Form 990

Department of the Treasury
Internal Revenue Service

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the internal Revenue Code
(except black lung benefit trust or private foundation}

» The organization may have ta use a copy of this return to satisfy state reporting requirements.

OMB Mo, 15450047

2011

A Forthe 2011 calendar year, or tax year beginning

, 2011, and ending

B Checkif applicable:

Cc

D Employer Identification Number

Address change

Name change
Initial return

Terminaied

N

CORNELIA DE LANGE SYNDROME FOUNDATION
302 WEST MAIN STREET
AVON, CT 06001

Amended retura

06-1057497

E Telephone number

860-676-

8166

G Gross receipis 9

1,100,180,

F Name and address af principal officer:

SAME AS C ABOVE

Application pending

1 Tax-exempt status

REEHEERT [ [ |57

)= (insert no.)

B(a) bs this a group return for affiliates?

H(b) Are all affiliates included?
{ 'No,' atiach a list. (see instructions)

»

Yes

Na
No

Yes

J Website: = WWIW,CDLSUSA.ORG Hic) Graup exemption number
K Fi { organization: m Corporation r—l Trust I_I Associalion |_| QOther ™ | L Year of Formation: 1981 | M State of legat domicile: MA
Summary
1 Briefly describe the organization's mission or most significant activities: FAMILY SUPPORT QRGANIZATION THAT __ _
g EXISTS TO ENSURE EARLY AND ACCURATE DIAGNOQSIS QF CDLS, PROMOTE RESEARCH INTQ THE _ _
§ CAUSES_AND MANIFESTATIONS, AND _HELP PEOPLE WITH A DIAGNQSIS OF CDLS, AND OTHERS _ _ _
= WITH SIMIL HARACTERISTICS, MAKE INFORMED DECISIONS THROUGHOUT THETR LIVES. __ _
2| 2 Check this box » if the organization discontinued its cperations or disposed of more than 25% of its net assets.
g 3 Number of voting members of the governing boedy (Part VI, fime Ta) . ... 3 17
2 4 Number of independent voting members of the governing body (Part VI, line 1h). .. ............. ... ... 4 17
:4; 5 Total number of individuals employed in calendar year 2011 (Part V, line 2a)........................... 5 13
£ 1 6 Total number of volunleers (estimate if necessary)........................ ..o 6 250
< | 7a Total unrelated business revenue from Part VI, column (C), line 12, .. ... . ... i 7a 0.
b Net unrelated business taxable income from Form 890-T, ine 34, . ... .. ... . . .0 0t 7h 0.
Prior Year Current Year
. 8 Contributions and grants (Part VI, line ThY . ... oot e 1,085,087, 741,415,
2| 9 Program service revenue (Part VIl line2g). ................ .. ... ... ...
% 10 Investment income (Part VIII, column {A), fines 3, 4, and 7d) . ... 29, 340. 23,021.
€ | 11 Other revenue (Part V1Il, column (A), lines 5, 6d, 8¢, 3¢, 10c, and 17€) . ....oovvvno. .. 95,439, 149,523,
12 Total revenue — add lines 8 through 11 (must equal Part VI, column (A), line 12). ... .. 1,209, 866. 913, 959.
13 Grants and similar amounts paid (Part 1X, column (A), lines 1-3)...................... 15,000.
14 Benefits paid to or for members (Part [X, column (&), line d). .........................
, | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10} ... ... 504, 845. 508,667.
g 16a Professional fundraising fees {(Part IX, cclumn (A), line 11e)
§. b Total fundraising expenses (Part I1X, column (D), line 25) »
Y117 Other expenses (Part IX, column (A), lines 11a-11d, 136-24€) .. ... ovennne. ... 545,028. 337,037.
18 Total expenses. Add lines 13-17 (must equal Part |X, column (A), line 25). . ............ 1,049,873. 860,704,
19  Revenue less expenses. Subtract line 18fromline 12, ... ... ... .o i i, 159, 983. 53,255,
3 Beginning of Current Year End of Year
3| 20 Total assets (Part X, line 16) ... 933,030. 946,676,
431 21 Total liabilities (Part X, line 26) ... 13,098. 26,046.
2i| 22 Nel assets or fund balances. Subtract iine 21 from line 20.................. ......... 913,932. 920,630.

4 Signature Block

Under penalties of perjury, | declacd that | have gxamined this rety; cluding acgompanying schedules and staiements, and to the best of my knowledge and befied, it is true, correct, and
cDmplege. Beclaratign {){%reparﬂer than officer) is baseé—uyfjﬁ\?armatign cr:fi; VL'?ILIJC %regparer has any know‘e?ge. 4 g

ra

f) pe [ 4
W Lt N gy | 3 /e
Slgn ( Sigpéiure of afficer / Date /7 f
Here ANA GARCIA-FRESHER EXECUTIVE DIREC
Type or print name and titla.
Print/Type preparer's nama Preparer's signatur;?ﬁ'c’) Date Check D” PTIN

Paid DOUGLAS MORRILL, CPA |DOUGLAS MeRRTLL, CPA 4/7—7 12~ | etempoysd | PO0063838
Preparer |Firmsname = BOTTARO, MORRILL & CO., LLC o
Use ONlY |y agiress = 207 PITKIN STREET Fims ew > 06-1621300

EAST HARTFORD, CT 06108 Phane no. 860-289-2766

pay the IRS discuss this return with the preparer shown above? (see instructions). ........................

IYl Yes |_| No

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

TEEAO113L 08/18/11

Form 990 (2011)



Form 930 (2011) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2
: Statement of Program Service Accomplishments

Check if Schedule O conlains a response o any question In this Part 11 . ... oottt v e e eeaieieeae.s, EI_
1 Briefly describe the organization's mission:

SEE SCHEDULE O

Form 980 oF G00-E 7 D Yes No
If ‘Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services?..... |:| Yes No

If ‘Yes,' describe these changes on Schedute O,

4 Describe the organization's program service accomplishments for each of its three largest program services, as measured by expenses.
Section 501(c)(3) and 501{c}{4) organizaticns and section 4947(a)(1) trusts are required to report the amount of grants and allocations o
others, the total expenses, and revenue, if any, for each program service reported.

s

4a (Code: A) (Expenses S 314, 394. including grants of $ ) (Revenue 3 )
FAMILY SUPPORT PROGRAMS

ot

4b (Code: Fiiii ) (Expenses $ 220,505, including grants of 8 ) (Revenue § )
PUBLIC INFORMATION & EDUCATICON

4c (Code: B8 (Expenses $ 197,164. including grants of § } (Revenue S )
PROFESSIONAL EDUCATION QUTREACH & AWARENESS

4d Other program services, (Describe in Schedule O.) SEE SCHEDULE ©
(Expenses  $ 25,412, including grants of  $ ) (Revenue $ )
4e Total program service expenses » 757,475,

BAA TEEAQIOZL G7/05/11 Form 390 (2011)



Form 890 (2011) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3
Checklist of Required Schedules

Yes | No

1 s the organization described in section 5071(c)(3) or 4947(a)(1) {other than a private foundation)? If ‘Yes,' complete

Schedule A .. e e 1| X
2 Is the organization required to complete Scheduie B, Schedule of Coniributors (see instructions)?...................... 2| X

Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition 1o candidates

for public office? If 'Yas,' complete Schedule C, Part I ... . e 3 X
4 Section 501(cX3) organizations. Did the organization engage in lobbying activities, or have a section 501(h} election

in effect during the tax year? If "Yes,  complete Scheduie C, Parf Il ... . . . . . . . . . i 4 X
5 Is the organization a section 501(c)(4), 501(c)}{5), or 501{c)(6} crganization that receives membership dues,

assessments, or similar amounts as defined in Revenue Pracedure 98-19? Jf 'Yes,' complete Schedule C, Part Il ... .. 5 X
& Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the ri?hl

}g govude advice on the distribufion or investment of amounfs in such funds or accounis? /f "Yes,’ complete Schedule D 5 X

£ 7 I

7 Did the organization receive or hold a conservation easement, including easemenls to preserve open space, the

environment, historic land areas or histeric structures? If 'Yes,' complete Schedule D, Part if..................... ... .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? ff 'Yes,’

complete Schedule D, Part Il . . .. .. . e 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? /f 'Yes,’ complete
Schedule D, PartiV. .. ... ... .. ......... S O 9 X

10 Did the organization, directly or through a related crganization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes, complele Schedule D, Part V. ... ... . ol

