e, 2a 14, 998, =
bDonated services and use of fadililies ... ...oeivi i e 2b/
€ RECOVRIIES Of Prior Year Qrants . ... .oovvue e e et 2¢ 23,487, [
d Other (Describe in Part XIV). ... ... e e 2d B
eAddlines2athrough 2d. .. ... .. ... .. e |2 38,485.
3 SUbtraCt LN 28 IO Il ... .o e 1,209,866,
4 Amounts included on Form 990, Part VI, line 12, but not on fine 1: s
a [nvesiments expenses not included on Form 990, Part VI, line 7b. ... . ... .. Sa
b Other @escribe inPart XIV.} ... | 4b
CAD NS A8 and B ... et
s Totai revenue. Add lines 3 and 4¢. (This must equal Forrn 990, Part), fin 12), ... ..o ooieeeeiose 1,209,866,

PartXil Reconciliation of Expenses per Audited Financial Statements With Expenses per Retnm

1 Total expenses and losses per audited financial statements . ... ... ... o i 1,049,873.
2 Amounts included on fine 1 but not on Form 990, Part 1X, line 25:; gﬁﬁ%
Donated services and use of facilities. .. ... . ..................cciiiiiieen. .. Zal ‘L_
b Prior year adjustments __ ... 2b| ﬁﬁ
COther IDSSES. .. ... oo 2¢| A
d Other (Describe in Pant XIV.). .. ...t s 2dj P
€ Add lines 2a through B, . .. .. e e e b et e 2e
3 SUBrAC line 28 1rom LiNe To . iii e e e 3 1,045,873,
4 Amounts included on Form 990, Part [X, line 25, but not on line 1: et
2 Investments expenses not included on Form 990, Part VIIL, fine 7b. ... _.......
bOther Describe in Part XIV.) . ... i i
C AT lines i and B . . ... .. e e e e e e
1,049,873,

-] To expenses. Add lines 3 and 4¢. (This must equal Form 990, Parl |, line 18}
[PatXIV:] Supplemental Information

Com ethls%a to provide the descriptions required for Part Il, lines 3, 5, and 9; Part lll, lines 1a and 4; Part IV, lines 1b and 2b;
X, I|ne2' Part XI, line 8; Part XII, Imes2dand4b and Part XIl), lines 2d and 4b, Also complete this part to provlde

any addmonal i

AL A R D i ih s ke T T W ———— — —— ————

BAA TEEAZZ04L 021111

Schedule D (Form 990) 2010



Scheduie D orm990)201o CORNELIA DE LANGE SYNDROME FOUNDATION 06-}_!)5749? Page 5
mental Information (continued)
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SCHEDULE G Supplemental Information Regarding
(Form 930 or 390-£2) undraising or Gaming Activities
Complete if the organization answered "Yes' to Form 980, Part [V, lines 17, 18,
1 if the nization entered more than 000 on Form 950-EZ, line €2.
Tabonal avanon Service” O e o Fovm B0 S > Sox separste insinicions.
Name of the aganizalion Employer idemtificalion numbay
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497
lete if the organization answered "Yes' to Form 990, Part IV, line 17.

Form

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

In-person solicitations

2

a
b
< Phone solicitations
d
a

f

Solicitation of government grants
Special fundraising events

id the organization have a written of oral agreement with any individual (including officers, directors, trustees or key
employees |isted in Form 990, Part VII} ¢r entity in connection with professional fundraising services? .................

Dch [Elio

b If "Yes,' list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensaied at least 35,000 by the crganization.

{) Name and address of individual
or entity (fundraiser)

(i} Activity

(iii) Did fundraiser
have

of contral

of contributions?

{iv) Gross receipls
from activity

{v) Amount pai to
(or retained by)
fundraiser listed in
column ()

(i Amount paid to

or retained by)
organization

Yes

10

Totad. .. ...... T S T P

0.

3 List all states in which the organization s registered or licensed 1o solicit contributions or has been notified it is exempt from registration

o licensing.

e o e e e o e L i o ' o o e e . . e e s i s o i

. — — — - A . . . . T T v b e e A e e m we-  AA m  k  A m mm mm  m e —

o ——— e R S S R M M N N Em e e e S e MR N M e e e ey g o e o e e e e e g e e e

e o k. S e e A T e iy o o — - = o D W e A S e e S e e

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.
TEEASTOIL 05:2511

Schedule & (Form 990 or 980-EZ) 2010



Scheduie G

Fundraising Events.

