Form 990 | OMB No. 15450047
Return of Organization Exempt From Income Tax 2014

Under section 501(c), 327, or 4947 (a)(1) of the Internal Revenue Code (except private foundations)
* Do not enter social security numbers on this form as it may be made public.

ﬂ?&fn”-,‘,’?‘ EZ&:,iu*;esLﬁ?é: o * Information about Form 990 and its instructions is abwww.irs.gov/form990.
A Forthe 2014 calendar year, or tax year beginning , 2014, and ending s
B Check if applicable: [ D Employeridentification number
[ Address change  (CORNELIA DE LANGE SYNDROME FOUNDATION 06-10574%7
Name change 302 WEST MAIN STREET E Telephone number
|| it retum AVON, CT 06001 860-676-8166
L Firal return/ temminated
|| Amended return G Gross receipts S 1 , 456’ 568,

Application pending F Name and address of principal officer: MARKIE CUNURLIN-MALLOY Ha) Is this a group return for subordinates? HYES I%{Nu

H(b} Are all subordinates included?

302 W MAIN ST AVONI CT 06022 If 'No," attach a list. (see instl:uctions)
[ Tacaxempt status | X[501(c)(3) | [50i(c) ( )4 (nseitno) | [4947(a)(1) or [ [527
J Website: » WWW.CDLSUSA.ORG H{c) Group exempticn number B
K Form of organization: lzl Corparation U Trust U Association LI Other™ [L Year of formation: 1981 | M State of legal domicile: MA

art Summary
1 Briefly describe the organization's mission or most significant activities: FAMILY SUPPORT ORCANIZATION THAT

@ EXISTS TO ENSURE EARLY AND ACCURATE DIAGNOSIS OF CDLS, PROMOTE RESEARCH INTO THE _ _
|  CAUSES AND MANIFESTATIONS, AND HELP PEOPLE WITH A DIAGNOSIS OF CDLS, AND OTHERS _ __
E|  WITH SIMILAR CHARACTERISTICS, MAKE INFORMED DECISIONS THROUGHOUT THEIR LIVES. ___
% 2 Check this box » D if the organization discontinued its operations or dispesed of more than 25% of its net assets. -
S| 3 Number of voting members of the governing body (Part VI, line 1a). ................................. 3 18
j 4 Number of independent voling members of the governing baody (Part Vi, fine 1b)...................... 4 18
2B 5 Total number of individuals employed in calendar year 2014 (Part V, line 2a) .. ....................... 5 10
:g & Total number of volunteers {estimate if necessary) . ... .. . . i i i 6 250
< | 7a Total unrelated business revenue from Part VI, column (C), line 12. ... oo o 7a 0.
b Net unrefated business taxable income from Form 990-T, line 34. .. .. ... .. ... .. ... . i, 7h 0.
Prior Year Current Year
8 Coniributions and grants (Part VI, line Th). ... . 792,620, 994,437,
@ . )
21 9 Program service revenus (Part VIIL line 2g) ... ..o
% 10 Investment income (Part VIII, column (A), lines 3,4, and7d)......................... 7,844. 47,563,
| 11 Other revenue (Part VIll, column (A}, lines 5, 6d, 8¢, 9¢, 10c, and 11e)............ ... 104,903. 105, 755.
12 Total revenue — add lines 8 through 11 {must equal Part VI, column (A), line 12).. ... 905, 367. 1,147,755,
13 Grants and similar amounts paid (Part IX, column (&), lines 1-3) . .................... 20,000. 33,750.
14 Benefits paid te or for members (Part IX, column (A}, line d). ........................
” 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10y ... .. 456, 455, 458,754 .
E 16a Professicnal fundraising faes (Part IX, column (A), line 11e) ... ... ... ... ...
é‘. b Total fundraising expensas (Part IX, column (D), line 25)» 68,410.
117 Other expenses (Part IX, column (&), lines 11a-11d, ME24e} ..o 315,088. 482,023,
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25). ............ 791,543. 974,527.
[ 19 Revenue less expenses. Subtractling 18 from line 12 ... ... ... ... 0 ... 113,824, 173,228,
3 § Beginning of Current Year End of Year
3% 20 Total assets (Part X, line 16). ... . 1,058, 387. 1,237,230.
§2 21 Total liabilities (Part X, line 285, . ... ............... e 16,828. 40,604,
e 22 Net assets or funy balances. Subtract line 21 from line 20 ...............cooovi o ... 1,041,559, 1,156,626,

= Signatu{e Block

Under penalties of per] efla mln tum ingluding accompanying schedules and statements, and to the best of my knowledge and belief, it is true, correct, and
complete. Declarahcn pre Iher tce |s Mm Baer et

Date

Slg n Sngna hire of oﬁrcer
Here } MARTE CONCELIN-MALLOY EXECUTIVE DIREC

Type or print name and tife.

- ]

PrintType preparer’s name Preparer'ssignaW Date Cheack |_|i1 FTIN
Paid DOUGLAS MORRILL, CPA |DOUGLAS 1L, ‘cpa // /b selfempioyed  |PO0063838
Preparer |Fimsname ™ BOTTARG, MORRILL & CO., LLC

Use Only |fims sdaress ™ 207 PITKIN STREET Fimis EIN > 06-1621300
EAST HARTFORD, CT 06108 Prorene. B60-289-2766
May the IRS discuss this return with the preparer shown above? (see instructions). .......... ... ... ... ... ... ... ....... |§| Yes [ ‘ No

BAA For Paperwork Reduction Act Notice, see the separate instructions, TEEAO113L 05/28/14 Form 880 (2014)



Form 930 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2
RarEllg® Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line inthisPart Il ... ..o
1 Briefly describe the crganization's mission:

SEE_SCHEDULE 0O

Farm 900 Or O00-E 22, L e e e D Yes No
If "Yes,' describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services?. . .. D Yes No

If "Yes," describe these changes on Schedule O,

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

4 a (Code: } {Expenses § 369, 218. including grants of 5 ) (Reverue $ )
FAMILY SUPPORT PROGRAMS

4 b (Code: ) (Expenses S 270, 024 . including grants of $ ) (Reverue 8 )
PUBLIC INFORMATION & EDUCATION

d¢ (Code: ) (Expenses $ 173,559, including grants of ) (Reverue $ )
PROFESSICONAL EDUCATION OUTREACH & AWARENESS

4d Other program services. (Describe in Schedule O.) SEE SCHEDULE 0
(Expenses 5 43,160, including grants of S 33,750. ) {(Revenue 5 )
4 e Total program service expenses ™ 855, 961.

BAA TECADI0ZL 05/28/14 Form 990 (2014



Form990 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3
‘ParElVe= Checklist of Required Schedules
Yes | No

1 s the organization described in section 501(c)(3) or 4347(a)(1} (other than a private foundation)¥ Yes, ' complete

Sehedule A ... 11 X
2 Is the organizatien required to complete Schedule B, Schedule of Contributors (see instructions)? .. .............. . ... 2 X
3 Did the erganization engage in direct or indirect political campaign activities on behalf of or in oppesition to candidates

for public office? If 'Yes, ' camplete Schedule C, Part | . .. . e e e 3 X
4 Section 501(c)X3) organizationsDid the organization engage in lobbying activities, or have a section 521(h) election

in effect during the tax vear? If 'Yes, ' complefe Schedule C, Parf I, . . 4 X
5 Is the organization a section 501(c}(&), 501(c}(5), or 501(c){E) organization that receives membership dues,

assessments, or similar amounts as defined in Revenue Procedure 98-1971f Yes,' compleie Schedule C, Part Il ... ... 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right

to provide advice on the distribufion or investment of amounts in such funds or accounts?f “Yes,’ complete Schedule D, X

= £ Y 6
7 Did the organization receive or hold a conservation easement, including easements to Ereserve open space, the

anvirenment, historic land areas, or historic structures? If ‘'Yes,” complete Schedwle D, Part If ... ...................... 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets?f 'Yes,”

complete Schedule D, Parf 1. . 8 X
9 Did the crganization report an amount in Part X, line 21, for escrow or custodial account liability; serve as a custodian

for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation

services? If Yes,‘complete Schedule D, Fart IV . . e 9 X

10 Did the organization, directly or through a related o;ganization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? If Yes, ' complele Schedule D, Part V... ... ... L

11 If the organization's answer to any of the following questions is 'Yes', then complete Schedule D, Parts VI, VII, VIIT, 1X,
or X as applicable.

a Bidpthe organization repart an amount for land, buildings and equipment in Part X, line 10%rF 'Yes, ' complete Schedule
R = 1 0

b Did the arganization repaort 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 162 If 'Yes,  complete Schedule D, Part VI ... o

¢ Did the organization report an amourt for investments— pregram related in Part X, line 13 that is 5% or more of its {otal
assets reported in Part X, line 167 If "Yes, " complefe Schedule D, Part VI . e

d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its tolal assets reported
in Fart X, line 167 Jf 'Yes, ' complete Schedule D, Part IX . . . . . . . .

e Did the organization report an amount for other liabilities in Part X, line 257 'Yes,' complete Scheduie D, Part X.. ... ..

f Did the organization's separate or consclidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)4F "Yes, ' complefe Schedule D, Part X. .. ..

12a Did the or%anization obtain separate, independent audited financial statements for the tax year?r 'Yes,’ complefe
Schedule D, Parts Xl and XH. e e

b Was the organization included in consclidated, independent audited financial statements for the tax year?f "Yes, and
if the organization answered No' to line 12z, then completing Schedule D, Parts Xl and Xl is opticnal . . ..............

13 Is the organization a school described in section 170(b)(1)(A)(ii)7If 'Yes, ' complete Schedule E... ... ... . ... ...