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

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

D Part VL e e e e e 11a| X
b Did the organization report an amount for investments— other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 i 'Yes,' complete Schedule D, Part VII. ... .. . .. . i 11b X
¢ Did the organization report an amount for investments— program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If 'Yes,' complete Schedule D, Part VIIL .. .. .. . . .. . . . . . . o e X
d Did the organization report an amount for other assets in Part X, line 15 thal is 5% or more of its total assets reported
in Part X, line 167 /f 'Yes,' complete Schedule D, Part X . . e 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 if *Yes,’ complefe Schedule D, Part X.. ... .. 1le X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? /f 'Yes,’ complele Schedule D, Part X..... | 111 X
12a Did the crganizalion obtain separate, independent audited financial statements for the tax year? If ‘Yes,  complete
Schedule D, Parts XI, XU, and XHL . e 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year? Jf 'Yes, ' an
if the organization answered "No' to line 12a, then completing Schedule D, Parts XI, X!i, and Xl js optienal............. | 12b X
13 Is the organization a school described in section 170®)(1)(AXID? If "Yes,” complete Schedule E............... ... ... 13 X
14a Did the organization maintain an office, employees, er agents outside of the Uniled States? . ........... ... ... ... .. 14a X
b Did the organization have aggregate revenues or expenses of mare than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outside the United Stales, or aggregate foreign investments valved
at $100,000 or more? If 'Yes, ' complefe Scheduie F, Parfs Tand IV .. .. . . . e iiaiiiae e 14b X
15 Did the organization report on Part |X, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? /f 'Yes,' complele Schedule F, Parts Hand IV. . ... ..o 15 X
16 Did the organization report on Part 1X, column (A), line 3, more than $5,000 of aggregate grants or assistance to
individuzls located outside the United States? /f "Yes,' complete Schedule F, Parts itfand IV .. ... 16 x
17 Did the organization report a total of meore than $15,000 of expenses for professional fundraising services on Part |X,
column (A), lines 6 and 11e7? /f Yes,’ complete Schedule G, Part | (see instructions). . ......... ... ..o i, 17 X
18 Did the crganization report more than $15,000 total of fundraising event gross income and contributions on Part VI,
lines 1c and 8a? If 'Yes,' compiete Schedule G, Part Il . . . e 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a? /f 'Yes,’
complete Schedule G, Part 11 . .. . 19 X
20 aDid the organization operate ane or more hospital facilities? If 'Yes,' complele Schedule H. . ....... .. ... ... ..., 20 X
b If "Yes' to line 202, did the crganization attach a copy of its audited financial statements te this return? . ............. ... 20b

BAA _ TEEAQIO3L  01/23/12 Farm 990 (2011)



Form 980 (2011) CORNELIA DE LANGE SYNDROME FQUNDATION 06-1057487 Page 4
Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants and other assistarce to governments and organizations in the
United States on Part IX, column (A), line 17 If *Yes,” complete Schedule |, Parts Tand il .................c. oo, 21 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 Schedule I, Parts land i, . ... .. .. ... . oo o e 22 X

23 Did the organization answer "Yes' to Part VII, Section A, line 3, 4, or 5 about compensation of the organization's current
gﬁ% fgrrjpe_r] officers, directors, trustees, key employees, and highest compensated employees? If 'Yes,’ cormplete 23 ¥
Lo U

24a Did the organization have a tax-exempt bond issue with an outstanding 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 24d and

complete Schedute K. 1T NG, g0 10 e 25 . it e e e 24a X
b Did the organization invest any proceéds of tax-exempt bonds beyond a temporary period exception? .................. 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year lo defease

ANy taX-BX MDY BONAS 7. L et e et 24c
d Did the organization act as an 'on behalf of issuer for bonds outstanding at any time during the year?.................. 24d

25a Section 501(c)3) and 501(c)(4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? /f 'Yes, ' compiete Schedule L, Partl. . ... ... .. i 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction bas not been reported on any of the organization's prior Forms 990 or 990-EZ? If 'Yes,' complete
Schedule L, Parfl . . . 25h| - 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? Jf 'Yes,' complete Schedule L, Partil... .. .. 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If 'Yes,’ complete Schedule L, Part Il

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

a A current or former officer, director, trustee, or key employee? If "Yes,’ complete Schedule L, Part IV ... ............... 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes,’ complefe
Schedie L, Part IV e e 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family memnber thereof) was an
officer, director, trustee, or direct or indirect owner? /f 'Yas,' compleie Schedule L, Part IV . ... .............. .. .00 28¢c X
29 Did the organization receive more than $25,000 in non-cash contributions? If 'Yes,' complete Schedule M. .............. 29 X
30 Did the organization receive contributions of art, histarical treasures, or other similar assets, or qualified conservation
contributions? 1f "Yes, ' complete Schedule M . . e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If 'Yes,' complete Schedule N, Part!. ... ... [ 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assels? If 'Yes,’ complele
Schedule N, Part L e e e 32 X
33 Did the organization own 300% of an entity disregarded as separate from the organization under Regulations sections
301.7701-2 and 301.7701-37 If 'Yes,' complete Schedule R, Part | ... ... .. . . . 33 X
34 }Iyas Jthe organization related to any tax-exempt or taxable entity? Jf 'Yes,' complete Schedule R, FParts Ii, ili, IV, and V, 34 ¥
LT
35a Did the organization have a controlled entity within the meaning of section 512(B)(13)7. ... ... it 35a X
b Did the organization receive any payment from or engage in any transaction with a controlled entity within the meaning
of section 812(b){(13)7 If 'Yes, ' complete Schedule R, Part V, ling 2 . . . . . . . e 35b X
36 Section 501(¢)3) organizations. Did the organization make any transfers to an exempt non-charitable related
organization? /f 'Yes,  completfe Schedufe R, Part V, line 2. .. . . . e e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization and that is
treated as a partnership for federal income tax purposes? Jf 'Yes,' complete Schedule R, Part VL. .................. ... 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule G for Part VI, lines 11 and 19?7
Note. All Form 930 filers are required to complete Schedule Q... ... .. .. e 38| X
BAA Form 990 (2011}

TEEAQIQ4L  Q7/05/11



Form 930 (2011) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 5

Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response to any question inthis Part V.. ... v ineeeeees

___________ In)

Yes | No

1a Enter the number reported in Box 3 of Form 1096, Enter -0- if not applicable............... 1a

b Enter the number of Forms W-2G included in line 1a. Enter -0- if nat applicable ............ 1b

¢ Did the organization comply with baékup withholding rules for repartable payments to vendors and reportable gaming
(gambling) winnings to Prize WINNErs?, ... . .. o e e

2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-

ments, filed for the calendar year ending with or within the year covered by thisreturn. ..... [  2a 13
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? .......... .. ..

Note. If 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 unrelated business gross income of $1,000 or more during the year? ... iee s

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

4a At any-time during the calendar year, did the organization have an interest in, or a signature or other authorit¥ over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? ..........

b If 'Yes,' enter the name of the foreign country: »

See instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts.,

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

c If Yes,' to line 5a or 5b, did the organization file Form BBBB-T7 ... ... .. it

Ba Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible? . ... .. .. . e e

6a X

b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
NOt taX dedUC DI 2. . e e e e

7 Organizations that may receive deductible contributions under section 17%{c).

a Did the organization receive a ;:ayment in excess of $75 made partly as a contribution and partly for gocds and
services provided 10 e Payory. e e

7a X

7b

¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file
B oM BBy e e

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

g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899
BS BOUIT B . L e e e e e e e e

79

h [f the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a

FOrm 008G 7 L e e e e e e

8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) sup?orting organizations. Did the
supporting organization, or a donor advised fund maintained by a spensoring organization, have excess business
holdings at any tme during the Year? . .. e

9 Sponsoring organizations maintaining donor advised funds,
a Did the organization make any taxable distributions under seclion 49667, .. ... .. ... ... .. . e

b Did the organization make a distribution to a doner, donor advisor, or related person? . ........ ... .. oo ol
10 Section 501{cX7) organizatians. Enter:

a Initiation fees and capital contributions included on Part VIIl, line 12 . ... ... ... ... .. ..... 10a
b Gross receipts, included on Form 990, Part VII!, line 12, for public use of club facilities. .. ... 10b
11 Section 501(c}12) organizations. Enter: ‘
a Gross income from members ar shareholders, . ... o o i e 11a
b Gross income from ather sources (Do not net amounts due or paid to other sources
against amounts due or received from them.). . . ... 11b
12a Section 4947(a¥1) non.exempt charitable trusts, Is the organization filing Form 930 in lieu of Form 10417
b If "Yes,' enter the amount of tax-exempt interest received or accrued during the year. ... .. .. I 12b

13 Section 501(c)29) qualified nonprofit health insurance issuers.
a Is the organization licensed lo issue qualified health plans in more thaneone state? ... ... ... ... 0o
Note. See the instructions for additional information the organization must report on Schedule O.