orm 950 or 990-E7) 2010 CORNEL.IA DE LANGE SYNDROME FOUNDATION

06-1057497 2
ete if the organization answered "Yes* to Form 990, Part IV, line 18, or

] Gamin

reported more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1
and 6a. List events with gross receipts _greater than $5,000.
(a) Event #1 (b) Event #2 (c) Other events ?l) Total events
GOLF EVENTS-NE | GOLF EVERTS-MO add columa (4)
a BULF RV through column {c})
E {event type) (averi typa) (todal numbar)
v
E 1 Gross receipts. ....................... 59,814. 35,625, 95,439.
E
2 Less: Charitable contributions. .........
3 _Gross income (line 1 minys line 2). .. .. 59,814. 35,625. §5,439.
4 Cashprizes...................enee.
§ Noncashprizes.......................
o
é & Rentfacility costs. ....................
$ 7 Foodandbeverages . ... ... .._.......
E
¥! 8 Entettainment........................
13
E § Other direct expenses. ............_...
s
10 Direct expense summary. Add lines 4- through 9 in column (d). ... ... ... uetviiie e >
11_ Net income summary. Combine line 3. column (d). and line 10. . ... ..o oozt »- 85,439,

Complete if the organization answered "Yes' to Form 980, Part 1V, line 19, or reported more than

8 Net gaming income summary. Combine lines 1, column {d and line 7. ... ...........ooiiiooiiennnia...

$15, on Form 990-E2Z, line 6a.
(a) Bingo Pull tabs/Instant (c) Other gaming (d) Total gami
E " al:?lngdprogressive (add column (a
H bingo through cofumn (e))
N
S
1 GrosSrevenue. .. ........c.oo.vieen....
2 Cashprizes ...............covvnninen
b X
RE| 3 Noncashprizes...... ... . ..
£
T 8| 4 Rentfacilitycosts.....................
S Otherdiwectexpenses, . ...............
| _[Yes % ) Yes % |[Yes 3
& Volunteer labor....................... No No Mo
7 Direct expense summary. Add lines 2 through & in column () . .........coiiiiirir i iaaee e s L
| 4

9 Enter the state(s) in which the organization operates gaming activities:

. ——————— . — o ——— —— . i o e — — - ——

- e —— i — — e — —— e A L o — W Al v e e ———— — —

e e e e e T e M A S AR A AL L ML i e e e . ————— T ———— e = = e o —— o —— i

TEEAIAL 0111311

Schedule G (Form 950 or 990-E7) 2010



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?........ Yo pla s dramembar e onbistisstaiotonivi fiy fommed x [Jyes [One

13 Indicate the parcentage of gaming activity operated in:
T OrganEEAtION'S ROl . .. ... e e [ 13a ;3
DAN OUSIOR TAGHHY. .. ... ..ot e 135] %
14 Enter the name and address of the person who prepares the organization's gaming/special events books and records:
Name» e e e e e e e e e e
Address »
15a Does the organization have a contact with a third party from whom the organization receives gaming revenue?....... DYes Duo
bif "Yes,' enter the amount of gaming revenue received by the organization » § and the amount

of gaming revenue retained by the third party » §
¢ If 'Yes,' enter name and address of the third party:

Address »

16 Garming manager information:

Gaming manager compensation » §

Description of services provided »

[ birectorfofficer [JEmpioyee [[Jindependent contractor

17 Mandatory distributions
e g A B o I e o T e A e K e e . [Jves [T
b Enter the amount of distributions required under state law to be distributed o other exempt organizations or spent in the
ganization's own exempt activities duiing the tax year = § _ —_—
PartiNC] Supplemental Information. Complete this part to provide the explanations required by Part I, line 2b,
columns (iii) and (v), and Part lil, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also complete
this part to provide any additional information (see instructions).

BAA ) TEEAT7DA. @13 Schedule G (Form 990 or 990-E7) 2010



gﬁt‘fgg’bﬁm Supplemental Information to Form 930 or 990-EZ

Complate to provida information for responses to specific questions on
Form or 990-EZ or tu provide any additional information.
it vt Serp”! > Aftach  Form 990 or 9907

Name of tha arpanizalion

LORNELIA DE LANGE SYNDROME FOUNDATION 06-10574387

e e T " i e i e o i i e e e o e e e e e e e T N e e -

—— e e e -
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2010 . SCHEDULE O - SUPPLEMENTAL INFORMATION PAGE 2
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

FORM 930, PART XI, LINE 5
OTHER CHANGES IN NET ASSETS OR FUND BALANCES

NET UNREALIZED GAINS OR LOSSES ON INVESTMENTS 4,998.