14 a Did the organization maintain an office, employees, or agents outside of the United States?. ... .. ... ... ... . ...

b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outside the United States, or aggregate foreign investments valued
at $100,000 or more? If 'Yes,' complete Schedule F, Parts fand V. .. e

15 Did the erganization report on Part IX, column {A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If "Yes, ' complete Schedule -, Parts Il and IV ... .

16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? Jf 'Yes, 'complete Schedile F, FParts T and IV, . .. . .

17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part [X,
column (A}, lines 6 and 11e7 If "Yes,  complete Schedule G, Part I(see instructions). ............. .. ... ... ... ... ....

18 Did the organization report mere than $15,00¢ total of fundraising event gross income and contributians on Part VIII,
lines tc and 8a? If 'Yes,' complete Schedule G, FPart 1. .

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 T

20 a Did the organization operate one or more hospital facilities?/f 'Yes, 'complete Schedule H. ... ... ... ... ... .......

b If 'Yes' to line 204, did the organization attach a copy of its audited financial statements o thisreturn?. ............. ..

11a] X

11b X
1¢ X
11d X
e X
11f X
12a; %

iZb X
13 X
14a X
14h X
15 X
16 X
17 X
18 | X

19 X
20 X
20b

BAA TEEAOID3L 05128014

Form 990 (2014)



Form 990 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057487 Page 4

Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part X, cotumn (A}, line 12Jf 'Yes, ' complete Schedule |, Partsland H...................... 21 X
22 Did the grganization report more than $5,000 of grants or other assistance to or for domestic individuals on Part IX,
column (A), line 22 If 'Yes, ' complete Schedule | Parts Fand I . . 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
and former officers, direciors, trustees, key employees, and highest compensated employees?irf 'Yes,' complete
Sohedile 23 X
24.a 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, that was issuad after December 31, 2002?Jf 'Yes, ' answer lines 24b through 24d and
complete Schedule K. If No, 'go To line 258, . 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception?................. | 24b
¢ Did the organization maintain an escrow account cther than a refunding escrow at any time during the year fo defease
ANy tax- XM DONAS Ty L L 24c¢
d Did the organization act as an 'on behalf of issuer for bonds cuistanding at any time during the year?. .. ........ . ... .. 24d
25a Section 501(cX3), 501(c)X4), and 501(cX29) organization=Did the organization engage in an excess benefi
transaction with a disqualified persen during the year?!f 'Yes,' complete Schedule L, PartJ. .. ................. ....... 25a X
b |s the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-E2%F 'Yes,’ complete
Schedule L, Part [ e 25b X
26 Did the organization report an{y amount on Part X, line 5, §, or 22 for receivables from or payables to any current or
farmer officers, directors, frustees, key employees, highest compensated employees, or disqualified persons? % X

If 'Yes', complete Schedlle L, Part 1.

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or emplayee thereod, a grant selection committee member, or to a 35% controlled entity or familty member

of any of these persons? If "Yes,’ complete Schedule L, Part Il .. .
28 Was the organization a party to a business fransaction with one of the following pariies (see Schedule |, Part IV
instructions for applicable filing threshoelds, conditions, and exceptions):
a A current or fermer officer, director, trustee, or key employee? If Yes, ' complele Schedule L, Part IV. . ... ..........

b A family member of a current or former officer, director, trustee, or key employee?!f "Yes,  complete
Schadule L, Part V. e

c An entity of which a current or former officer, director, trustee, or key employes (or a family member thereof) was an
officer, director, trustee, or direct or indirect awner?If 'Yes, ' complefe Schedule L, Part IV, ... . . ... ... . .. .......
29 Did the organization receive more than $25,000 in non-cash contributions?If "Yes,  complete Schedule M......... ... ...
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
confributions? /f "Yes, " complete Schedile M. . .
31 Did the organization liquidate, terminate, or dissolve and cease operations?/f "Yes,' complete Schedule N, Part !, ... ...

32 Didthe or%}anization sell, exchange, dispose of, or transfer more than 25% of its net assets?f 'Yes, ' cornplete
Schedule N, Part L.

33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections
301.7701-2 and 301.7701-37If 'Yes,' complete Schedule R, Part [ ... . . e

34 Was the organization related to any tax-exempt or taxable entity?if "Yes, ' complete Schedule R, Part Il Ill, or IV,
and Part ¥V, line T

b If "Yes' to line 35a, did the organization receive an¥payment from or engage in any transaction with a controlled
entity within the meaning of section S12(b)(13)?/f Yes,” complete Schedule R, Parl V, line 2. ... ... .. . ... ... ... .. ...

36 Section 501(cX3) organizations Did the organization make any transfers to an exempt non-charitablea related
organization? If 'Yes, "complete Schedule R, Part V, line 2 .. .. . .

37 Did the organization conduct mare 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?If 'Yes, complete Schedule R, Part Vi . ..., ... .. ... ... . ..

38 Oid the organization complste Schedule O and provide explanations in Schedule G for Part VI, lines 11b and 197
Note. All Forrm 990 filers are required to complete Schadule Q.. ... .

28b X
28c X
29 X
30 X
3 X
32 X
33 X
34 X
35a X
35h

36 X
37 X
38| X

BAA

TEEADIOAL G5/28114

Form 990 (2014)



Form 990 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497
tPatEVs Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any line inthis Part V.. . . o

1a Enter the number reperted in Box 3 of Farm 1096, Enter -C- if ot applicable. . ............ Ta
b Enter the number of Forms W-2G included in line ta. Enter -0- if not applicable........... 1b

¢ Did the crganization comply with backup withholding rules for repartable payments to vendors and reportable gaming
{gambling) winnings 10 Prize WINNEIS T, . . oo

2 a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-
menits, filed for the calendar year ending with or within the year covered by thisreturn. .. .. | 2a

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 tee-file (see instructions)

b If 'Yes' has it filed 2 Form 990-T for this year?lf Wa'to Jine 3b, provide an explanation in Sehedfe O . . L e e 3b

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

b if 'Yes,' enter the name of the foreign country: »
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts. (FBAR) [
5a Was the organizalion a party to a prohibited tax shelter transaction at any time during the tax year?. .. ................

6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization
selicit any contributions that were net tax deductible as charitable confributions?. . ... ... ... ... ... .. ... .. ....... 6a b4

b If "Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
ot tax dedUCtible s, 6b

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

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

B oI BB 7c X
d If 'Yes,' indicate the number of Forms 8282 filed duringthe year . ........................ | 7dj
e Did the organization receive any funds, directly or indirectly, to pay premiums on a perscnal benefit contract?, .. ..., ... Te X
f Did the organizaticn, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . ............ 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899

A5 TBOUIN BT e e 79

h If the organization received a contribution of cars, beats, airplanes, or other vehicles, did the organization file a
F oM 008Gt L

% Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49662 ... ... ... . . i

10 Section 501(cX7) organizations Enter:

a Initiation fees and capital contributions included on Part VI, line 12 .. ... ... .. ... ..... 10a
b Gross receipts, included on Form 930, Part VI, line 12, for public use of club facilities. .. .. 10b
11 Section 501(cX12) organizationsEnter:
a Gross income from members or shareholders . ... ... ... 1a
b Gross income from other scurces (Do not net amounts due or paid to other sources
against amounts due or received framthem.). .. ... .. 11b
12a Section 4947(a)(1) non-exempt charitable trustsls the organization filing Form 930 in lieu of Form 10412, ... ... ..... ..
b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year. ... ... | 12b|

13 Section 501(cX29) qualified nonprofit heaith insurance issuers.

a is the organization licensed to issue qualified health plans in mere than ene state? ... ... .. .. ... ... ... ......
Note. See the instructions for additional information the organization must report on Schedule O.

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

which the organization is licensed to issue qualified health plans......................... 13b
c Enter the amount of reserves onhand. ... . 13c
14a Did the organization receive any payments for indoor tanning services during the fax year?. ... .......... ... ... ....... 14a £
b If "Yes,' has it filed a Form 720 to report these payments?if ‘No,' provide an explanation in Scheduie O.. ... ... .. ... . 14b

BAA TEEAOI05L 05/28N4 Form 990 (201 4)



Form 990 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page b
R == Governance, Management, and Disclosure For each 'Yes' response to flines 2 through 7b below, and for

a ‘No'response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in

Schedule O. See instructions.
Check if Schedule O contains a response or note te any line inthisPart VL. .. ..o o i i

Section A. Governing Body and Management

1a Enter the number of voting members of the governing bedy at the end of the tax year. ... .. T1a 184
If there are material differences in voting rights among members i
of the governing bedy, ar if the governing body delegated broad
authority to an executive committee or similar committee, explain in Schedule O.

b Enter the number of voting members included in line 1a, above, who are independent . . ... b 188
2 Did any officer director, trustee, or key employee have a family relationship or a business relationship with any other +

3 Did the organlzatlon delegate control over management duties customarily performed by or under the direct supervision

of officers, directors, or trustees, or key employees to a management company or other person?. ............ ... .. ... 3 X
4 Did the organization make any significant changes to its governing documents

Since the Prior Form 000 Was flle07. . . . .ttt ittt e e e e e 4 X
§ Did the erganization become aware during the year of a significant diversion of the organization's assets?............. 5 X
6 Did the crganization have members or sIoCKNOIderS?. . . . e 6 X
7 a Did the crganization have members, stockholders, or other persons who had the power to elect or appcint ene or more

members of the governing body? ................................................................................ 7a X

g8 Didthe organlzatlon contemporaneously document the meetings held or written actions underfaken during the year by

the following: =
a THe QOVEINING DOGYT. .. oo et 8a| X
b Each committee with authority to act on behalf of the governing body?. . ... ... .. 8b| X
9 Is there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannot be reached at the
arganization's mailing address? If 'Yes, ' provide the names and addresses in Schedule G ... ... ... ... 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?. ... i i e 10a X
b If 'Yes, did the organization have written policies and procedures governing the activities of such chapters, affitiates, and branches o ensure their
operations are consistent with the organization's exempt pUIPOSES? . . L L e 10b
11 a Has the organization provided a complete copy of this Form 950 to all members of its governing bedy before filing the form? ... .. .. .............. 1Ma| 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?/f Wo, gotofine 13.. . ... ... .. . . ... . .. ... . ... 12a| X
b Were officers, directors, or frustees, and key employees required to disclose annually interests that could give rise
b COmflICES? . L o 12b| X
¢ Did the organization regularly and consistently monitor and enforce compliance with the policydf 'Yes, ' describe in
Schedule O how this was done. ... SER SCHEDULE O 12¢| X
13 Did the organization have a written whistleblower policy? ... ... e X
14 Did the organization have a written document retention and destruction policy?. . X

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

a The organization's CEGQ, Executive Director, or top management official .. ... .. ... . o
b Other officers or key employees of the organization. . . SEE. .SCHEDULE .Q......... ... ... i 15b| X
If "Yes' to line 15a or 15k, 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 arrangement with a

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

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 o make its Forms 1023 (or 1024 if applicable), 230, and 990-T (Section 501{c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.

