990 | OMB No. 1545-0047
Form

Return of Organization Exempt From Income Tax 2013
Under section 501(c), 527, or 4347 (a)(1} of the Intemal Revenue Code (except private foundations)

* Do not enter Social Security numbers on this form as it may be made public.

Pepaf‘me"‘d the Treasury » Information about Form 990 and its instructions is aWwww.irs.gov/form390.
nternal Revenue Service

A For the 2013 calendar year, or tax year beginning » 2013, and ending ,
B  Check if applicable: c D Employeridentification Kumber
| _|Address change  |CORNELTIA DE LANGE SYNDROME FOUNDATION 06-1057497
Name change 3 02 WEST MAIN STREET E Telephone number
[ inital return AVON, CT 06001 860-676-8166
|| Terminated
| |Amended return G Gross receipts 5 1,168,778.
|| Application pending F wMame and address of principal oficer:  MARTE CONCELIN-MALLQY Hea) Is this a group return for subordinates? HY“ %1 No
302 W MAIN ST AVON, CT 06022 HOY are i subordirates ncides? - {lvee [
| Taxexemptstals  [X[501(c)3) | [501e) ¢ )« (insertno} | [a947a)(t)or | |57
J Website:» WWW.CDLSUSA.QORG H(c) Group exemption number ™
K Form of organization: lélCorporaﬁcn |_| Trust L_J Association |_| Other™ IL Year of farmation: 1981 I M State of legal domicile: MA

(ParEEsE Summary

1 Briefly describe the organization's mission or most significant activities: FAMILY SUPPORT ORGANIZATION THAT
@ EXISTS TO_ENSURE EARLY AND ACCURATE DIAGNOSIS QF CDLS, PROMOTE RESEARCH INTO THE _ _
e CAUSES AND MANIFESTATIONS, AND HELP PEQPLE WITH A DIAGNOSIS OF CDLS, AND OTHERS = _
£ WITH SIMILAR CHARACTERISTICS, MAKE INFORMED DECISIONS THROUGHOUT THEIR LIVES. ___ _
Z| 2 Check this box ™ |:| if the organization discontinued its operations or disposed of more than 25% of its net assets.
G| 3 Number of voting members of fite governing body (Part VI, line 1a)....... ... ..o it 3 20
": 4 Number of independent voting members of the governing body (Part VI, line 1b)................o000e 4 20
2| 5 Total number of individuals employed in calendar year 2013 (Part V,dine 2a) ............... ... ... 5 12
Z Total number of volunteers (estimate if necessary) .. ... i 6 250
<& | 7a Total unrelated business revenue from Part VI, column (C), line 12,00t 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 ... ... ... .. ... ... .. .. ooiian 7b 0.
Prior Year Current Year
® 8 Contributions and grants (Part VI, line TR). . ... o oo 762,526, 792,620.
2| 9 Program service revenue (Part VIIl, line 2g) ...
%’ 10  Investment income (Part VI, column (A), lines 3, 4, and7d). ..................... .. 20,486, 7,844,
£ [ 11 Other revenue (Fart VI, calumin (A), lines 5, 64, 8¢, 9¢, 10c, and 11e)....... ... ... 93,514. 104,903,
12 Total revenue — add lines 8 through 11 {must equal Part VIII, column {A)}, line 12) ... .. 876,526, 905, 367.
13 Grants and similar amounts paid (Part [X, column {A), lines 1-3) ................0 0 20,000.
14 Benefits paid to or for members (Part IX, column (A), line 4). ........................
m 16 Salaries, other compensation, employes benefits (Part IX, column (A), lines 5-10) ... .. 457,911. 456,455,
§ 16a Professional fundraising fees (Part 1X, column (A), line 11g)
é- b Total fundraising expenses (Part X, column (D}, line 25)>
|.u 17  Other expenses (Part IX, column (A), lines 11a-11d, 11f-24e) .. .......... ... ... .. 510,652. 315,088,
18 Total expenses. Add lines 13-17 (must equal Part 1X, column (A), line 25)............. 968, 563. 791,543,
| 19 Revenue less expenses. Subtract line 18fromline 12 ... .. . . i -92,037. 113,824.
2 E Beginning of Current Year End of Year
841 20 Total assets (Part X, lins 16). .. ....ouviii it 886, 638. 1,058,387,
‘é% 21 Total liabilities (Part X, [IN8 28). ... ... oot i i e e 19,228. 16,828.
ZZ| 22 Net assets or fund balances. Subtract line 21 from line 20 .. ... ... ... ........... 867,410. 1,041,559,