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

which the organization is licensed to issue gualified health plans. .....0..... ... . ... . ... 13b
¢ Enter the amount of reserves onhand .. ... .. .. e 13¢
14a Did the organization receive any payments for indocr tanning services during the tax year?. . ... ........ ... 1 14a X
14b

b If 'Yes,' has it filed a Form 720 to report these payments? If 'No,’ provide an explanation in Schedule O ... ... ... . ... ...

BAA TEEADIOSL  07/05/11

Form 930 (2017)



Form 890 (011) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 6

/Governance, Management and Disclosure For each 'Yes' response to lines 2 through 7b below, and for
a 'No’ response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes In
Schedule Q. See instructions.

Check if Schedule O contains a response to any question inthis Part VI, ... i e |Y|

Section A. Governing Body and Management

1a Enter the number of voting mambers of the governing body at the end of the tax year. . ... .. 1a
If theare are material differences in voting rights among members
of the governing body, or if the governing body delegated broad
auth ority to an executive committee or simflar committee, explain in Schedule O.

b Enter the number of vating members included in line 1a, above, who are independent . .. ... 1b

2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee or key employee?. .. e e e

3 Did the organization delegate confrol over managernent duties customarily performed by or under the direct supervision

of officers, directars or trustees, or key employees lo a management company or ather person? . ........... .. ......... 3 X
4 Did the organization make any significant changes te its governing documents

since lhe prior Form 990 was filed? .. ........... o e 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? .............. 5 X
6 Did the organization have members or stockholders? ... .. e 6 X
7a Did the crganization have members, stockholders, or other persons who had the power lo elect or appoint one or more

members of the governing Dody 7. ... ... e e 7a X

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

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

b Each committee with authority to act on behalf of the governing body? .. ... ... .

9 s there any officer, director or trustee, or key employee listed in Part VI, Section A, who cannot be reached at the
organization's mailing address? If 'Yes,' provide the names and addresses in Schedule O. . ... ... ..o 9 X

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

Yes | No
10a Did the organization have local chapters, branches, or affiliates?. ... ... ... . . 10a X
b it 'Yes,' did the organization have written policies and procedures governing the activities of such chapters, affiliates, and branches to ensure theis
operations are consistent with the organization's eXemPt PUIPOSEST. . . L. L L e 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? . ..................... 1Mal X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990. SEE SCHEDULE O
12a Did the organization have a written conflict of interest policy? If ‘No,'gofoline 13 ... ... ... ... o ot 12a| X
b Were officers, directors or trustees, and key employees required tc disclose annually interests that could give rise
b0 CONI IS T e e e e e 12b| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If 'Yes,” describe in
Schedule O how this is done. ... .. SEE . SCHEDULE - O . oo e e 12¢| X
13 Did the organization have a written whistleblower palicy?. .. ... ... . 13 | X
X

14 Did the organization have a writlen document retention and destruction policy?.......... ... oo oo

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

a The organization's CEQ, Executive Director, or top management official . ............... ... .o
b Other officers of key employees of the organization. . . .SEE. .SCHEDULE .G ........... P TI
If 'Yes' to line 15a or 15b, describe the process in Schedule O. (See instructions.)

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

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

Section C. Disclosure _
17 List the states with which a copy of this Form 990 is required to be filed » SEE SCHEDULE O

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

Own website |:| Another's website D Uporni request
19 Describe in Schedule O whether (and if so, how) the organization makes its governing documents, conflict of inferest policy, and financial statements available te
the public during the tax year. SEE SCHEDULE O

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

~ LIANA GARCIA-FRESHER 302 WEST MAIN ST. AVON CT 06001 B860-676-8166

BAA TEEAOIOEL 01/23/12 Form 990 (20171)



Ferm 390 2011) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors

Check if Schedule O contains a response io any question inthis Part VIL. ... ... oot e e e i '_‘
Section A. Officers, Directors, Trustees, Key Employees, 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 current officers, directors, trustees (whether individuals or organizations), regardiess of amount of
compensation. Enter -0-in columns (), (E), and (F)-if no compensation was paid.

® List all of the organization's current key employees, if any. See instructions for definition of 'key employee.’

_ * List the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee) who
received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Farm 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 capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations.

List persons in the following order: individual trustees or directors; institutional trustees; oificers; key employees; highest cormpensated
employees; and former such persons,

[—' Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

© _
Position
o e Ao | oot check more tan one o, | O) e ot s
porwes | edlorinsiy | coppenalonlon | SRS | ompin
Lccl,eus?gﬂf%? si z z 9 .r’f gzl (W-2/1099-MISC) {W-2/1039-MISC) mgggiz r;ﬁ) .
related | =2 | E1 8 (3 {23 | 3 and related
Dtrig?]rglia]- %5 g = _g E ‘;; B organizations
Sr:hg;lule g § % §
& % g
_()_MICHELE ACKLES ______ |
DIRECTOR 0 X 0. 0 0
_{» MICHELE CHAMPTON _ __ _ |
DIRECTOR 0 X 0. 0. 0.
_(3 GLENN DIXON _______ __|
VICE PRESIDENT 0 X X 0. 0. 0.
_¢ DAVID FOWLER |
PRESTDENT 0 X X 0. 0. 0.
_(5y EILEEN AHEARN, M.D '
DIRECTOR 0 X 0. 0. 0.
_( ROBERT BONEBERG, ESQ.
DIRECTOR 0 X 0. 0. 0.
_( DIANNE LESSA_ _ __ ___ _ '
DIRECTOR 0 X 0. 0. 0.
_¢& GARTH BLACK ________ |
SECRETARY 0 X X 0 0 0
(9)_CARLOS MADRID, ESQ. __ |
DIRECTOR 0 X 0. 0. 0.
10y PENNY KETCHEM _ |
DIRECTOR 0 X , 0. 0. 0.
{11y KARI CUNNINGHAM ROSVIE,
VICE PRESIDENT 0 X X 0. 0. 0.
{12 DAVID HARVEY | ‘
DIRECTOR 0 X 0. Q. 0.
13 MARC NEEDIMAN |
TREASURER 0 X X 0. _ 0. 0.
4 THOMAS O'BRIEN __ __ __ |
DIRECTOR 0 X 0. 0. 0.

BAA TEEAQIO7L 0706011 Form 990 (2011)



Form 990 (2011) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 8
{ Section A, Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont)

€}
S (B | (io ot check mars tran one © B 6
Name and tite e e B e roatecy | compasention from | compenealion fram | amount of other
per the organization related organizations compensalion
week 193] 51 Q| F[3Z[F| w21loeMs0) (W-2/1095-MISC) from tha
{describ| o, % % F<ae § organization
a |75 E(8| 2|52 3 and related
h?;'rrs %% g. g 5 ,é. b1 organizaticns ]
Saml 8z |®| 2
zations| &} 2 a
in 3 =
Sch 0) g
Qs MARY OPITZ _ __ _ ___________
DIRECTCR 0 | X 0. 0. 0.
06 FRAN RISSLAND _ __ ________ __
DIRECTOR 01X 0. 0. 0.
(7 BETH SMISLOFF __ _ __ _________
DIRECTOR 0 | X 0. 0. 0
(8 LIANA GARCIA-FRESHER __ __ ___ _
EXECUTIVE DIREC 40 X 118,200. 0. 0
Q. __
ey
@Y
2 e
ey e
ey _
e ___
1B SUBOtAl . .. > 118, 200. 0. 0.
¢ Total from continuation sheets to Part VII, Section A ....................... > 0. 0. 0.
dTotal (add lines Thand 1€}, . . .. ..o0 ot > 118, 200, 0. 0.