Own website |:| Anothier's website |:| Upcn request |:| COther (explain in Scheduie C)
19 Describe in Schedule O whether (and if se, how) the organization made ils governing documents, conflict of interest pelicy, and financial statements available to
the public during the tax year. SEE SCHEDULE O

20 State the name, address, and telephone number of the person who possesses the organization's books and records»

MARTE CONCKLIN-MALLOY 302 WEST MAIN ST. AVON CT 06001 860-676-8166
BAA TEEADIOEL 11/13/14 Form 980 (2014)




Form 990 (20149 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057457 Page 7

:RarEVAE Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check if Schedule O contains a response or note to any line inthis Part VI .. ... o i |:|
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1 a 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.
8 List all of the organization'scurrent officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid.
& |ist all of the organization'scurrent key employees, if any. See instructions for definition of 'key employee.'
® List the organization's fivecurrent highest compensated emplayees (other than an officer, director, trustee, or key employee)
who received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the
organization and any related organizations,
® List all of the organization'sformer officers, key employees, and highest campensated employees who received more than $100,000
of reportable compensation from the organization and any reiated organizations.
® List all of the organization'sformer directors or trusteesthat 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 persens in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated
employees; and former such persons.

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

©
) (B) | fnom ome b ariecs pereen ©) E) Q)
Name and Tide Average is both an officer and a Reportable Reportable Estimated
hours directorftrustee) compensation from compensation from amount of ather
e BRI ZQZ B S| wotwmsty | “Giencemse | “Tomme
G le S8 212 255 el
R NG
ons =t = ‘:‘2 _§
- g
") MICHELE CHURCHMAN ___ 0
_ DIRECTOR 0 X 0. 0 0
_@ DAVID BARNES _ | _0
TREASURER 0 X X 0. 0 0
_@& CATHERINE CARON ___________ 9 _
DIRECTOR 0 X 0. 0 0
_@_MICHELE CHAMPION ___ ______ | _0_
DIRECTQR 0 X 0. 0 0
_®) EILEEN AHEARN, M.D _ ______ | _0_
DIRECTOR 0 X 0 0 0
_® ROBERT BONEBERG, ESQ. ____ . _ _0_
PRESIDENT 0 X X 0. 0 0
_ DIANNE LESSA___ ___________ _0_
DIRECTOR 0 X 0. 0 0
_® CARLOS MADRID, ESQ. ______ | _0_
DIRECTOR 0 X 0. 0 0
_® JULIA Q'CONNOR, PH.D._ ____ _ | _0_
DIRECTOR 0 X 0. 0 0
(10 DENNIS DRISLANE 0
__DIRECTOR 0 |X 0. 0 0
O _DAVID HARVEY L0
VICE PRESIDENT 0 X X 0. 0 0
02 MARC NEEDLMAN __ _ __________ _0_
DIRECTOR 0 X Q. 0 0.
(%_MARY OPITZ _0
__ DIRECTOR 0 |X 0. 0. 0.
04 FRAN RISSLAND _ _ __ ________ _0_
DIRECTOR 0 X 0. 0. 0

BAA TEEAOI07L 02/27/14 Form 990 (2014}



Form 930 (2014) CORNELTA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 8

/I8 Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continved)

(B {©
(A) Aﬁerage édo nc:tI d‘ni:?(s:::gpe. 1h€n ﬁ'?ne {0} (E) (F)
Name and e e | SRt ot | e | comoraiiten | st e
Gy RS E(Q[Z[BET| aatmen | "R |
hours g_% [=o CE_}R g 3 § organization
for & & g e |8 |2 ala and related
related & £ S| .g @ == organizations
organiza (& 2 2 k-3 @ §
beiow | Bl=| |8 %
dotted :cg' Z §
line} a2 =
(=%
05 BETH SMISLOFF __ __ _________| _ 0 _
DIRECTOR 0 X 0. 0. 0.
(18 RICHARD HAALAND 0
VICE PRESIDENT 0 X X 0. 0 0
(7_WENDY MILLER __ __________| _0_
SECRETARY 0 X X 0. 0 0
0% MAEGAN LOWREY _ __________|__ 0 _
DIRECTOR 0 X 0. 0. 0.
(9 MARIE CONCKLIN-MALLOY _ __ __ | _40_
EXECUTIVE DIREC 0 X 89,471. 0. 0.
e L ______
ey _____
(22)
ey  _________ R
@y ____.
@S ___
ThSubtotal .. ... .. .. e > 89,471. 0. 0.
c Total from continuation sheets to Part VII, Section A....................... > 0. 0. Q.
dTotalGadd lines thand 1), ............... .o i > 89,471. 0. 0.
2 Total number of individuals (including but not limited to thase listed above) who received more than $100,000 of reportable compensaticn
from the organization ™ 0
3 Did the organization list anyformer officer, director, or trustee, key employee, or highest compensated employes
on ling Ta? If "Yes, ' complete Schedule J for such individual .. ... ..
4 For any individual listed on line 1a, is the sum of repertable compensation and other compensation from
the organization and related organizations greater than $150,0007/f "Yes' complete Schedule J for
. SUCH AIVIGUEL . e e
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual

for services rendered to ihe organization? If "Yes, ' complete Schedule J for such person. .............................

Section B. Independent Contractors

1

Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compansation from the organization. Report compensation for the calendar year ending with or within the organization's tax year.

(A) ~(B) , <
Name and business address Description of services Compensation

2

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

BAA

TEEADIOBL D3/09/15 Form 980 (2014}
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Form 990 (2014)  CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 9
‘Pat 3 Statement of Revenue

Check if Schedule © contains a response or note to any line inthis Part VL. ..o oo o D
= A) (B) ©) (D)

Total revenue Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revere 512-514

Contributions, Gitts, Grants |1/l

1a Federated campaigns. ........ Ta
b Membership dues............ 1b
¢ Fundraising events........... Te 301,208.
d Related organizations .. ...... 1d
e Government granis {contributions). . .. le
f All oiher contributions, gifts, grants, and
similar ameunis not in¢cluded above. . . 1f 693,229,

g Nencash contributions includad in lines 1a-1f: §

h Total. Add lines 1a-1f..,............. >

Program Service Revenue | ¢ tther Similar Amounts |

Business Code

2a

994,437.

C

d

f All other program service revenue . . .

g Total. Add lines 2a-2f. ......... ... ... ... ... ... >
3 Investment income (including dividends, interest and
other similar amounts). ............... ... ... ... .. 12.499. 12,499.
4 Income from investment of tax-exempt bond proceeds. ™
5 Rayallies.... ... ... . >
() Real (i) Personal
6a Grossrents..........
b Less: rental expenses
¢ Rental income or (loss). . . .
d Net rental income or (loss). ......................... >
7 a Gross amount from sales of (b Securities (i) Other
assets other than inventory 304, 698.
b Less: cost ar other basis
and sales expenses. . ... .. 269,634,
¢ Gainor {loss)........ 35,064.
dNetganor (lossy .. ............... ... ... ... > 35 064. 35 064.
¢ | 8a Gross income from fundraising events
2 (not including.. §
g of contributions reported on line ic).
& SeePart IV, line 18................ a 144, 924,
E b Less: direct expenses . ............. b 39,169,
& | ¢ Netincome or {{oss) from fundraising events ......... » 105, 755, 105, 755,
9a Gross income from gaming activities.
SeePart IV, line 19 ................ a
b Less: direct expenses .............. by
¢ Net income or (loss) from gaming activities. .. ........ >
10a Gross sales of inventory, less returns
and allowances. ... a
b Less: costof goods seld............ b
c Net income or (loss) from sales of inventory. ...... ... >
Miscellaneous Revenue Business Code
11a
it bbb
T
d All Other revenue. .. ................
e Total. Add lines Tla-11d. .. ... .o ol E
12 Total revenue.See instructions. ..................... *| 1,147,755. 118,254,
BAA TEEADIQOL 1113114 Form 990 (2014)



Form 990 (2014)

:Rart:

Section 501(c)(3} and 501{c}(4) organizations must complete all columns. All other organizations must complete colurmn (A).