Par Signatire Block
Under penalties of perjury, | declare that | havg examined this return, mcluding accompanyin ules and statements, and to the best of my knowledge and belief, it is true, correct, and
complete. Declaration iipr rer K\i 1hin ff|c7|ﬂ |s}:ﬂsed ﬂll information ich preparer has any kncwfedge.

i y
p W\ NVWARAWAT A~ | RIS /1Y
slgn Signa ture’of officer Date ' I
Here p MARTE CONCKLIN-MALL EXECUTIVE DIREC
Type or print pame and title. -
Print/Type preparer's name Preparer's signature Date Check L_l i |PTIN
Paid DOUGLAS MORRILL, CPA |DOUGLAS MORRILL, CPA 9/’%/ self-employed P0O0063838
Preparer [Fimsname * BOTTARQ, MORRILL & CO., LIC ’
Use Only |fimsaddress ™ 207 PITKIN STREET Fim'sEIN > 06-1621300
EAST HARTFQRD, CT 06108 Phone no. B60-289-2766
May the IRS discuss this return with the preparer shown above? (see instructions). .. ............... ..o ... [X] Yes | [ Mo

BAA For Paperwork Reduction Act Notice, see the separate instructions. TEEADTI3L 11/08M13 Form 990 {2013)



Form 990 (2013) CORNELIA DE LANGE SYNDROME FOQUNDATION 06-1057497 Fage 2
:ParE][BE Statement of Program Service Accomplishments

Check if Schedule O contains a response ornote to any line inthisPart lll.......... .. ..o ool
1 Briefly describe the organization's mission:

SEE_SCHEDULE ©

2 Did the organization undertake any significant program services during the year which were not listed on the prier

FOMM 980 08 990-EZ2. ... oo\ttt e [] Yes No
If “Yes," describe {hese new services on Schedule O,
3 Did the organization ¢ease conducting, or make significant changes in how it conducts, any program services?. . .. |:| Yes No

If *Yes,' describe these changes on Schedule O.

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

4a (Code: ) (Expenses § 270, 321. including grants of $ ) (Reverwe S )
FAMILY SUPPORT PROGRAMS

4h {Code: } (Expenses 5 194, 437 . including grants of 5 ) (Revenue § h)
PROFESSIONAL EDUCATION OUTREACH & AWARENESS

4¢ (Code: ) (Expenses $ 176,538, including grants of $ y (Revenue  § )
PUBLIC INFORMATION & EDUCATION

4 d Gther program services. (Describe in Schedule O.) SEE SCHEDULE ©
(Expenses § 33,500. including grants of $ ) (Revenue 3 )
4 e Total program service expenses » 674,796,