2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable compensation

from the organization ™ 1

Yes | No

3 Did the organization list any former officer, director or trustee, key employee, or highest compensated employee
on line 1a? If 'Yes,’ complete Schedule J for such individual

4 For any individual listed on line 1a, is the sum of reEDrlabIe compensation and other compensation from
the organization and related organizations greater than $150,0007 f "Yes' complete Schedule J for

such IRGIVIUAL . e e e e e e

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

Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors thal received more than $100,000 of
compensation from the organization. Report compensation for the calendar year ending with or within the organization's tax year.
|’ ©
Description of services Compensation

(A
Narme and business address

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 > {)

BAA TEEAQ108L Q7/06/11 Form 990 (2011)



Form 990 (2011) CORNELIA DE LANGE SYNDROME FQUNDATION 06-1057487 Page 9

Statement of Revenue
{A) (B} {C}) (D}
Total revenue Related er Unrelated Revenue
exempt business excluded from tax
function revenue under sections
S : : revenue 512, 513, or 514
w.,| Ta Federated campaigns.......... 1a e
[
2z b Membershipdues............. 1b
U“",_% ¢ Fundraising events .. ... ...... 1¢ 262,707.
%% d Related organizations..........| 1d
g E| e Goernment grants (contributions). ... | e
ae - .
E&| f Allother contributions, gifts, grants, and G et
EE sifilar amounts not included above. ... | 1f 478,708.
£al g Nocash contributions included in Ins 1a-1f.  $ :
S<| h Tetal. Add lines 1a-1f................ ... .. >
u 7 Business Code
E 2a _ __ _ ____
[ b
u e __
S f .
wl d
o e
= e o ___
g f All other program service revenue. . ..
£ | g Total. Addlines 2a-2f. . ......uiei.., »-
3 Investment income (including dividends, interest and
other similaramounts). .. .. ... ... . L > 13,808.] - 13,808.
4 |ncome from investment of tax-exempt bond proceeds . ™
5 Royalties.. ... ... .. . »
@ Real (i) Personal
6a Grossrents..........
b Less: rental expenses.
¢ Rental income or (loss). . . .
d Netrentalincomeor (loss). .. .......................
7a Gross amount fram sales of 4 Securities @ Other
assets other than inventory . 127,853,
b Less: cost or other basis
and sales expenses. . . . ... 118, 640.
¢ Gain or (loss). . ....., 9,213,
dNetgainor(loss).......... ... ... .. . . .
w | 8a Gross income from fundraising events
2 {not including .
E of contributions reported on line 1¢).
z See Part IV, line 18................ a 217,104
:i_' b Less: direct expenses............... b 67,581 .}
° ¢ Net income or (loss) from fundraising events.. .. ......
9a Gross income from gaming activities,
SeePart IV, Iline 19 ................ a
b Less: direct expenses, ... ........... b
¢ Net income or (loss) from gaming activiti
10a Gross sales of inventory, less returns
and allowances . ................... a
b Less: costofgoodssold............ b
¢ Net income or (loss) from sales of inventory, .......... >
Miscellaneous Revenue Business Code
wa __
b
c____
d All otherrevenue. . .................
e Total. Add fines Ma-11d............................ >
12 Total revenue. See instructions . ................ ... .. > 913, 959, 9,213 1 0. 163, 331.

BAA ’ TEEAQI0L  07/06/11 Form 990 (2011)



2011) CORNELIA DE LANGE SYNDROME FQUNDATION 06-1057497 Page 10
] Statement of Functional Expenses
Section 501(€)(3) and 501 (c)4) organizations must complete all columns.
All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D).
Check if Schedule O contains a respanse to any question inthis Part IX.. .. ... oo iiaiiey ez [—l
. : () B (© ®
Do not inchude amounts reported on lines Total expenses Program service Management and Fundraising
6b, 7b, 86, 9b, and 10b of Part VN, expenses eneral expenses EAPENSES
1 Grants and other assistance to governments e ' :
and organizations in the United States. See
Part v, line 23, .................... . .....
2 Grants and other assistance ta individuals in
the United States. See Part IV, line 22 .. .. ... 15, 000. 15,000
3 Grants and other assistance to governments,
organizations, and individuals cutside the
United States. See Part IV, lines 15 and 16. . .
4 Benefits paid to or formembers.............
5 Compensation of current officers, directors,
trustees, and key emplayees. ... ... .. ... ... 118,200. 107,562, 4,137, 6,501,
g Compensation not included above, to
disqualified persons (as defined under
section 4958{f{1)) and persons described
in section 4958(c)(3)BY. . ...l 0. 0. 0. 0.
7 Othersalariesand wages. .. ................ 347,991, 316,672, 12,180. 19,138,
Pension plan accruals and contributions
(include section 401{k) and section 403(b)
employer contributions). ... ........... ... ...
9 Other employee benefits ., ,................ .
10 Payrolltaxes. .......oovvvive . 42,476. 38,653, 1,487. 2,336.
11 Fees for services (hon-emplayees):
aManagement............ .. ..o,
blegal ... ... ... .. .
CAccoUNting - .. ... e
dlobbying............. . o
e Professional fundraising services, See Part IV, line 17, . . ..
f Investment managementfees...............
gOher. ... 11,444, 10,414. 400. 630.
12 Advertising and promaotion. .................
13 Office exXpenses. . .........ooouieeei.. 15,812, 11,814. 2,243. 1,755.
14 Information technology............ .. ... ...
15 Royalties............. o i
16 OCCURPBNGY .o v ve e vttt ee e e e, 33, 975. 31,937, 1,019. 1,019,
17 Travel . ... .. .
18 Payments of travel or entertainment
expenses far any federal, state, or lacal
public officials. . . ........... ... ... .. ... ..
19 Conferences, conventions, and meetings . .. ..
20 Interest .. ... ...
21 Paymentsto affiliates. . ....................
22 Depreciation, depletion, and amartization .. . .. 12,210. 12,210,
23 INSUMANGE ..t tee e e eens 4,279 133. 176,
24 Other expenses. [temize expenses not
covered above (List miscellaneous expenses
in line 24e. If line 24e amount exceeds 10%
of line 25, column (A) amounit, list line 24e
expenses an Schedule O.). ... .. .. ... ... & :
a MEETING/SEMINARS 73,639, 65, 620. 2,130. 5,889.
b PROFESSIONAL FEES 50,414. 47,164, 2,125. 1,125.
¢ EQUIPMENT RENTAL 39,812. 28,671. 4,572, 6,569.
d PRINTING AND PUBLICATIONS _ 28,423, 24,088. 1,460. 2,875.
e Allother expenses. ................c.ovunnnn £7,029. 55,910. 2,961. 8,158.
25 Total functional expenses. Add lines 1 through 24a . . . .. 860,704, 757,475, 47,057. 56,172.
26 Joint costs, Camplete this line cnly if
the organization reported in column (B)
joint costs fram a combined educational
campaign and fundraising solicitation.
Check here » |:| if following
S0P 98-2 (ASC958-720). .. ................
BAA Form 990 (2011)
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Form 990 Oﬂ} CORNELIA DE LANGE SYNDROME FOUNDATION

06-1057497

Page 11

Balance Sheet

Beginning of year

{(A)

]
End of year

LS I I TV S R

o

7
8
9

=AMy

T
12
13
14
15
16

10a Land, buildings, and equipment: cost or other basis.

b Less: accumulated depreciation. ... ................ 10b

Cash — non-interest-bearing. . ... ..ot e e
Savings and temporary cash investments. . ... .. ... ..
Pledges and grants receivable, net. . .. ... .. e
Accounts receivable, nel. .. .. ... ... e
Receivables from current and former officers, directors, trustees, key employees,
and highest compensated employees. Complete Part 1l of Schedule L...........

Receivables fram other disqualified persons (as defined under section 4958(f}(1)),
persons dascribed in section 4958(c)(3)(B), and conlributing employers and
sponsering organizations of section 501(¢)(9) voluntary employees' beneficiary
organizations (see instructions). . ....... ... . . . i

Notes and loans receivable, net . ... ... ... . e
Invertories for sale OruUse. . ... ... i e
Prepaid expenses and deferredcharges. ........... ... . .. i

Complete Part VI of Schedule D . .................. 10a

191, 911.

135,494,

162,889,

247,141,

F-SETUR N

Wl |(d|;h

142,690.

T164%s

32,235.

Investments — publicly traded securities. .. ...
Investments — other securities. See Part IV, line 11....... ... ... ... .. ...,
Investments — program-related. See Part IV, line 11..... . ... ... ... ... ...
Iangible assels. .. o
Other assets. See Part [V, line 11, ... .. i e
Total assets. Add lines 1 through 15 (must equal line 34). ... .. ... ... ... ool

555,101.| 11

530,576.

12

13

14

1,230.]15

1,230.

933,030.| 16

946,676.