CORNELIA DE LANGE SYNDROME FOUNDATION

06-1057497

Page 10

Statement of Functional Expenses

Check if Schedule O contains a response or note to any line inthisPart X .. ... . . [
; ] A) (B) (<) D)
Do not include amounts reported on lines Total éxpenses fro ; M t and Fundraisi
gram service anagement an undraising
66, 7b, 8b, 35, and 10b of Part Vill. expenses general expenses expenses
1 Grants and other assistance to domestic
organizations and demestic governments.
SeePartiV,line21.......................
2 Grants and other assistance to domestic
individuals, See Part IV, line 22............ 33,750. 33, 750.
3 Grants and other assistance to foreign
organizations, foreign governments, and for-
gign individuals. See Fart IV, lines 15 and 16
4 Benefits paid to or for members. ........ ...
5 Compensation of current officers, directors,
trustees, and key employees. .. ............ 89,471, 79,004. 3,131, 7,336.
g Compensation not included above, to
disqualified persens (as defined under
section 4958(N (1)) and persons described
in section 4958{(c)3¥B)Y................. .. 0. 0. 0. 0.
7 Other salaries and wages. .. ............... 333,932, 294,862, 11,688, 27,382,
g FPension plan accruals and contributions
(include section 401 (k) and 403(b)
employer contributions). .. ............ .. ..
9 Other employee benefits .. ................
10 Payrolltaxes............ ... ... oL 35,351. 31,214. 1,238, 2,888,
11 Fees for services (nocn-employees):
aManagement. .. ... ... .. L
blegal.......o
cAccounting. .......... ...
dlobbying............ ... ... ... L.
e Professional fundraising services. See Part IV, ling 17, .,
f Investment management fees. .............
g (Other, (If ling 11g amt excesds 10% of line 25, column
{AY amount, list line 11y expsnses on Schedule 0). . ... 14,067. 12,422, 492, 1,153.
12 Adverfising and promation. ........... . ...
13 Office eXpenses.......................... 20, 696. 15,133. 4,524, 1,039,
14 Information technology............. ... ...
15 Royalties.......... ... .. ... ... o
16 Occupancy. ...t 33,975. 31, 937. 1,019. 1,018,
17 Travel ...
18 Payments of traval or entertainment
expenses for any federal, state, or local
oublicofficials. . ..........................
18 Conferences, conventions, and meetings. . ..
20 Interest. ...
21 Paymenis fo affiliates............... ... ...
22 Depreciation, depletion, and amcrtization . .. 7,380 7,380,

23 INSUFANCE. ... ...
24 Other expenses. ltemize expenses not

covered above (List miscellansous expenses
in line 24e. If line 24e amount exceeds 10%
of line 25, column (A) amount, list line 24e

expenses on Schedule ©.). ................

a MEETING/SEMINARS _ __ _ ____ 209,558, 203,229, 2,155, 4,174.
b PROFESSIONAL_FEES 59,186. 48,103. 9,285, 1,798.
¢ PUBLIC RELATIONS _ _ _ _____ 38,150, 32,587. 1,046. 4,517,
d EQUTPMENT RENTAL 27,724. 17,188. 3,685, 6,851.
e All other expenses. ..., g5, 817, 51,456. 4,343. 10,018.
25  Total functional expenses, Add lines 1 through 24e. . . . 974,527, 855, 961. 50,156, 68,410,
26 Joint costs.Complete this line only if
the organizaticn reported in column (B}
joint costs from a combined educational
campaign and fundraising solicitation.
Check here » if following
SOP 98-2 (ASC 958-720)..................
BAA TEEAQI0L 05/28/14 Form 990 (2C14)



Form 990 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-10574%87 Page 11
*PatEXaE Balance Sheet
Check if Schedule Q contains a response or note to any lineinthisPart X. ... ... . oo D
A) (B)
Beginnﬁ‘ng of year End of year
1 Cash — nen-interest-bearing. ... ... ... . 272,110.] 1 295, 383.
2 Savings and ternporary cash investments. . ... .. 165,191.| 2 162,100.
3 Pledges and grants receivable, net . ... o 3 100,100.
4 Accounts receivable, net. ... e 4
5 Loans and other receivables from current and former officers, directors, :
trustees, key emplo[)_rees, and highest compensated employees. Complete
Partll of Schedute L ... .
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c){3){B), and conftributing §
amployers and sponsoring organizations of section 501(c){9) vcluntary employees| :
heneficiary organizations (see instructions). Complete Fart Il of Schedule L. ... .. 6
81 7 Notesand loans receivable, net ... o 7
Q .
a 8 Inventories for sale or USe . ... ... 8
<! 9 Prepaid expenses and deferred charges. ... ... ... ... ... ... .. 9
10a Land, buildings, and equipment: cost or other basis.
Complete Part VI of Schedule D................... 10a 66,934
b Less: accumudated depreciation................ . L. 10 55,550 16,244.[ 10¢ 11,384.
11 Investments — publicly traded securities. ... ... .. .. .. ... oL 603 ; £12.1 11 667,033,
12  Invesimenis — other securities, SeePart IV, line 11........................... 12
13 Investments ~ program-related. See Fart IV, line 11.......................... 13
14 Intangible assets. ... .. . 14
15 Other assets. See Part IV, line 11, ... i 1,230.|15 1,230,
16 Total assets.Add lines 1 through 15 {must equal line 34). .. .................... 1,058,387.]16 1,237,230.
17 Accounts payable and accrued BXPERSES. .. . ..ttt e 16,078.(17 40,604.
18 Grants payable ... 18
19 Deferred revenle .. ... 750.] 19
20 Tax-exempt bond liabilifies. . ... ... ... . . ...
o| 21 Escrow or custodial account liability. Complete Part IV of Schedule D........ ..
=| 22 toans and other payables to current and former officers, directors, trustees,
‘n key employees, highest compensated employees, and disqualified persons.
S Complete Partll of Schedule L.. ... ... .. ... ... ... ... . . . . ...
23 Secured morigages and notes payable to unrelated third parties................
24 Unsecured notes and loans payable to unrelated thirdparties..................
25 Other liabilities (including federal income tax,fayables to related third parties,
and other liabilities not included on lines 17-24). Complete Part X of Schedule D. 25
26 Total liabilities.Add lines 17 through 25. .. .. ... ... .. . ... . . .. ... ...,
" Organizations that follow SFAS 117 (ASC 958), check here- and complete
3 lines 27 through 29, and lines 33 and 34. G R n L DU RN TR A
cl 27 Unrestricted netassets ... ... .. 521,943.|27 1,009,920.
g 28 Temporarily restricted netassets .. ... ... ... . ... 119,616.[28 186,706.
| 29 Permanently restricted nefassets .. ...
5 Organizations that do not follow SFAS 117 (ASC 958), check here- D
o -
= and complete lines 30 through 34,
| 30 Capital stock or frust principal, or current funds. . ... ...
3| 31 Paid-in or capital surplus, or land, building, or equipmentfund ., ................
‘r.:n 32 Retained earnings, endowment, accumulated income, or ather funds. . ........ ..
g 33 Total net assets or fund balanCes. . ... ... .. . it 1,041,559.]33 1,196,626,
34 Totat liabilities and net assetsffund balances. . ................................ 1,058,387.[ 34 1,237,230.
BAA Form 990 (2014}
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Form 990 (2014) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

Page 12

1 Total revenue (must equal Part VI, column (A), line 12) . ... . e e 1 1,147,755,
2 Total expenses (must equal Part IX, column (A, e 25). ... o e e e 2 974,527.
3 Revenue less expenses. Subtract line 2 from line 1. ... o i 3 173,228.
4 Net assels or fund balances at beginning of year (must equal Part X, line 33, column (A)). ................ 4 1,041,559.
& Net unrealized gains {loss5e8) o INVeStMENtS. . . . .. e 5 -18,161.
6 Donated services and use of facilities. . .. ... ... e 6
7 INVESITENE B DB . .. . e e e e e 7
B Prior period adjustments ... e e e e 8
g Other changes in net assets or fund balances (explain in Schedule C). .. ... .. ... ... ot 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through S (must equal Part X, line 33,
B0l ) oL it e e 10 1,196,626,

arEX

o

Financial Statements and Reporting

Check if Schedule O contains a response or note to any line inthisPart XU, ... .. ... o o oo,

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.

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

Separate basis DConsoIidated basis D Both consolidated and separate basis

If "Yes,' check a box below to indicate whether the financiat statements for the year were audited cn a separate
basis, consolidated basis, or both:

Separate basis DConsoIidated basis DBoth consolidated and separate basis
c If 'Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,

If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O.

3a As a result of a federal award, was the organization required to undergo an audit or audits as set forth in the Single
Audit Act and OMB CircUlar A- 1337, L e
b If 'Yes,' did the organization undergo the required audit or audits? If the organization did not underge the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits. .. ... ... .. ..

3a X

3b

BAA

TEEAQR12L 0572814
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Public Charity Status and Public Support |__ome No. 15450047
SCHEDULE A

i Complete if the organization is a section 501(c)X3) organization or a section 2 1 4
(Form 990 or 390-E2) 4947(a)1) nonexempt charitable trust. 0

» Attach to Form 290 or Form 990-EZ.

Department of the Treasury » Information about Schedule A (Form 990 or 990-EZ) and its instructions is

Internal Revenue Service at www.irs.gov/form930. R
Name of the organization Employeridentification number
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

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

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

1 A church, convention of churches, or association of churches described insection 170(b)(1)XAXi).
A school described in section 170(b)X1XAXii). (Aftach Schedule E.)
A haspital or a cooperative hospital service organization described insection 170b) XA Xiii).
A medical research organization operated in conjunction with & hospital described irsection 170(b)1)AXjii) Enter the hospital's
name, city, and siate:
5 D An organization operated for the Eeﬁeﬁt_oFa_callTagﬁe ‘or univarsity owned or operated by a g_oﬁer%r?le_nt_al_un_it_dgs_c;rﬁjea_dTﬁTac_tign_ o
170(hYIKAXIV). (Complete Part 11.)
A federal, state, ar iocal government or governmental unit described insection 170(bX1XAXv).