BAA TEEAGIDZL 07/02113 Form 930 (2013}



Partl

Form 990 (2013) CORNELTA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3
g Checklist of Required Schedules
Yes [ No
1 Is the organization described in section 501(¢)(3) or 4947(a)(1) (other than a private foundation)¥ Yes, ' complete
R = 1 1 X
2 Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)?...................... | 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates
for public office? If "Yes," complate Schedule C, Part I ... . e e i e 3 X
4 Section 501(c)(3%organizationsDid thie organization engage in lobbying activities, or have a section 501(h) election
in effect during the tax year? If ‘Yes,  complete Schedule C, Part [ 4 X
5 Is the crganization a section 501(c)(4}, 501(c}(5), or 501(c)(6) crganization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 58-1971F 'Yes, ' complete Schedule C, Part il . ... ... 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which denors have the right
}:z):- prrclwide advice on the distribufion or investment of amounts in such funds or accounts?f ‘Yes,” complete Schedule D, 6 X
= R
7 Did the organization receive or hold a conservation easement, including easements to Breserve open space, the
environment, histeric land areas, or historic structures? If ‘Yes,' complete Schedule D, Part It . ... ... . ooil 7 X
8 Did the organization maintain collections of works of art, historical freasures, or other similar assets?f 'Yes,'
complete Scheduie D, Part 1. .. . .. e e e e 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability; serve as a custedian
fer amounts not fisted in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation X
9

sarvices? If 'Yes,  complefe Schedule D, Part IV . . e e s

10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments,
permanent endowments, or quasi-endowments? /f’

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

a %idF}he x\)/r,ganization report an amount for land, buildings and equipment in Part X, line 109f 'Yes, ' complete Scheduie
R = o

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

¢ Did the organizaticn report an amount for investments— program related in Part X, line 13 that is 5% or mare of ils total
assets reported in Part X, line 167 If *Yes,” complete Schedule D, Part VIl ... ... o o o i

d Did the eorganization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported
in Part X, line 167 if 'Yes, ' complete Schedule D, Part IX. ... i e

e Did the organization report an amount for other liabilities in Part X, line 25%f 'Yas,' complete Schedule D, Fart X. ... ...

f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the arganization's liability for uncertain tax pesitions under FIN 48 (ASC 740)%f *Yes, ' complete Schedule D, Part X. .. ..

12a Did the or%anization obtain separate, independent audited financial statements for the tax year?df Yes, ' complete
Schedule D, Parts Xl and Xl . o e

b Was the organization included in consolidated, independent audited financial staterments for the tax yeardf 'Yes,' and
if the organization answered 'No' to line 12a, then completing Schedule D, Paris Xl and Xit is eptional ................

13 Is the organization a school described in section 170(L)(V) (AN} ?/f 'Yes, 'complete Schedule E .......................

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, Farls Tand IV. .. e

15 Did the organization repart 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 F, Parts ffand 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? If 'Yes, ' complete Schedule F, Parls Ifand IV. ... . o i

17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines & and 11e7? If "Yes,’ complete Schedule G, Part | (see instructions)............. ... .. .o ..

18 Did the organization report mare than $15,000 total of fundraising event gross income and contributions on Part VIl
lines 1c and Ba? If 'Yes,' complete Schedule G, Part 11 . s

19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9aZf "Yes,’
compiete Schedule G, Part 11l . e

es,'complete Schedule D, Part Vi ... ... ... o o

1Ma| X

11b X
¢ X
11d X
e X
11f X
12a] X

12b X
13 X
142 X
14b X
15 X
6 X
17 X
18 X

19 X
20 X
20b

BAA TEEAQIG3L 11/0813

Form 9%0 (2013)



Form 990 (2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 4
ParBivill Checklist of Required Schedules (continued)

Yes [ No

21 Did the crganization report more than $5,000 of grants or other assistance to any domestic organizations or
government on Part |X, column (A), line 12 If 'Yes, ' complete Schedule |, Parfs fand Il . ... ... ... ... 21 X

22 Did the organization report more than $5,000 of ?rants or other assistance to individuals in the United States on Part
IX, column (A), line 22 Jf 'Yes,' compiete Schedule |, Parts Tand L. ... ... .. o i 22 X

23 Did the organization answer 'Yes' to Part Vil, Section A, line 3, 4, or 5 abaut compensation of e organization's current
gm,:l] formej officers, directers, trustees, key employees, and highest compensated employees?!f ‘Yes,’ cornplete 3 X
oo T o 1 - S 2