17

RuBG

M——A-r -

18

Accounts payable and accrued expenses . .. ... oo
Grants payable . ... e
Deferred reveNUE. .. . ... e
Tax-exempt bond liabilities . .. ... ... ..
Escrow or custodial account liability. Complete Part IV of Schedule D...........

Payables to current and former officers, directars, trustees, key emplogees,
highest compensated employees, and disqualified persons. Complete Part |1
Of SChedUle L. ..o e e e e

Secured mortgages and noles payable to unrelated third parties . ...............
Unsecured notes and loans payable to unrelated third parties. . ............... ..

Other liakilities {including federal income tax,f yables lo related third parties,
and other liabilities not included on lines 17-24), Complete Part X of Schedule D. .

Total liabilities. Add lines 17 through 25 ... . .. ... . .. . i e

19,0098.[ 17

26,046.

WMOZPrPTN OZCT 00 W—MLAD  —mE

Puguw

Organizations that follow SFAS 117, check here » m and compiete lines

27 through 29 and lines 33 and 34.

Unrestricted net assets .. ... . o e
Temporarily restricted netassets. ............. ... ... ... L .
Permanently restricted net assets. .. ... ... ..
Organizaticns that do not follow SFAS 117, check here » |:| and complete
lines 30 through 34. '

Capital stock or trust principal, orcurrent funds. .. ... ... ... . ... ool
Paid-in or capital surplus, or land, building, or equipment fund. . ... ...... ... ...
Retained earnings, endowment, accumulated income, or other funds .. ..........
Tolal net assets or fund balances. ....... ... .. . i
Total liabilities and net assets/fund batances . ............. ... ... .. ... ... ...

905, 817.| 27

890,310.

8,115.[ 28

30,320.

913,932.| 33

920, 630.

946,676,

BAA

TEEADIIIL 07/06/11

933,030.]134

Form 990 (2011)



Form 990 (2011) CORNELIA DE LANGE SYNDROME FQUNDATION 06-1057497

Page 12
Reconciliation of Net Assets

Check if Schedule O contains a response to any question in this Park XL . ... ..o oioii i i [ﬂ
1 Total revenue (must equal Part VIII, column (A), line 12, ... . e 1 913,959,
2 Total expenses (must equal Part IX, column (A), INe 25). .. ...\ o 't ettt e 2 860,704.
3 Revenue fess expenses. Subltract line 2 from N8 1. ... ... . oo it e 3 53,255.
4 Net assets or fund balances at beginning of year {(must equal Part X, line 33, column (A)). ... oevvoeeeeennn, 4 913,932.
5 Other changes in net assets or fund balances {explain in Schedute 0. . .SEE..SCHEDULE .G.............. 5 -46,557.

6 Net assets or fund balances at end of year. Combine lines 3, 4, and 5 (must equal Part X, line 33,
column B)) ... y ............................ ( ...... q ............................ [ 920, 630,

4 Financial Statements and Reporting

Check if Schedule O contains a response to any question inthis Part X1 ... ... i e e

1 Accounting method used to prepare the Form 990; DCash Accrual Dother

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

b Were the crganization’s financial statements audited by an independent accountant?. .............. ... ...
¢ If 'Yes' lo line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? . .............. .. ... ...
If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O, .
d If 'Yes' to line 2a or 2b, check a box below to indicate whether the financial statements for the year were issued on a
separate basis, consolidated basis, or both:
Separate basis DConsoIidated basis DBoth consolidated and separate basis

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

2b| X

_2¢c| X

Audit Act and OMB Circular A-1337........ N P 3a X
b If 'Yes,' did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits .. ... ... ... .o o ui.s 3b
BAA Form 990 (20711)
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SCHEDULE A
{Form 930 or 990-EZ)

Department of the Treasury
Internal Revenue Service

Public Charity Status and Public Support

Complete if the organization is a section 501(c)(3{ organization or a section
4947(a)(1) nonexempt charitable trust.

» Attach to Form 990 or Form 930-EZ. » See separate instructions.

OMB No. 1545-0047

2011

Hame of the organization

CORNELTA DE LANGE SYNDROME FOUNDATION

06-10574%7

Employer identification nurnber

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

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

1 A church, convention of churches or association of churches described in section 17{bXTX}AXD.
2 A school described in section 170(b)1XAXii). (Attach Scheduile E.)

3 A hospital or a cooperative hospital service organization described in section 170{bX1)}AXjii).

4

A medical research organization operated in conjunction with a hospital described in section 170{bX1)}AXiii). Enter the hospital's
name, city, and state:

5 [:l An organization operated for the benefit of a collége or university owned or operated by a governmental unit described in section
170(bX1XAXiv). (Complete Part IL.)

6 A federal, state, or local government or governmental unit described in section 170bX1XAXv). _ _

7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public described
in section 170(b)}1XAXvi). (Complete Part I1.)

8 A community trust described in section 170(b)1XAXvi). (Complete Part I1.)

9 An organization that normally receives: (1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts
from activities related to its exempt functions — subject to certain exceptions, and (2) no more than 33-1/3% of its support from gross
investment income and unrelated business taxable income (less seciion 511 tax) from businesses acquired by the organizaticn after
June 30, 1975. See section 50%{a)}(2). (Complete Part 1li.)

10 An organization organized and operated exclusively to test for public safety. See section 509{a)4).
1 An organization organized and operated exclusively for the benefit of, to perform the functions of, or carry out the purposes cf one or

meore publicly supported organizations described in section 509(a)(1} or section 509{a)(2). See section 509(a}3). Check the box that

d[] Type Ill = Other

describes the type of supporting organization and complete lines 11e through 11h,
b DType 11

a DType |

check this box

c D Type |l = Functionally integrated

e Be( checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons
other thaggfounzd)ation managers and other than one or more publicly supported organizations described in section 509(2)(1) or
section 509(a)(2).

f If the organization received a written determination from the IRS that is a Type |, Type Il or Type |Il supporting crganization, D

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

(i) A person who directly or indirectly contrals, either alone or together with persons described in (fi) and (iii}
below, the governing body of the supported organization?. .. ... .. .. . .

(i) A family member of a person described in (i} above?.. ... .. ... e
(D A 35% controlled entity of a person described in (Y or (i) abave? ... ...
h Provide the following information about the supporled organization(s).

Mg

11g (i)

11 g Gii)

(i) Name of supported

organization

G EIN

(iii) Type of organization
(described on lines 1-9
above or IRC section
{see instructions))

(iv) Is the
organization in
column () listed in
your goverding
document?

{v} Did you notify
the organizatian in
column () of
your support?

{vi) Is the
organization in
column {i)
organized in the
U.s.?

Yes No

Yes Nao

Yes No

{vii) Amount of suppart

(A)

(B8

)

)

(E)

Total

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 930 or 990-EZ;

TEEAQAQIL 0%/28/11

“Schedule A (Form 990 or 990-E2) 2011



Schedule A (Form 990 or 880-E2) 2011 CORNELIA DE LANGE SYNDROME FOUNDATION 06=1057497 Page 2
Support Schedule for Organizations Described in Sections 170(b)(1)}(AXiv) and 170(b)1)}AXvi)

{Complete only if you checked the box on line 5, 7, or 8 of Part | or if the erganization failed to qualify under Part il If the
organization fails to qualify under the tests listed below, please complete Part L)

Sectian A. Public Support

aainaay year (o fiscal year (a) 2007 (b) 2008 (c) 2009 (d) 2010 (e) 2011 (0 Total
1 Gifts, grén_ts, confributions, and
memhership fees received. (Do not
include any ‘unusual grants.’). .. ... ..

2 Tax ravenues levied for the
organjzation's benefit and
either paid to or expended
onits behalf. .. ...............

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

4 Total. Add lines 1 through 3....

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

& Public supportt. Subtract line 5
fromlined...................

Section B. Total Support

Calend fiscal
b: g?:n;'gy;g’ﬁ"’ iscal year (a) 2007 (b) 2008 (¢} 2009 (d) 2010 (&) 2011 (N Total

7 Amounts fremline 4 ..........

B8 Gross income from interest,
dividends, payments received
on securities Ipans, rents,
royalties and income from
similar sources .. .............

¢ Net income from unrelated
business activities, whether or
not the business is regularly
carriedon....................