An organization that normally receives a substantial part of its support from a governmental unit or from the general public described
in section T70(bX1XAXvI). (Complete Part 1.}

8 A community trust described insection 170¢hX1XAXvi). (Complete Part 1)

g . An organization that normally receives; {1) more than 33-1/3% of its support from contributions, membership fees, and gross receipts
from activilies related to its exempt functions— subject to certain exceptions, and (2) ne more than 33-1/23% of its support from gross
investment income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after
June 30, 1975. Seesection 50%a)X2). (Complete Part lIl.)

10 HAn organization organized and operated sxclusively to test for public safety. Seesection 509(a)4).

11 An organization organized and operafed exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one
or mere publicly supported crganizations described insection 509(3)(1)0r section 50%a)2).Sce section 508(a)3). Check the box in
lines 11a through 1id that describes the type of supporting organization and complete lines 11e, 111, and 11g.

D Type L. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving the supported
organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting arganizatior¥ou must
complete Part IV, Sections A and B.

b D Type Il. A supporting organization supervised or controlled in connection with its supported organization(s), by having control or
management of the supperting organizaticn vested in the same persens that contral or manage the supperted organization(s)You
must complete Part IV, Sections A and C.

¢ l:l Type lll funclionally integrated. A supparting organization operated in cannection with, and functionsally integrated with, its supported
organization(s) (see instructions). You must complete Part |V, Sections A, D, and E

d D Type lll non-functionally integrated.A supporting organization operated in connection with its supported crganization{s) that is not
functicnally integrated. The organization generally must satisfy a distribution requirement and an attentiveness requirement (see
instructions). You must complete Part IV, Seclions A and D, and Part V.

Check this bax if the organization received a written determination from the IRS that is a Type |, Type Il, Type Il functionally
integrated, or Type Ill non-functicnally integrated supporting organization

e
f Enter the number of supparted organizalions . . ... . e e e l:'

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

= ow ko

~ on

{i) Namne of supported (i) EIN (i) Type of crganization ) Is the () Ameount of monetary (wi) Amount of cther
organization (described on lires 1-$ organization listed suppart (see instructions} suppett (see instrigtions)
above or IRC section in your governing
{see instructions}) document?
Yes No

(A)

(B)

<

)

(E)

Total =

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Farm 990 or 990-E7) 2014

TEEAD4DIL 07116/14



Schedule A (Form 990 or 890-E7) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2
:RarEllE Support Schedule for Organizations Described in Sections 170(b)1XAXiv) and 170(b)}(1)}AXvi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part Ill. If the
erganization fails to qualify under the tests listed below, please complete Part 1il.)

Section A. Public Support

C d fi
b:;e"r:nfnrgyfna;r (or fiscal year {a) 2010 (b) 2011 (c)2012 (d)2013 (e)2014 () Total
1 Gifts, orants, contributions, and
membershlp fees recaived, (Do not
include any ‘unusual grants.’). .. ... ..

2 Tax revenues levied for the
organization's benefit and
ither paid to or expended
onitsbehalf. .............. ...

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

Total. Add lines 1 through 3., ..

5 The portion of total
confribufions by each person
{cther than a governmental
unit or publicly supported
organization) included on line 1
that exceeds 2% of the amount
shiown on line 11, celumn (f). .. [8

& Public support. Subtract line 5
fremlined..................

Section B. Total Support

Calendar year (or fiscal year
beginningyin) - y (a)2010 {(b)2011 (cyz2012 (d) 2013 (e) 2014 (A Total

7 Amounts fromlined ... ... ...

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

9 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 VLY ...
11 Total support. Add lines 7
through 10.......... .. ... ...
12 Gross receipts from related activities, etc (see instructicns) 12
13 Firstfive years. [f the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501 (c)(3)
aorganization, check this box andstop here . ... .. e > D
Section C. Computation of Public Support Percentage
14 FPublic support percentage for 2014 (line 6, column (f) divided by line 11, column (fY). .. ....... ...t 14 %
15 Public support percentage from 2013 Schiedule A, Part L line 14 ... 15 %

16a 33-1/13% support test— 2014. 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 orgarization. .......... ... . .. ... . . . . . . . . . . . |:|

b 33-1/13% support test— 2013, {f the crganization did not check a box on line 13 or 16a, and line 15 is 33-1/3% or more, check this box
and stop here, The organization qualifies as a publicly supported organization . ......... ... . .. . .. . . . . . . > D

17a 10%-facts-and-circumstances test— 2014, 11 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 andstop here. Explain in Part VI how
the organization meets the ‘facts-and-circumstances' test. The organization qualifies as a publicly supported organization. ......... ™ D

h 10%-facts-and-circumstances test— 2013, If the organization did not check a box on tine 13, 16a, 16h, or 17a, and line 15 is 10%
or more, and if the organization meets the facts-and-circumstances' test, check this box ancstop here. Explaln in Part VI how the
crganlzatlon meets the 'facts-and-circumstances' test. The organization qualn‘les as a publicly supported organization . ............ > H
»

18 Private foundation.|f the organization did not check a box on line 13, 16a, 186b, 17a, or 17b, check this box and see instructions. .. .

BAA Schedule A (Form 990 or 990-E7) 2014
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Schedule A (Form 890 or 990-EZ) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057437 Page 3

2arkll= Support Schedule for Organizations Described in Section 509(a)(2) o
{Complete only if you checked the box on line 9 of Part | or if the organization failed to qualify under Part I1. If the organization fails

te qualify under the tests listed below, please complete Part I1.)

Section A, Public Support
Calendar year {or fiscal yr beginning in}» (a) 2010 () 2011 (cy2012 (d) 2013 (e)2014 {f) Total
1 Gifts, granis, contributions
and membership fees
recejved. (Do not include
any ‘unusual grants.y ........ 1,085,087. 741,415, 762,526. 192,620, 994,437.| 4,376,085,
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-exernpt purpose. ....... .. 85,439. 149,523. 93,514. 104, 503. 105, 755. 549,134,
3 Gross receipts from activities
that are not an unrelated frade
or busiress under section 513. 0.
4 Tax revenues levied for the
organization's benefit and
eitrier paid to or expended on
itsbehalf. ................... 0.
5 The value of services or
facilities furnished by a
governmental unit to the
arganization without charge. .. ) 0.

6 Total.Add lines 1 through 5... [ 1,180,526, 890, 938. B56,040. §97,523.11,100,192.| 4,525,219,

7 a 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 parsons that
exceed the greater of $5,000 or
1% of the amount on line 13

for the year .............. 0. 0. 0. 0. 0. 0.
cAddlines 7aand 7b.. . ... ..., 0 0 0 0 0 0.

8 Public support (Subtract line
Jefromlinge 6).. ... ... ..... 4,925,219,

Section B. Total Support
Calendar year {or fiscal yr beginning in)» (a) 2010 {b) 2011 (c)2012 (d)z013 (e}2014 {f) Total
9 Amounts romlineG......... 1,180,526. 890, 938. 856, 040. §97,523.11,100,1%2.| 4,925,219,

10a Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and incore from
similar sources. ... ... ... 28,932. 23,021. 20,486. 7,844. 47,563, 127,846.

h Unrelated business taxable

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

c Add lines 10aand 10b ... ... 28,932, 23,021. 20,486. 1,844, 47,563. 127,846.

11 Net income from unrelated business
activities net included in line 10k,
whether or not the businass is
regularly carriedon. . ... ... ... .. 0.

12 Other inceme. Do not include

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

Part VI ... ... ... .. 0.
13 Total support. (Add lines 9,
10, 1Mand 12y .............. 1,209,458, 913,959, B76,526. 905,367.|1,147,755.] 5,053,065,
14 Firsttive years.If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
arganization, check this box andstop here . .. . » H
Section C. Computation of Public Support Percentage
15 Public support percentage for 2014 (line 8, column (f} divided by line 13, column (A). ... on. .. 15 97.47 %
16 Public support percentage from 2013 Schedule A, Part ], line 15. ... . o 16 98.20 %
Section D. Computation of Investment Income Percentage
17 investment income percentage for 2014 (line t0c, column (f) divided by line 13, column (N).................... 17 2.53 %
18 Investment income percentage from2013 Schedule A, Part 1L, line 17 ... ..o o 18 1.80 %
19a 33-1/3% support tests— 2014. If the organization did not check 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 andstop here, The organization qualifies as a pubficly supported organization. . .........,, >
b 33-1/3% support tests— 2013. [f 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 andstop here. The organization qualifies as a publicly supported organization ... .. >
20 Private foundation.!f the organization did not check a bax on line 14, 19a, or 195, check this box and see instructions. . ......... .. >

BAA TEEAQ403L 07/17/14 Schedule A (Form 990 or 990-EZ) 2014



Schedule A (Form 990 or 990-EZ) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 4
kBN Supporting Organizations

(Complete only if you checked a box on line 11 of Part |. If you checked 11a of Part |, complete Sections
A and B. If you checked 11b of Part |, complete Sections A and C. If you checked 11c of Part |, complete
Sections A, D, and E. If you checked 11d of Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Qrganizations

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

2 Did the organization have any supported organization that does not have an IRS determination of status under sectien
509(=)(1) or (237 If "Yes,' explain inPart VI how the organization determined that the supported organization was
described i 5echon S0G(a) (1) OF (2). . .. e e e e e

3a Did the arganization have a supporied organization described in section 501(c)(4), (5), or (&) 'Yes," answer (b) 5
AT () D oW . e e e e

b Did the organization confirm that each supported organization cualified under section 501(c)(4), (5}, or (€) and
satisfied the public support tests under section 509(a)(2)7If "Yes,’ describe in Part VI when and how the organization
made the delermialion . . . e e e e

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

4a Was any supported organization not organized in the United States ('foreign suppoerted organization’)¥f 'Yes' and
if you checked 11a or 116 in Part |, answer (b) and (c) below. .. ..

b Did the organization have ultimate control and discretion in deciding whethar to make grants to the foreign supported
organization? If 'Yes,' describe in Part VI how the organization had such contro! and discretion despite being conirolied
or supervised by of in connection with ifs supported organfzalions. . ... ... .. .. o s

¢ Did the organization support any foreign supported organization that doss not have an IRS determination under
sections 501(c)(3) and 509(a)(1) or (2}7If 'Yes, " explain inPart VI what controls the organization used to ensure that
all support to the foreign supported organization was used exciusively for section 170{c)(2}(B) purpcses. ..............