24a Did the organization have a tax-exempt bond issue with an ouistanding principal amount of more than $100,000 as of
the last day of the year, that was issued after December 31, 20027f *Yes, * answer lines 24b through 24d and

cornplete Schedule K. IF NO,'go 10 lINE 258, . . ... e e e 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception?................. 24b
¢ Did the organization maintatn an escrow account other than a refunding escraw at any time during the year to defease

any tax-exXBMPE DONAST. . . . e 24c
d Did the organization act as an 'on behalf of issuer for bonds outstanding at any time during the year?. ................ 24d

25a Section 501{cX3) and 501(cX4) organizationsDid the organization engage in an excess benefit transaction with a
disqualified person during the year? If 'Yes,’ complete Schedule L, Part l ... .. ... . oo 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the fransaction has not been reported on any of the organization's prior Forms 990 ar 990-EZ¥f "Yes, ' complete
Sohedule L, Fart [ e e 25h X

26 Did the organization report any amount on Part X, line 5, &, or 22 for receivables from or payables to any current or
former officers, directors, frustees, key employees, highest compensated employees, or disqualified persons?
If s, complate Schedule L, Part [l . 0. . . 26 X

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

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

a A current or former officer, director, trustee, or key employee? If 'Yes, ' complete Schedule L, PartiV............... ...

b A family member of a current or former officer, director, trustee, or key employee?if 'Yes,' complele

Sehedle L, Part IV, .. . e e e e e 28b X
c An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an

officer, director, trustee, or direct or indirect owner? If 'Yes, ' complete Schedule L, FPart IV...................ooonn 28c X
29 Did the organization receive more than $25,000 in non-cash contributions?/f "Yes,  complete Schedule M ... ........... 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation

contributions? If 'Yes,” complete Schedule M. .. . e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?/f ‘Yes, ' complete Schedule N, Partf....... £yl X
32 Didthe or%anization sell, exchange, dispase of, or transfer more than 25% of its net assets?f Yes, ' complefe

SehEtUle N, Part J . o e e e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections

301,7701-2 and 301.7701-3?If 'Yes,  complefe Schedule B, Part L. ... ... . ... .. . 33 X
34 Was lhe organization related to any tax-exempt or taxable entity?/f ‘Yes,' complete Schedule R, Parts I, Ifl, 1V,

BV, T8 Lo oot e e e e e e 34 X
35a Did the organization have a controlled entity within the meaning of section 312137 ... 35a X

b If "Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled

entity within the meaning of secticn 512(b){(13)?If Yes,” complete Schedule R, Part V, line 2....................oooo s 35h
36 Section 501(cX3) organizationsDid the or%anization make any transfers to an exempt non-charitable related

organization? If 'Yes, complete Schedule R, Part V, ine 2. ... 36 X
37 Did the organization conduct mare than 5% of its activities through an endity 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...................... 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197

Note. All Form 990 filers are required to complete Schedule Q.. ... ... . 38 X

BAA Form 990 (2013)

TEEADIDAL 111113



Form 990 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page S

are Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any lineinthisPart V.. ... ... oo n

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

b Enter the number of Forms W-2G included in line ia. Enter -0- if not applicable. .......... th

¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming

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 this return. . ... 2a

b If 'Yes' has it filed a Form 990-T for this year?f ‘W' to fine 3b, provide an explanation jn Schedule 0. . . ... .. .o o i i
4a At any time during the calendar year, did the organization have an interest in, or a signature or other autherity over, a

financial account in a foreign couniry (such as a bank account, securities account, or other financial account)?.........

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

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

¢ If "Yes,' to line 5a or Sb, did the organization file Form B88G-TZ . ... ... i e e

6 a Does the organizaticn have annual gross receipts that are normally greater than $100,000, and did the organization
solicit any contributions that were not tax deductible as charitable contributions?. . ................... ...l

b If 'Yes,' did the organization include with every solicitation an express statement that such confributions or gifts were