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

11 Total support. Add lines 7 :
through 10 ... ... ... ... 2

12 Gross receipts from related activities, etc (see instructions)

13 First five years. If the Form 990 is for the organizalion's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here . . . . .. . . e > |—|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2011 (line &, celumn {f) divided by line 11, column (. ... ....... ...t 14 %
15 Public support percentage from 2010 Schedule A, Part 1, line 14 . ... ... ... . i e 15 %

16a 33-1/3% support test — 2011, If the organization did not check the box on line 13, and the line 14 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization. . ........ .. ... . oo o > D

b 33-1/3% support test — 2010, If the organization did not check a box on line 13 or 16a, and line 15 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization. ........ ... . i i > |:|

17a 10%-facts-and-circumstances test — 2011. 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 mests 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.......... > |:|

b 10%-facts-and-circumstances test — 2010. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10%

or more, and if the organization meets the 'facts-and-circumstances' test, check this box and stop here, Explain in Part IV how the
arganization meets the 'facts-and-circumstances' test. The organization qualifies as a publicly supported organization. . ............ > H
18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 172, or 17b, check this box and see instructions. .. . il
BAA Schedule A (Form 990 or 930-E2) 2011
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Schedule A (Form 990 or 990-E2) 2011 CORNELIA DE LANGE SYNDROME FOUNDATICN 06-1057497 Page 3
Support Schedule for Organizations Described in Section 509(a)}(2)

(Complete only if you checked the box on line 9 of Part [ or if the organization failed to qualify under Part li. If the organization fails
to qualify under the tests listed below, please complete Part 11,)

Section A. Public Support

Calendar year (or fiscal yr beginning im) ™ {a) 2007 (b) 2008 {c) 2009 (d) 2010 () 2011 (f} Total
1 Gifts, grants, contributions '
and megﬂt&grshiptf_eels 4
received. (Do not include )
any ‘wnusual grants.y .. ... .. .. 736, 307. 805,331, 849,687./1,085,087. 741,415, 4,217,827,
2 Gross receipts from admis-
sions, merchandise sold or
services performed, or facilities
furnished in any activity that is
related to the organization's
tax-exempt purpose. . ......... 95,439.| 149, 523. 244,962,
3 Gross receipts from activities
that are not an unrelated trade
or business under section 513. . 0.

4 Tax revenues levied for the
erganization's benefit and
gither paid to or expended on
S DERAIL ..o 0.

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

6 Total. Add lines 1 through 5. . .. 736,307, 805,331, 849,687.|1,180,526. 850,938.1 4,462,789,

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. 0.

cAddlines 7Jaand 7b, ... . ......

8 Public support (Subtract line
Jefromline6)............... 3

Section B. Total Support
Calendar year (or fiscal yr beginning in)> (a) 2007 (b) 2008 (<) 2009 {d) 2010 {e) 2011 (N Total
9 Amounts fromline 6........... 736,307, 805,331, 849, 687.|1,180,526. B90,938.1 4,462,789.

10a Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from :
similar sources ............... 21,784. 13,942, 5,508, 28,932. 23,021, 93,187,

b Unrelated business taxable

income (less section 511
taxes) from businesses
acquired after June 30, 1975 ... 0

c Add fines 10a and 10b......... 21,784, 13,942, 5,508. 28,932, 23,021. 93,187,

11  Net income from unrelated business
activities not included in ling 10b,
whether or not the business is
regularly carriedon ... ......... ... 0.

12 Other income. Do not include
gain or loss from the sale of

0.
0.

L]
o
o

4,462,789,

ERsTes Gelanin o,
13 Total support. (Add Ins 9, 10c, 11, and 12.) 758,091. 819, 273. 855,1585.]1,209,458. 913,959.| 4,555,876,
14 First five years. If the Form 930G is for the organization's first, second, third, fourth, or fifth tax year as a seclion 5031{c)(3)
prganization, check this box and stop here . .. . .. . e > |_l
Section C. Computation of Public Support Percentage
15 Public support percentage for 2011 (line 8, column (f) divided by line 13, column (.. ... oo ooee oo 15 87.95 %
16 Public support percentage from 2010 Schedule A Part Il line 15, ... ... 0o 16 97.99 %
. Section D. Computation of Investment Income Percentage .
17 Investment income percentage for 2011 (tine 10c¢, column (f) divided by line 13, column (). ........... PRI 17 2.05 %
18 Investment income percentage from 2010 Schedule A, Part 111, line 17 . ... o i e e 18 2.0l %
192 33-1/3% support tests — 2011. If the organization did not chack the box on line 14, and line 15 is more than 33-1/3%, and line 17
is not more than 33-1/3%, check this box and stop here. The organizalion qualifies as a publicly supporied organization............ ™
b 33-1/3% support tests — 2010, If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33-1/3%, and
line 18 is not more than 33-1/3%, check this box and stop here, The organization qualifies as a publicly supported organization ...
20 Private foundation. if the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions. ... ......... > H

BAA TEEADAO3L 05/25/11 Schedule A (Ferm 990 or 990-EZ) 2011



Schedule A (Form 990 or 990-EZ) 2071 CORNELIA DE LANGE SYNDRCME FOUNDATION 06-1057497 Page 4

%1 Supplemental Information. Complete this part to provide the explanations required by Part i, line 10;
Part ll, line 17a or 17b; and Part Ill, line 12. Also complete this part for any additional information.
(See instructions).

BAA Schedule A (Form 990 or 990-E2Z) 2011

TEEAD4D4L  05/25/11



(SFCheduIe B OMB No, 15450047
orm 980, 990-E2, .
or 990-PF) Schedule of Contributors 2011
Department of the Treasury » Attach to Form 990, Form 990-EZ, or Form 990-PF
Internal Revenue Service -
Name of the arganization . ) Employer identilication number
CORNELTA DE LANGE SYNDROME FOUNDATION ) 06-1057497
Organization type (check one):
Filers of: Section:
Form 990 or 990-EZ [X[501(c)(_3 ) (enter number) organization

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

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

| 4947 (a)(1) nonexempt charitable trust ireated as a private foundation

|| 501(c)(3) taxable private foundation

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

General Rule

For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 or more (in money or property) from any one
centributor. (Complete Parts | and I1.)

Special Rules

DFor a section 501(c)(3) organization filing Form 990 or 990-EZ that met the 33-1/3% support test of the regulations under sections
509(a)(1) and 170(b)(1)}{A){(vi}, and received from any one contributor, during the year, a contribution of the greater of (1} $5,000 or
{2) 2% of the amount on (i) Form 990, Part VIII, line 1h or (i} Form 990-EZ, line 1. Complete Parts | and Il

For a section 901(c}{7), (8), or (1 0) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
tolal contributions of more than $1,000 for use exclusively for religious, charitable, scientific, literary, or educational purposes, or
the prevention of cruelty to children or animals. Complete Parts |, 1l, and |ll.

DFor a section 501(c}7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
contributions for use exclusively for religious, charitable, ete, purposes, but these contributions did not total to mare than $1,000.
If this box is checked, enter here the tolal contributions that were received during the year for an exclusively religious, chantaple, elc,
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 cr more duringthe year....................... .. ..., RN » 3

Caution: An organizafion that is not covered by the General Rule and/or the Special Rules does not file Schedule B (Form 990.‘990-52, or
990-PF) but it must answer 'No’ on Part |V, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on Part |, line 2, of its
Form 950-PF, to certify that it does not meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990, Schedule B (Form 990, 390-E2, or 990-PF) (2011}
990EZ, or 990-PF.

TEEAQ70IL O1/i6/i2



Schedule B (Form 990, 990-E2Z, or 990-PF) (2011 Page 1l to 1  of Parthl

Narne of organization Employer identification number
CORNELIA DE LANGE SYNDROME FOUNDATION . 06-1057497
Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.
(2 {b} {c) ' (@
No. from Description of noncash property given FMV (or estimateg Date received
Part| {see instructions
N/A
$
(@) d) © .
No. from Description of noncash property given FMV (or estimate) Date received
Part| {see instructions)
$
@ (b) © @
No. from Description of noncash propetty given FMV {or estimate) - Date received
Part| {see instructions)
§
@ (b) , © @
No. from . Description of noncash property given FMV (or estlmate; Date received
Part | {see instructions
$
(a) (b) ) (d)
No. from Description of noncash propery given FMYV (or estimate) Date received
Partl {see instructions)
$
@ . 0 ' © @
No. from Description of noncash property given FMV (or estimate) Date received
Part | (see instructions)
3
BAA ' Schedule B (Form 990, 990-EZ, or 990-PF) (2011}

TEEAD703L  08/30/11



Schedule B (Form 990, 990-E7, or 930-PF) (2011)

Page 1l 1 of Partlil

Name of organization

CORNELTA DE LANGE SYNDROME FOUNDATION

Employer identification number

06-1057497

organizations t

Exclusively reliﬁious, charitable, etc, individual contributions to sectior 501(c)(7), (8), or (10)
at total more than $1,000 for the year.Complete cols (a) through {e) and the following line entry.