5a Did the organization add, substitute, or remove any supported organizations during the {ax year?!f 'Yes,” answer (b)
and (c) below (if applicable). Also, provide detail irPart Vi, including (i) the names and EIN nurmbers of the supported
organizations added, substituted, or removed, (ii) the reasons for each such action, (i) the authorily under the
organization's organizing document authorizing such action, and (iv) how the action was accomplished (such as by
amendment to the organizing document). . . .. e

b Type | or Type Il only.Was any added or substituted supported organization part of a class already designated in the
organization's OrganiZing doCUIMIENET. L .. .. o e

& Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (a) its supparted organizations; (b) individuals that are part of the charitable class benefited by ane
or more of its supported organizations; or (c) other supporting organizations that also support or benefit one or more of
the filing organization's supported organizations? /f 'Yes, ' provide detail inPart Vi, ............... ... ... ... . ...

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substaniial contributor
(defined in IRC 4958{c)(3)(C)), a family member of a substantial confributer, or a 35-percent controllad entity with
regard to a substantial contributor? If Yes, ' complete Part | of Schedule L (Form 880). ........... ... ... . ...,

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 7% "Yes,’
complete Parf [ of Schedule L (Form Q00 . .. . e e

9a Was the organization controlled directly or indirectly at any time during the tax year by one or more disqualified persons
as defined in section 4946 (other than foundation managers and organizations described in section 509(a} (i) or (2))?
If Yas, " provide delail inPart V. e

b Did one or more disqualified persens (as defined in line (a)) hold a confrolling interest in any entity in which the
supporting organization had an interest? If 'Yes, ' pravide detail inPart VI . ... .. .. .

c Did a disqualified person (as defined in line 9(a)) have an ownership interest in, or derive any personal benefit from,
assets in which the supporting organization also had an interest?!f Yes, ' provide detaif nPart VI .. ................ ...

10 a Was the organization subject to the excess business holdings rules of IRC 4943 because of IRC 4943(f) (regarding
certain Type Il supporting arganizations, and all Type |li non-functionally integrated supporting organizations)?f 'Yes, '
ANSWEE (D) BElOW . . e e e e e

b Did the arganization, have any excess business holdings in the tax year?(Use Schedule C, Form 4720, to determine
whether the organization had excess bUSINEsS OGS, ). . o

BAA TEEADADAL D7/1714 Schedule A (Form 950 or 890-EZ) 2014
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FEREE Supporting Organizations (continued)

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

a A person who directly or indirectly cantrols, either alone or together with persons described in (b) and (c) below, the

governing body of a supported organization?. . ... . e Ta
b A family member of & person described in (@) @boVe? . ... 11b
€ A 35% contrelled entity of a person described in (a) or (b) above?/f 'Yes' to a, b, or ¢, provide deiail inPartVI....... ... ¢

Section B. Type | Supporting Organizations

1 Did the directors, trustees, or membership of cne or more supported crganizations have the power to regularly appoint
or elect at least a majority of the organization's directors or trustees at all times during the tax year?f ‘No, ' describe i
Part VI how the supported organization(s) effectively operated, supervised, ar conlrolled the organization's activities.

If the organization had more than one stpporfed organization, describe how the powers to appoint and/or remove
directors or trustees were allocaled among the supported organizations and what conditions or restrictions, if any,
applied 0 sUCch powers during Hre L8ax Vear. . .. e e e

2 Did the organization operate for the benefit of any supported organization other than the supported organization(s)
that operated, supervised, or controlled the supporting organization?!f 'Yes,' explain inPart VI how providing such
benefit carried out the purposes of the supported organization(s) that operated, supervised, or controlied the
SUPPOMHNG OrganiZalion . ... . . e

Section C. Type Il Supporting Organizations

1 Were a majority of the organization's directors or trustees during the tax year also a majority of the directors or frustees
of each of the organization's supported organization(s)?If ‘Ne, ' describe in Part VI how conlro! or managenient of the
supporting organization was vested in the same persons that controlled or managed the supported organization(s).. ...

Section D. All Type lll Supporting Organizations

1 Did the organization praovide to each of its supported organizations, by the last day of the fifth month of the
organization's tax year, (1) a written notice describing the type and amount of support provided during the prior tax
year, {2) a copy of the Farm 9%0 that was most recently filed as of the date of notification, and (3) copies of the
organization's governing documents in effect on the date of natification, to the extent not previously provided?. ........

2 Were any of the organization's officers, directors, or frustees either (i) appointed or elected by the supported
organization(s) or 80 serving on the governing body of a supported crganization?f No,’ explain inPart VI how
the organization maintained a close and continuous working refationship with the supported organization(s). ...........

3 By reason of the relaticnship described in (2), did the organization's supported organizations have a significant
voice in the arganization's investment policies and in directing the use of the organization’s income or assels at
all times during the tax year? If 'Yes, ' describe in Part VI the role the organization's supporled organizations played
T BRIS FEGAIT. . e e

Section E. Type lll Functionally-Integrated Supporting Organizations

1 Check the box next to the method thai the organization used fo satisfy the Integral Part Test during ihe yesfsee instructions)!
a I:l The crganization satisfied the Activities Test. Complete line 2 below.
b |:| The organization is the parent of each of its supported organizations.Complete line 3 below.

c I:I The organization supported a governmental entity. Describe in Part VI how you supported a government entily (see instructions,).

2 Activities Test. Answer (a} and (b) below.

a Did substantially all of the organization's activities during the tax year directly further the exempt purposes of the
supported organization(s) to which the organization was responsive?lf 'Yes, ' then in Part VI identify those supported
organizations and explainhow these activities directly furthered their exernpt purposes, how the organization was
responsive to those supported organizations, and how the organization determined that these activilies constituted
substantially all of its aCHVIIRS . L L e e

b Did the activities described in (@) constitute activities that, but for the organization's invelvement, one or more of
the organization's supported organization(s) would have been engaged in?/f 'Yes,' explain inPart VI the reasons for
the organization's position that its supported organization(s) would have engaged in these activities but for the
organizalion's INVOIVEITIENTL . . .. .. e

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or trustees of
each of the supported organizations? Provide details inPart V. . ... .. . . e

h Did the organization exercise a substantial degree of direction over the policies, programs, and aclivities of each of its
supported organizations? If 'Yes,’ describe in Part VI the role played by the organization in this regard. . ............. ..

BAA TEEAD4DSL  07118/14 Schedule A (Form 990 or 990-EZ) 2014




Schedule {Form 990 or 990-E2) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION
EVEE Type HI Non-Functionally Integrated 509(a)3) Supporting Organizations

1

06-1057497 Page 6

I:I Check here if the organization satisfied the Integral Part Test as a qualifying trust on November 20, 19705ee instructions. All
other Type |l non-functicnally integrated supporting organizations must complete Sections A through E,

Section A — Adjusted Net Income

(A) Prior Year

(B) Current Year

(optional)
T Netshort-term capital gain ... ... o e 1
2 Recoveries of prior-year distribttions ... ... ... | 2
3 Other gross income (see instructions). .. ... ... . 3
4 Addlines 1through 3 .. . . i 4
5 Depreciation and depletion .. ... .. ... .. . . . 5
6 Portion of operating expenses paid or incurred for production or collection of gross
income or for management, conservation, or maintenance of property held for
production of income {(see instructions) ... ... ... ... ... 6
Other expenses (see iNstructions) . . ... ..o e 7
Adjusted Net Income (subtract lines 5, 6and 7 fromline 4). ...................... 8

Section B — Minimum Asset Amount

T Aggregate fair market value of all non-exempt-use assets (see instructions for short

fax year or assets held for part of year):

a Average monthly value of securities .. ... .. ...

(A} Prior Year

(B) Current Year
(optional)

b Average monthly cashi balances. .. ... ... ... . . e

¢ Fair market value of other non-exempt-use assets............... ... ... ... ....

dTotal (add lines Ta, 1b, and 1) ... ... . . e 1d
e Discount claimed for blockage or other
factors (explain in detail inPart VI):
2 Acquisition indebtedness applicable to non-exempt-use assets. ... 2
3 Sublractline 2Zfram line Td. .. .. e 3
4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 {for greater amount,
see INSIUCHONS). . o ..o e e 4
5 Net value of hon-exempt-use assets (subtract line 4 fromline3).................. | B
6 MUliply lINe 5 by 035, i e 3
7 Recoveries of prior-year distributions . .. ... ... . 7
8 Minimum Asset Amount{addline 7o line 8).. ... ... ... ... .. ... .. ... 8

Section C — Distributable Amount

Adjusied net income for prior year (from Section A, line 8, Column A} . ............

Current Year

Enter B5% of line ...

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

Enter greater of line 2 or line 3. ... ... .

WM =

Income tax imposed iN Pricr Year. . . ... ... . e

0

T W N =

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

~l

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

{see instructions}.