MOt taX AedUCHDIE 7. . e e e e e

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

a Did the organization receive a_Payment in excess of $75 made partly as a contribution and partly for goods and

services provided 1o the Dayor? L .o e e

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

B oM BB 7 . et e e e e 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year ......................... | 7d|
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?. ......... 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a persenal benefit contract? . ............ 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8839
A5 TEGUIBL ?. L L e e e e 7q
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a
PO T00B-C 7 . i e e e e e e e e 7h
8 Sponsoring organizations maintaining donor advised funds and section 503(a)(3) supporting organizatiorsid the
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business
holdings at any time during the Year?. . ... . . 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section 49667, ... .......... ... ... 9a
b Did the organization make a distribution to a donor, donor advisor, or related person?. . .......... . o 9b
10 Section 501{cX7) organizationsEnter:
a Initiation fees and capital contributions included on Part VIl line 12..................... 10a
b Gross receipts, included on Form 990, Part VIII, 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 sources (Do not net amounts due or paid to other sources
against amounts due or received from them.). ... ... Mb
12 a Section 4947(a)1) non-exempt charitable trustsls the organization filing Form 990 in lieu of Form 10412.............. 12a
b If "Yes,' enter the amount of tax-exempt interest received or accrued during the year. ... ... | 12b|
13 Section 501(cX29) qualified nonprofit health insurance issuers.
a Is the organization licensed to issue qualified health plans in more thanone state?.......... . ...l 13a
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 healthplans............. ... ... ... 13b
c Enter the amount of reserves enhand. . ... ... i 13c
14a Did the organization receive any payments for indoor tanning services during the tax year?....................... ... 14a X
b If "Yes,' has it filed a Form 720 to report these payments?if ‘No,’ provide an explanation in Schedule C................ 14b

BAA TEEAGIOSL  07/02N13

Form 990 (2013)



Form 290 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 6

g Governance, Management and Disclosure For each ‘'Yes' response fo lines 2 through 7b below, and for
a ‘No' response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions.

Check if Schedule O contains a response or note to any lineinthisPart VL. ... .o i

Section A. Governing Body and Management

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

b Enter the number of voting members included in line 1a, above, who are independent . . ... 1h
2 Did any officer, director, trustee, or key employse have a family relatienship or a business relationship with any ather

3 Did the organization 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?......................

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

5 Did the organization become aware during the year of a significant diversion of the organization's assets?.............
6 Did the organization have members or stockholders?. ... ...

7 a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or more
members of the governing body?. .. ... . .

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

B Did the organization contemporansously document the meetings held or written actions undertaken during the year by

the following:
a The QOVEIMING DOy 2. L it e e e e e e e
b Each committee with authority to act on behalf of the governing body?. .. ... oo 8h| X
9 Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who canriot be reached at the
erganization's mailing address? If "Yes, ' provide the names and addresses in Schedule O .. .................. ... 9 X
Section B. Policies (7his 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 10a X
b If "Yes, did the organization have writien policies and pracedures governing the activities of such chapters, affiliates, and branches to ensure their
operations are consistent with the arganization's eXempt pUrposes? . ... ... s 10b

b Describe in Schedule O the pracess, if any, used by the organization to review this Form 930. SEE SCHEDULE O
12 a Did the organization hiave a written conflict of interest policy?f Ne,'gotoline 13......... ... it

b Were officers, directors, or trustees, and key employees required te disclose annually interests that could give rise
Lo JR o7 1 T3 =340 T

¢ Did the organization regularly and consistently menitor and enfarce compliance with the policydf Yes, " describe in
Schadule O how this was done. .. .SEE SCHEDULE O . . .

13 Did the organization have a written whistleblower policy?. .. ... ... . o
14 Did the organization have a written document retention and destruction policy?. ...

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

a The organization's CEO, Executive Director, or top management official .............. ...,
b Other officers of key employees of the organization. . . SEE. .SCHEDULE .O.. ... ... ...
If 'Yes' to line 15a or 15b, describe the process in Schedule O, (See instructions.)
16a Did the organization invest in, contribute assets to, or participate in a jeint venture or similar arrangement with a

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

Section C. Disclosure
17 List the states with which a copy of this Farm 930 is required to be fle® SEE SCHEDULE

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 390, and 990-T (501(c){3)s only) available for public
inspection, Indicate how you make these available. Check all that apply.