For organizations completing Part [Il, enter total of excfusively religicus, charitable, etc,

contributions of $1,000 ar less for the year, (Enter this information once. See instructions.) . ............ ] N/A
Use duplicate copies of Part |l| if additional space is needed.
(@ (b) () ()
N%af:;olm Purpose of gift Use of gift Description of how gift is held
N/A
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(a} b) () {d)
Ng- Lrﬁm Purpose of gift Use of gift Description of how gift is held
a
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(a) by (c) _ 1CH
Nt';- frlﬁm Purpose of gift Use of gift Description of how gift is held
al
(e}
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
(@ L) {) (d)
Ng- f':O!m Purpose of gift Use of gift Description of how gift is held
al
(&)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
BAA Schedule B (Form 990, 990-EZ, or 930-PF) (2011)

TEEAQ704L  DB/3G11



SCHEDULE D OMB No, 1545-0047
(Form 990) Supplemental Financial Statements 2011
» Complete if the crganization answered 'Yes,' to Form 990, -
{epartment of the Treasury PartiV, lines 6,7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b.
Internal Reverue Service » Attach to Form 990. ™ See separate instructions. :
Hame ol the arganization Emplayer identil

CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if
the organization answered 'Yes' to Form 930, Part IV, line 6.

(a) Denor advised funds {b) Funds and other accounts
1 Totat number atend of year................
2 Aggregate confributions to (during year). . . ..
3 Aggregate grants from (during year) ........
4 Aggregate value atend of year.............
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised
funds are the organization's property, subject to the organization's exclusive legal control? .. ................... DYes |:| No

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

| Conservation Easements. Complete if the organization answered "Yes' to Form 990, Part 1V, line 7.
1 Purpose(s) of conservation easements held by the organization {check all that apply).

Preservation of land for public use (e.qg., recreation cor education) Preservation of an historically important land area
Protection of natural habitat Preservation of a certified historic structure
Preservation of open space

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

Held at the End of the Tax Year

a Total number of conservation easements. ... ... o 2a
b Total acreage restricted by conservation easements. ....... ... .. ... e 2b
¢ Number of conservation easements on a certified historic structure included in (g)............. 2¢
d Number of conservation easements included in (¢) acquired after 8/17/06, and not on a historic
structure listed in the National Register. ... .. ... ... ... ... ... ... ... ... . PR 2d
3 Number of conservation easements medified, transferred, released, extinguished, or terminated by the organization during the
tax year »

Number of states where property subject to conservation easement is located »

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easements itholds? .. ... o DYes I:l No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year
>

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year
-5

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section
170 BX() and section 1700 ) B . ... o e I:IYes [:' No

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

rvation easements.

1 Organizations Maintaining Collections of Ant, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yes' to Form 990, Part IV, line 8. :

1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to repart in its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide,
in Part XIV, the text of the footnote to its financial statements that describes these iterns.

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

() Revenues included in Form 990, Part VIII, line 1. . . ... .o e e -3
(i) Assets included in Form 990, Part X ... ... e e >3

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

a Revenues included in Form 990, Part VIIL ling 1. .. oL e -3
b Assets included in Form 990, Part X . . e o -3
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990, TEEAIZOIL 05/25/13 Schedule B (Form 990) 2011




D (Form 390) 2011 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 __Page2
7 Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (confinued)

3 Using the organization’s acquisition, accession, and other records, check any of the fellowing that are a significant use of its collection
items (check all that apply):
a Public exhibition d Loan or exchange programs
b Scholarly research e H Other
¢ Preservation for future generations

4 Srovid:ava description of the organization's collections and explain how they further the organization's exempt purpese in
art XIV.

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

Escrow and Custodial Arrangements. Complete if the organization answered "Yes' to Form 9390, Part IV,
line 9, or reported an amount on Form 990, Part X, line 21,

1a Is the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not
included on Form 990, Part X7 . ... e e D Yes |:| No
b If 'Yes,' explain the arrangement in Part X1V and complete the following table:
Amount
€ Beginning Balante . ... ... . e e 1c
d Additions during the year . . ... .. s 1d
e Distributions during the year . . ... i e le
f Ending balance.......... ........ e e e e e e e e e 1
2a Did the organization include an amount on Form 990, Part X, line 217, . ...t aiaaaieaens [Jyes [ InNe

b If 'Yes,' explain the arrangement in Part XIV.
Endowment Funds. Complete if the organization answered 'Yes' to Form 990, Part IV, line 10.
{a) Current year (h) Priar year (c) Two years back {d) Theee years back (e} Four years back

1a Beginning of year balance .. ...
b Contributions. .. ........... ... ‘

¢ Net investment earnings, gains,
andlosses............ooiin

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

e Other expenditures for facilities
and programs . ...............

f Administrative expenses.......
g End of year balance........... .
2 Provide the estimaled percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment » %
b Permanent endowment » %
¢ Temporarily restricted endowment » %

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

3a Are there endowment funds-not in the possession of the organization that are held and administered for the
organization by:
() unrelated organizations . . ... ... . ... e e e

Yes No

3a(i)
3a(ii}
b If "Yes' to 3a(ii), are the related organizations listed as required on Schedule R?. . ............ ... 3b _}
4 Describe in Part XIV the intended uses of the organization's endowment funds.

{Land, Buildings, and Equipment. See Form 990, Part X, line 10.

Description of property (a) Cost or other basis| {b) Cost or other {¢) Accumulated (d) Book value
(investment) basis (other) depreciation

Taland ... .. e
bBuildings. ......coo
¢ Leasehold improvements . . ................
dEquipment.......... ...

e OB, 142,690, 110, 455. 32,235.

Total. Add lines 1a through Te. (Column (d) must equal Form 990, Part X, column (B), fine 10(c).) . . ... ... o\ .. » 32,235,

BAA Schedule D (Form 990) 2011
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ule D (Form 990) 2011 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 4
Part Xk | Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements
1 Total revenue (Form 3980, Part VI, column (A), lINe 12 .. oottt it i 913,859,
2 Tolal expenses (Form 930, Part IX, column (A), N8 25). .. ... ..t ur ittt a e e B60, 704.
3 Excess or (deficit) for the year. Subtractline 2 from N 1. ... ... .. o et 53,255,
4 Netunrealized gains (10SSES) 0N NMVESIMIENIS . . oo\ttt et et et et e e e e et e -46,557.
5 Donated services and use of facilities .. ... e
B INVESIMIBI B DB IS, .. . .t ittt e e e e
7 Prior period adiustments. .. e
B Other (Describe in Part KIV . oottt st e e e e e e
9 Total adjustments (net). Add lines 4 through 8 . ... ... . e -46,557.
10 Excess or (deficit) for the year per audited financial statements. Combine lines 3and 9 ... ....... ... .. ... ........ 6,698.
Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements .................. ... 1 934,983,
2 Amecunts included on line 1 but not on Form 990, Part VIII, line 12: T
a Net unrealized gains oninvestments. . ... ... ...
b Donated services and use of facilities . .............. .. ... i
cRecoveries of prioryear grants. ... ..o i
d Other (Describe in Part XIV.).. SEE. PART. XIV...........................
eAddlines 2athrough 2d .. . ... . .. ... . . e 21,024,
3 Subtractline 2efromline 1.... ... ... ... e 913,959.
4 Amounts included on Form 990, Part VI, line 12, but not on line 1: ‘
a Investment expenses not included on Form 990, Part VI, line 7b.. ... .........
b Other (Describe in Part XIV.). ...
CAdd INes da and BB, .. .. o e e e e
5 Total revenue. Add lines 3 and de. (This must equal Form 990, Part}, line 12.) . . coooviviroe i one. . 5 913, 8958,
1] Reconciliation of Expenses per Audited Financial Statements With Expenses per Retum
1 Tolal expenses and losses per audited financial statements ... ... ... ... . o e 1 928,285.
2 Amounts included on tine 1 but not on Form 990, Part IX, line 25:
a Donated services and use of facilities .. ............... ...l 2a
b Prior year adjustments . ... ... e 2b
€ OHNEr 0SS, L. o e 2c
d Other (Describe in Part XIV.). . SEE. PART. XIV........................... 2d 67,581,
e Add lines 2a through 2d . ... .. e 67,581.
3 Subtract line 2e from lINe T .o oot e e B60,704.
4 Amounts included on Form 990, Part |X, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VIl line 7b. .. ........ ... 4a
b Other (Describe in F’artXIV) 4b
cAddiines da and b, . . e e e e
5 Total expenses. Add lines 3 and 4¢. (This must equal Form 990, Part!, line 18} .. ... ... . ... . vieiiiiiii.-. B60, 704.
¢ | Supplemental Information
Complete this part to provide the descriptions required for Part 1, lines 3, 5, and 9; Part |1, lines 1a and 4; Part IV, lines 1b and 2b;
Part V, line 4; Part X, line 2; Part XI, line 8; Part Xll, lines 2d and 4b; and Part XIII, lines 2d and 4b. Alse complete this part to provide
any additional information.
BAA TEEA3304L  05/25/11 Schedule D (Form 990) 2011