BAA

TEEAQ4Q0EL  D7/1814
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Schedule A {(Form 990 or 990-E2) 2014 CORNELIA DE LANGE SYNDROME FOQUNDATION 06-1057487 Page 7
:RdrEVE=E Type |l Non-Functionally Integrated 509(aX3) Supporting Organizations (continued)

Section D — Distributions Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes. . ... ... ... oL

2 Amounts paid to perforrn activity that directly furthers exempt purposes of supported organizations,
in excess of income from activily. ... ... o

Administrative expenses paid to accomplish exempt purposes of supported organizations . .................. ...

Amounts paid 10 acquire exempt-Use assels. . ... ... s

Qualified set-aside amounts (prior IRS approval required) .. ... ... .

Other distributions {describe inPart VI}, See instructions. . ... ...

Total annual distributions.Add lines 1 through &. ... ... ...

||| W

Distributions to attentive supported organizations to which the organization is responsive {provide details
N Part VD). See instrUCTiONS. . . .. e e e

% Distributable amount for 2014 from Section C, line 6. .. . .. . .
10 Line 8 amount divided by Line S amount .. ... .
. T . . . 0] (i . (i)
Section E — Distribution Allocations (see instructions) _Excess Underdistributions Distributable
Distributions Pre-2014 Amount for 2014

1 Distributable amount for 2014 from Section C, line 6. ............

2 Underdistributions, if any, for years prior to 2014 (reascnable
cause required — see instructions). . .. ...... ... . oo o e

3 Excess distributions carryover, if any, to 2014:

eFrom2013 ... ... ... ... ... . .. .. ...

fTotal of lines 3athrough e. ... ... ... ... . . i

g Applied to underdistributions of prior years. .....................

h Applied to 2014 distributable amount ... .. ... .o oo oL

i Carryover from 2009 not applied (see instructions). ..............

4 Distributions for 2014 fram Section D,
line 7:

5 Remaining underdistributions for years prior to 2014, if any.
Subtract lines 3g and 4a from line 2 (if ameunt greater than
zero, see instructions). . ... .

6 Remaining underdistributions for 2014. Subiract lines 3h and 4b
from line 1 (if amount greater than zero, see insiructions) . .......

7 Excess distributions carryover to 2015Add lines 3jand 4c.......

Breakdown of line 7:

d Excess from2013...................

e Excess from 2014 ... ... .........

BAA Schedule A (Form 890 or 920-EZ) 2014
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& Supplemental Information. Provide the explanations required by Part Il, line 10; Part Il, line 17a or 17b;
and Part I, line 12. Also complete this part for any additional information. (See mstructlons)

BAA Schedule A (Form 990 or 990-E2) 2014

TEEAQ4OEL 08/18/14



| omsNo. 15450047

SCHEDULE D Supplemental Financial Statements
(Form 990) » Complete if the organization answered Yes,' to Form 990, 201 4
Part IV, lines 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.

» Attach to Form 990.

Department of fie Treasury > Information about Schedule D (Form 990) and its instructions is avww.irs.gov/form3s0. |
Name of the organization Employerinon number
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 990, Part IV, line 6.

(a) Donor advised funds (b) Funds and ofher accounts

1 Tetal number atend of year................
2 Aggregate value of contributions fo (during year) .. ... ..
3 Aggregate value of grants from (during year). .........
4
5

Did the organization inform all donors and donor advisors in writing that the assets held in denor advised funds
are the organization's property, subject to the organization's exclusive legal control?. .. ... .. ... oo DYes D No

6 Did the organization inform all grantees, denors, and donor advisers in writing that grant funds can be used only
for charitable purposes and not for the henefit of the donor or donor advisor, or for any other purpose conferring
Impermissible private DENefllr L .o e e e e DYes |:| No

Conservation Easements.
Complete if the organization answered *Yes' to Form 990, Part IV, line 7.
1 Purpese(s) of conservation easements held by the crganization (check all that apply).
Preservation of tand for public use {e.qg., recreation or education) BPreservation of a historically important tand area

Protection of natural habitat Preservation of a certified historic structure
Preservation of open space

2 Complete linas 2a through 2d if the organization held a qualified conservation confributicn 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 conservaticn easements. . . ... ... e 2a
b Total acreage restricted by conservation easements. . ... .. ... .. 2b
c Number of conservation easements on a certified historic structure included in (&)............ 2c
d Number of conservation gasements included in (¢) acquired after 8/17/06, and not on a historic
structure listed in the National Register . ... ... .. . . 2d
3 Nurnber of conservation easements modified, transferred, released, extinguished, or terminated by the crganization during the
tax year ™

Number of states where property sublect to conservation easement is located™
Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,

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

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

8 Does each conservation easement reported on line 2(d)} above satisfy the requiremeants of section 170(h)@)(B) (D
&N SECtion T70MEAIBIINT -+ ..o v et tnet et et et [Jyes [ ]ne

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

g7 Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

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

1a If the organization elected, as permitted under SFAS 116 (ASC 938), not to report in its revenue statement and balance sheet works of
art, historical freasures, or other simitar assets held for public exhibition, educatien, or research in furtherance of public service, provide,
in Part Xlli, the text of the footnete to its financial statements that describes these items.

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

(i) Revenue included in Form 990, FPart VIII, line 1. ... . s -5
(i) Assets included in Form 990, Part X . ... e -3

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

a Revenue included in Form 920, Part VI, line 1. .. e e e -5
b Assets included In Form 800, Part XK. . .. e >3
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA330iL 10/28/14 Schedule D (Form 990) 2014




Schedule D (Form 990) 2014 CORNELIA DFE LANGE SYNDROME FQUNDATION 06-10574597 Page 2
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)

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

a Public exhibition d Loan or exchange pregrams
b Scholarly research Other
c Preservation for future generations

4 Erowgﬁla description of the crganization's collections and explain how they further the organization's exempt purpose in
art

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

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

1a |s the organization an agent, trustee, custodian, or other intermediary for confributions or other assets not included
on Form G090, Part X2 . D Yes D No
b If "Yes,' explain the arrangement in Part XIIl and complete the following table:
Amount
¢ Beginning balance . . ... 1c
d Additions during the Year. . . ... e 1d
e Distributions during the year . .. ... . . le
f ENdiNg balance. . o 1f
2 a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? . . .. D Yes No
b If 'Yes," explain the arrangameant in Part XIll. Check here if the explanation has been provided inPart XIlF. .. .................. H

{a) Current year {b) Prior year (c) Twa years back {d) Three years back (e} Four years back

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

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

e Other expenditures for facilities
andprograms................

f Administrative expenses.......

gEnd of year balance.. .........
2 Provide the estimated percentage of the current year end halance (line 1g, column (a)) held as:

a Board designated or quasi-endowment » %

b FPermanent endowment » %

¢ Temporarily restricted endowment » %

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

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

organization by: Yes No
(i) unrelated organizations. . .. .. .. 3a(i)
(ii) related orgaﬁizations .................................................................................... 3afii}

3b

\EEVE Land, Buildings, and Equipment.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

Description of property (a) Cost or ather basis|  (b)Cost or other (c) Accumulated (d) Book value
(investment) basis {other) depreciation
Taland ... ... 0
bBuildings............. ... .
¢ Leasehold improvements. ..................
dEquipment......... ...
eOQther. ... 66,934, 55,550. 11,384.
Total. Add lines 1a through le. (Cofumn (d) must equal Form 890, Part X, calumn (B} fine 10¢) ... oh .. > 11,384,
BAA Schedule D (Form 920) 2014
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Schedule D (Form $60) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057457 Page 3
‘PaVIE Investments — Other Securities. N/A

Complete if the arganization answered 'Yes' to Form 990, Part IV, line 11b. See Form 990, Part X, line 12.
(a) Descriptica of securily or category (including name of security) (b) Book value {c) Method of valuation: Cost or end-of-year market value
(1) Financial derivatives. . ...... .. .. ... ... .. L
(2) Closely-held equity interests. .. .............. ... ...
(3) Other

IR Investments — Program Related. N/A ] .
Complete if the organization answered 'Yes' to Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.

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

(13
@
3
(4
)
&
)
(8
9
(1)
Total Column (b) must equal Form 830, Part X, column (B) line 13.) .

&= Other Assets, N/A _ _
Complete if the organization answered 'Yes' to Form 990, Part [V, line 11d. See Form 990, Fart X, line 15,

({a) Description (b) Book value

)
@
&)
4
&)
)]
0]
&
(9
(10)
Total {Column (b) must equal Form 990, Part X, column (B), fine 15.) .. ... ... . . . . . >
Other Liabilities.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25
(a) Description of liability {b) Book value
{1) Federal income taxes
{2
3
{4
(5)
6)
)
)]
)
am
¢mn
Total (Calumn (b} mustequa.‘ Form 990, Part X, co:'umn (B) iine 25.). . -

BAA TEEA3303L 08/25/14 Schedute D {Form 990) 2014
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X% Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered "Yes' to Form 990, Part IV, line 12a.
1 Total revenue, gains, and other suppeort per audited financial statements. ............. ..o eanns 1 1,168, 763.
2 Amcunts included an line 1 but not on Form 990, Part VIII, line 12:

a Net unrealized gains {losses) on investments. ... ... .. ... oo i, 2a -18,161.

b Donated services and use of facilities. .............. . ... .. ... ... . ... 2b

c Recoveries of prior yeargrants. . .. ... ... ... 2c

d Other (Describe in Part XIIi.). . SEE PART XIII . . ... 2d 39,169.

e Add lINES 22 hroUugh 2d ... et e e 2e 21,008.
3 Subtract INe 28 frOmM IME L . o e e e e e e e 3 1,147, 755.
4  Amounts inciuded on Form 9390, Part VI, line i2, but not on line 1:

a Investment expenses not included on Form 990, Part VI, line 7b.......... ... da

b Other (Describe inPart XHL). ... ..o . 4b

C Add linesda and Ab. ... e e dc
5 Total revenue, Add lines 3 and 4c¢. (This must equal Form 990, Part |, line 12.). ... 0 o ic i, 5 1,147,755,

= Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes' to Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial statements ... ... ... .. 1 1,013,696,
2  Amounts included on line 1 but not on Form 980, Part X, line 25:

a Donated services and use of faciiities. . ... ... .. . .. 2a

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

C OB 0SS . it e e e e 2¢

d Other (Describe in Part xI11). . SEE _PART XIIT 2d 39,169,

e Add lines 2a through 2d . .. .. 2e 39,169.
3 Subiract INe 2e from iNe L .. o 3 974,527.
4 Amounts included on Form 890, Part IX, line 25, but not on fine 1:

a Investment expenses not included on Form 990, Part VI, tine7b. . ........... da

b Other (Describe in Part XIL). ... o 4b

cAdd linesda and Ab. . . 4c

5 974,527,

Provide the descriptions required for Part |l, lines 3, 5, and 9; Part lil, lines 1a and 4; Part IV, lines 1b and 2b; Part V,
line 4; Part X, line Z; Part XI, lines 2d and 4b; and Part XI|, lines 2d and 4b, Alsa complete this part to provide any additional information.