Own website [ ] Another's website [] Upon request |:| Other (explain in Schedule O)
19 Describe in Schedule O whether (and if so, how) the organization makes its governing documents, conilict of interest policy, and financial statements available to
the public during the tax year. SEE SCHEDULE 0

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

» MARIE CONCKLIN-MALLOY 302 WEST MAIN ST. AVON CT 06001 860-676-8166

BAA TEEAOQI06L 07/02113 Form 990 (2013)



Form 990 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057437 Page 7
MAHE Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check if Schedule O contains a response or note to any lineinthis Part VL. ... ... ... . D
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the
organization's tax year.
# |ist all of the organization'scurrent officers, directors, trustees (whether individuals or organizations), regardless of amount ¢f
compensation. Enter -@- 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 crganization's fivecurrent highest compensated employees {other than an officer, director, trustee, or key employes}

who received reportable compensation (Box 5 of Form W-2 andfor Bax 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 compensated employees who received more than $100,000
of reportable compensation from the crganization and any related organizations.

® |ist ail 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 repartable compensation from the organization and any related organizations.

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

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

©
(B) Posilicn (do not check meore than o) (E} F)
o and it e, | ohca ands s |ty | comteion | ammtetape
awhous | T 51 2] 2 HEEES oS0 e A aC -l
et | 221 EIE 5|25 2 o i
b At
| &= |® 3
_() MICHELE CHURCHMAN _ __ | _0_
DIRECTOR 0 X 0. 0 0
_@ DAVID BARNES _ __ ____ | 0 _
DIRECTOR 0 X 0 0 0
_(®_CATHERINE CARON ____ _ | | 0 _
DIRECTOR 0 X 0. 0 0
_@ MICHELE CHAMPION ___ _ | | 0 _
DIRECTOR 0 X 0. 0. 0.
_®) EILEEN AHEARN, M.D __ _ | 0 _
VICE PRESIDENT 0 X X 0 0 0
_{6 ROBERT BONEBERG, ESQ. i 0 _
VICE PRESIDENT 0 X X 0. 0 0
_()_DIANNE LESSR__ ______| _0_
DIRECTOR 0 X 0. 0 0
_® GARTH BLACK _ _______| _0_
SECRETARY 0 X X 0. 0 0
_© CARLOS MADRID, ESQ. __ | 0 _
DIRECTCR 0 X 0 0. 0
Q9 _JULIA O'CONNOR, PH.D. _|_ 0 _
DIRECTOR 0 X 0. 0 0
O1_KARI_CUNNINGHAM ROSVIK, | 0 _
VICE PRESIDENT 0 X )4 0. 0 0
(2 DAVID HARVEY _ __ ___ _ | _0_
DIRECTGOR 0 X 0. 0 ]
(%_MARC NEEDLMAN ______ | 0
PRESIDENT 0 X X 0. 0 0
04)_THOMAS O'BRIEN __ _ _ _ | -9
TREASURER 0 X X 0 0 0

BAA TEEACI07L 07/EN3 Form 990 (2013)



Form 990 (2013) CORNELTA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 8
sParEVIIg Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continyed)