D (Form 990y 2011 CORNELIA DE LANGE SYNDROME FQUNDATION 06-1057497 Page 5

1 Supplemental Information (continued)

BAA TEEA3305L  05/25/11 Schedule D (Form 990) 2011



201 SCHEDULE D, PART XIV - SUPPLEMENTAL INFORMATION PAGE 6

CORNELIA DE LANGE SYNDROME FOQUNDATION 06-1057497

SCHEDULE D, PART XII, LINE 2D
OTHER REVENUE INCLUDED IN F/S BUT NOT INCLUDED ON FORM 990

DIRECT EVENTS EXPENSES . .o i e e $ 67,581.
' ' TOTAL 8 67,581,

SCHEDULE D, PART Xill, LINE 2D
OTHER EXPENSES AND LOSSES PER AUDITED F/S

DIRECT EVENTS EXPENSES . ... . e e e $ 67,581.
' TOTAL § 67,581,




| OMB No. 1545.0047

SCHEDULE G__° Supplemental Information Regarding
(Form 95 or 990-£2) undraising or Gaming Activities 2011

Complete if the organization answered "Yes' to Form 990, Part IV, lines 17, 18,
or 19, or if the organizationh entered more than $15,000 on Form 990-EZ, line 6a.

Departenent of the T s -
internal Revanon Service " > Attach to Form 990 or Form 990-EZ. > See separate instructions.

Name of the organization Employer identification number

CORNELTA DE LANGE SYNDROME FOUNDATION 06-1057497

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

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.
Mail solicitations . e . Solicitation of non-government grants
Internet and email solicitations f . Solicitation of government granis
c l Phone solicitations g Special fundraising events
. In-person solicitations
2a Did the organization have a written or oraf agreement with any individual (including officers, directors, trustees or key
employees fisted in Form 930, Part VII) or entity in connection with professional fundraising services? .................. [ Iyes [X]wo

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

(i) Name and address of individual (i) Activity (iit) Did fundraiser {iv) Gross receipts (v) Amount paid to {vi) Amount paid to
or entity (fundraiser) have custody ar centrol from activity {or retained by) (or retained by)
of contributions? fundraiser listed in organization
column (i)
Yes No
1
2
3
4
5
6
7
8
9
10
Total . . » 0.
3 List all states in which the organization is registered or licensed to solicit contributicns or has been nolified it is exempt from registration
or licensing.
AL AK AZ CA CO CT FL GA IL KS KY LA ME MD MA MI MN MS MO NH NJ NM NY NC ND OH OK OR __
PARI SCTNUT VA WY WL WA _
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 9380 or 990-EZ. Schedule G (Form 930 or 990-EZ) 2011

TEEA370IL D1f24/12



Schedule G (Form 990 or 990-E2) 2011 CORNELIA DE LANGE SYNDROME FOQUNDATION 06-1057497 Page 2

Fundraising Events. Complete if the organization answered 'Yes' to Form 990, Part |V, line 18, or reported
more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b.
List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 {c) Other events Egégc‘):t;}l"ﬁ\;r?rzg
. TOAST THE CHIE | GOLF EVENTS-NE 3 through column (€))
£ (event typs) - (event iype) (total number)
v
K| 1 Grossreceipts. ... 96,950, 53,099. 67,055. 217,104,
; 2 Less: Charitable contributions ... ......
3 Gross income {line 1 minus line 2} . .... 96, 950, 53,0889, 67,055, 217,104,
4 Cashoprizes..............coviivvnenn.
o 5 Noncashprizes......................
é 6 Rent/facility costS .. ..ovvvvrrrsrinns.,
$ 7 Foodand beverages..................
g 8 Entertainment........................ 7
g 9 Other direct expenses . ............... 20,492, 24,038. 23,0540, 67,581,
s

10 Direct expense summary. Add lines 4 through 9in column (d). .. ... ... i » 67,581.
11 Net income summary. Combine fine 3, column (d), and Jing 10, . ... oot e e et i iiiieoe e > 149,523,
HE Gaming. Complete if the organization answered 'Yes' to Farm 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 column (a)
4 Eingn threugh column (c))
N
£
1 Grossrevenue.......................
2 Cashoprizes..........................
E
b X
R E| 3 Non-cashprizes......................
EN
cCS
T E 4 RenVfacilitycosts . ...................
5 Other direct expenses ................
| {Yes % [ ]Yes % ||]Yes %
6 Volunteerlabor...................... No No No
7 Direct expense summary, Add lines 2 through Sincolumn (&) . ... i >
8 Net gaming income summary. Combine lines 1, column (@ and line 7 ...... .. .. .. . .. . oo i, »
9 Enter the state(s) in which the organization operates gaming activities:
a Is the organization licensed to operate gaming activities in each of these states?. .................... ... ..., I:I Yes |:| No
bIf 'No,* explain’ e
an\l-e-r; ;1;& En; organiz;tiar;s—g;r-r;i;gﬂc;n_s;_re:o_ke_d,_s;sge_ngea o_rTe:m_in;t;d during the tax year?.............. UYes No

b If "Yes,' explain:

BAA TEEA3702L  01/24112 - Schedule G (Form 990 or 930-EZ) 2011



Schedule G (Form 990 or 990-E2) 2011 CORNELTA DE LANGE SYNDROME FCOUNDATION 06-1057497 Page 3
1T Does the organization operate gaming activities with nonmembers? . ... ... . i e D Yes UNo

12 Is the organization a grantor, beneficiary or trustee of a trust or a member of a parinership or other entity formed to
administer charitable gaming?. .. ... .. e e e D Yes D No

13 Indicate the percentage of gaming activity operated in:
a The organization's faCilily . .. . ... o e e 13a
B AR outside faCility . . . ... e e 13b
14 Enter the name and address of the person who prepares the arganization's gaming/special events books and records:

o\ o\

15a Does the -organization have a contact with a third party from whom the organization receives gaming revenue? ... .. ... |:|Yes DNo
b If "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 » I

16 Gaming manager information:

Description of services provided *»

|:| Director/officer |:| Employee D independent contractor

17 Mandatory distributions
a Is the organization required under state law to make charitable distributions from the gaming proceeds to relain the
stale gaming [CeNSE T . e e e I:]Yes |:| No
b Enter the amount of distributions required under state law to be distributed to other exempt erganizations or spent in the
nization's own exempl activities during the tax year »  §

7 Supplemental Information. Complete this part to provide the explanations required by Part 1, line 2b,
columns (iii) and (v), and Part Ili, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also complete
this part to provide any additional infarmation (see instructions).

Or

BAA TEEA3703L  05/20/11 Schedule G (Form 990 or 990-E2Z) 2011
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OMB No. 1545.0047

2011

SCHE i .
Form SEGUOEESEEZ) Supplemental Information to Form 996 or 990-EZ

Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.

inerns Bavenon Servcs” > Attach to Form 990 or 990-EZ.

Nama of the organization Employer identification number

CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

___FORM 990, PART lll, LINE 1 - ORGANIZATIONMISSION _ _ _ ___ __ ________________________

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 590 or 990-EZ. TEEA4D0IL  O7A41 Schedule O (Form 920 or 950-EZ) 2011



2011 : SCHEDULE O - SUPPLEMENTAL INFORMATION PAGE 2
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497
FORM 990, PART XI, LINE 5
OTHER CHANGES IN NET ASSETS OR FUND BALANCES
NET UNREALIZED GAINS OR LOSSES ON INVESTMENTS........................ccooooo $ ~46,557,
TOTAL § -46,557.