SCHEDULE D, PART XI, LINE 2D
OTHER REVENUE INCLUDED !N F/S BUT NOT INCLUDED ON FORM 990

DIRECT EVENTS EXPENSES. . . . $ 39,169,

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

DIRECT EVENTS EXPENSES . . . 3 39,169,
TOTAL $§ 39,169.
BAA Schedule D {Form 990) 2014

TEEA3304L 10/28/14



OMB No. 1545-0047

SCHEDULE G Supplemental Infermation Regarding Fundraising or Gaming Activities

(Form 990 or 990-EZ) Complete if the organization answered "Yes' to Form 390, Part |V, lines 17, 18, or 19, or if the 201 4
organization entered more than $15,000 on Form 990-EZ, line 6a. _,7,__

» Attach to Form 990 or Form 4%0-EZ.
Bepartment of the Treasury

Internal Reverue Sarvice » |nformation about Schedule G (Form 990 or 990-EZ) and its instructions is awww.irs.gov/form990. :
Mame of the crgasization Employer identification number
CORNELIA DE LANGE SYNDROME FOQUNDATION 06-105749%7

Fundraising Activities.Complete if the organization answered "Yes' to Form S90, Part IV, line 17,
Form 990-E2 filers are not required to complete this part.

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

a Mail solicitations e Solicitation of non-gavernment grants
b Internet and email solicitations f D Solicitation of government grants
¢ |:| Phone solicitations g Special fundraising events

d D In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, rustees or key
employees listed in Form 920, Part VII) or entity in cannection with professionat fundralsmg services?. ... [:lYes .No

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

(iyName and address of individual (i) Activity (iii) Did fundraiser (iv) Gross receipts (v) Amount paid fo (vi) Amount paid to
or entity {fundraiser) have custody or conteal from activity (or retained by) {or retained by)
of confributions? fundraiser listed in organization
column €i) ’
Yes No
1
2
3
4
5
6
7
8
g8
10
Total . e - 0.
3 Llst all states in Whlch the organlzatlon is reglstered or Ilcensed to salicit contributions or has been noftified it is exempt from registration
ar licensing.
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 930 or 990-EZ. Schedule G (Form 980 or 990-E2) 2014

TEEA3701L 0%/i6M14



Schedule
ParEl

G (Form 930 or 990-EZ) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION

06-1057497

Fage 2

List events with gross receipts greater than $5,000.

§ 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.

(a) Event #1 (b} Event #2 (c) Other events {d) Total events
(add column (a)
GOLF EVENTS-NE GOLE EVENTS-MO 1 through column {c))
E (event type} (event type) {tetal number)
v
5 1 Grossreceipls. ....................... 77,876. 61, 840. 5,208, 144,924,
E
2 Less: Contributions, . ..................
3 Grass income (line 1 minus line 2). ... .. 77,876. 61, 840. 5,208. 144,924,
4 Cashoprizes..............oiiiioii...
5 Noncashoprizes.......................
D
;'z 6 Rentfacilitycosts................... ..
E
c
T 7 Foodandbeverages...................
E
X | 8 Entertainment........................ .
E
N )
2 9 Other direct expenses. ................ 26,972, 12,197 39,169.
S
10 Direct expense summary. Add linesd through 9incelumn (d). ........ ... ... ... . . . .. . . . i, 39,165,
11 Net inceme summary. Subtract line 10 from line 3, column (d) . ... ..o e e > 105,755,
HIE Gaming. Complete if the organization answered 'Yes' to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a.
R (a) Bingo (b) Pull tabs/Instant (c) Other gaming (d) Total gaming
E bingo/progressive (add column (a)
‘é bingo through column (c))
H
U
E 1 Gressrevenue. ......................,
2 Cashprizes...........................
E
D X
A Bl 3 Noncashprizes.......................
EN
cs
TEl 4 Rentfacifity costs.....................
5 Other directexpenses.................
Yes % Yes % Yes %
6 Volunteerlabor....................... No No No
7 Direct expense summary. Add lines 2 through Sincolumn {d). . ... ... .. i e >
8 Net gaming income summary. Subtractline 7 fromline 1, column (d) . ... ... .. i i >
9 Enfer the staie(s) in which the organization conducts gaming activities:
a Is the organization licensed to conduct gaming activities in each of these states?. ......... ... ... ... .. . .. I:] Yes DNo
b If 'No," explain:
10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year?. ... .. ... ... _|j Yes —D_NE B

b If Yes,' explain:

TEEA3702L 09/16/14 Schedule G (Form 990 or 990-E2) 2014



Schedule G (Form 990 or 990-EZ) 2014 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3

11 Does the organization operate gaming activities with nonmembers? ... ... .. . . D Yes L—_INO
12 s the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to
administer chantable QaminaT ... ... e [[] Yes D No
13 indicate the percentage of gaming activity conducted in:
a The organizalion's facility. . ... .. . e 13a %
b An outside facility. ... .......... IR I I {3 %

14 Enter the name and address of the perscn who prepares the organization's gaming/special events backs and records:

Name *
Address »
15a Does the crganization have a contact with a third party from whomn the organization receives gaming revenue?. . ... ... DYes DN°
b If 'Yes, enter the amount of gaming revenue received by the crganization™ § and the amount

of gaming revenue retained by the third party ™ 5
¢ If "Yes,' enter name and address of the third party:

16 Gaming manager information:

Description of services provided ™

D Director/officer D Employee |:| Independent contractor

17 Mandatory distributions
a Is the organization required under state law to make charitable distributions from the gaming proceeds to retain the
state gamning license? Yes DNO
b Enter the amcunt of distributions required under state law to be distributed to other exempt organizations or spent in the
nization's own exempt activities during the tax year » 8

Sup%’lemental Information. Provide the explanations required by Part I, line Zb, columns (i) and (v),
and Fart Ill, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional

information (see instructions).

BAA TEEA3703L 09/16/14 Schedule G (Form 990 or 99C-EZ) 2014
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ
(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information.
» Attach to Form 990 or 990-EZ

Department of the Treasury » Information about Schedule O (Form 990 or 990-EZ) and its instructions is
trternal Revenue Service at www.irs.gov/form93c,

| OMB to. 1545-0047

Name of the organization

CORNELIA DE LANGE SYNDROME FOUNDATICN

Employer identification number

06-1057497

FORM 990, PART Ill, LINE 1 - ORGANIZATION MISSION

A FAMILY SUPPORT ORGANIZATICON THAT EXISTS TO ENSURE EARLY AND ACCURATE DIAGNQSIS OF

CDLS, PROMOTE RESEARCH INTO THE CAUSES AND MANIFESTATIONS OF THE SYNDROME AND HELP

PEOPLE WITH A DIAGNOSIS OF CDLS, AND OTHERS WITH SIMILAR CHARACTERISTICS, MAKE

INFORMED DECISIONS THROUGHOUT THEIR LIVES.

FORM 990, PART Ill, LINE 4D - OTHER PROGRAM SERVICES DESCRIPTION

RESEARCH

FORM 990, PART VI, LINE 11B - FORM 930 REVIEW PROCESS

REVIEW BY FINANCE COMMITTEE AND EXECUTIVE DIRECTORS

FORM 930, PART VI, LINE 12C - EXPLANATION OF MONITORING AND ENFORCEMENT OF CONFLICTS

EXECUTIVE DIRECTOR AND BOARD OF DIRECTORS MEET TC REVIEW AND TAKE APPROPRIATE ACTION

TO MONITOR AND ENFORCE THE CONFLICT OF INTEREST POLICY

FORM 990, PART VI, LINE 15B - COMPENSATION REVIEW & APPROVAL PROCESS - OFFICERS & KEY EMPLOYEES

ANNUAL WRITTEN EVALUATION AND LEADERSHIP FORMS COMPLETED BY OFFICERS AND BOARD

MEMBERS

FORM 990 , PART VI, LINE 17 - LIST OF STATES WHICH THIS RETURN IS FILED

A7 CA CO CT FL GA IL KS KY LA ME MA MD MI MN MS MO NH NJ NM NY NC ND OH AL AK OK

OR PA RI SC TN UT VA WA WV WI

FORM 990, PART V1, LINE 19 - OTHER ORGANIZATION DOCUMENTS PUBLICLY AVAILABLE

POSTED ON GUIDESTAR.ORG, THE FOUNDATION'S WEBSITE CDLSUSA.ORG AND THE ANNUAL REPORT.

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 30 or 9%0-EZ.

TEEA4901L 08/18/14 Schedule O (Form 990 or 990-E2Z) 2014