(B) ©
(A) Average | (do not me'bcoks::gpe‘ than ane D) (E) (F)
Name and tite h;:;z 2%(&;1i?3p§m;§1m?hi? coms:r?:aﬂh‘;l:'lle_fmm comg:ﬁ:aﬁ?‘teﬁ!?m am%jgrl;tzgler
B R Z[Q[FEHT| RS | RS | e
e |8 81 515 (3 S H3 el
iza |& 5 =2 e o arganizalions
R gl 2% 5
bow | B El || 2
line) - %
€S_MARY OPITZ _ ___ __________] _0
DIRECTOR 0 | X 0. 0. 0.
(8 _FRAN RISSLAND ____ _____ ___ 0
DIRECTOR o X 0. 0 0
a7 BETH SMISLOFF __ _ __ _ __ _____ | _0
DIRECTOR 0 [X 0 0 0
8 RICHARD HAALAND | _0_
DIRECTOQR 0 | X 0. 0 0
(9 WENDY MILLER _ __ __________| _0_
DIRECTOR 0 | X 0. 0 0
(20) MAEGAN LOWREY _ _ _________ | _0_
DIRECTOR 0 | X 0. 0 0
v MARTE CONCKLIN-MALLOY __ _ ___ | _40
EXECUTIVE DIREC 0 X 86, 000. 0. 0.
@ o ___ ——
@ o _____ ——
@y __________ —
@ ] ——
ThSub-total ... ... > 86, 000. 0. 0.
¢ Total from continuation sheets to Part VI, Section A................ ... ... > 0. 0. 0.
d Total (add lines Thand 1€} . .. ... > 86, 000. 0. 0.

2 Total number of individuals {including but not limited to those listed above) who received more than $100,000 of reportable compensation
from the organization ™ 0

3 Did the organization list anyformer officer, director, or frustee, key employee, or highest compensated employee
on line 1a? If 'Yes, ' complete Schedule J for such individual .. ... . i

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

SUCh IOIVITUBL . e e e e
§ Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If 'Yes, ' complete Schedule J for sUCh person. . ....... oo e ons
Section B. Independent Contractors

T Complete this table for your five highest compensated indspendent contractars that received more than $100,000 of
compensation from the organization. Report compensation for the calendar year ending with or within the organization's tax year,

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

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

$100,000 of compensation from the organization ™ @
BAA TEEADIDEL 11/11/13

Form 930 (2013)



Form 950 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 9
RarBVilli Statement of Revenue
Check if Schedule O contains a response ornote to any lineinthisPart VIl ... ool |:|
= A) (B) © ©)

Total revenue Retated or Unrelated Revenue
exempt business excluded from tax
function revenue under sections

£ revenue 512-514
g ) 1a Federated campaigns. . ....... 1a
== bMembership dues............ 1b
O s
Z ¢ Fundraising events. .......... Tc 324,176.
Eg d Related organizations ........ 1d
<
o =| e Government grants (contributions). . . . e
=5
2 &5l All other contributions, gifts, grants, and
@= similar amounts not included above. . . 1f 468, 444.
EE g Nencash contributions included in lines 1a-1f: &
39 hTotalAddlines la-1f ... 000 > 792.620.
= Business Code
=
E Za
o b
wl e ——
5| ¢ e __
m| d
W  — e e —_——_————
Bloe ..
5 f All other program service revenue . ..
% gTotal. Add lines 2a-2f. . ... ........ ... .. .. L >
3  [Investment income (including dividends, interest and
other similar ameunts). . ... > 10,273. 10,273.
4 Income from investment of tax-exempt bond proceeds..™
5 Royallies......... ... . i >
(i} Real (i} Personal
6a Grossrents..........
b Less: rental expenses
¢ Rental income or {loss). . ..
d Net rental income or {(loss).....oo vt >
7 a Gross amount from sales of | Securites @ Otrer
assets other than inventory. 221,411.
b Less: cost or other basis
and sales expenses. , ., ... 223,840.
¢ Gainor (loss)........ -2,429,
dNetgainor (loss)........... ...l - -2 429, -2 429,
w| 8a Gross income from fundraising events
=2 (not including.. §
= of contributions reported on line 1c).
§ See Part IV, line 18................ al 144,474,
=| bless: directexpenses.............. b 39,571.
S| ¢ Netincome or (loss) from fundraising events .. ....... > 104, 903, 104,903,
9a Gross income from gaming activities.
SeePart IV, line19................ a
b Less: directexpenses .............. b
¢ Net income or (loss) from gaming activities......... .. >
10a Gross sales of inventory, less returns
andallowances.................... a
b Less: costof goods sold. ........... b
¢ Net income or (loss) from sales of inventary. ....... .. >
Miscellaneous Revenue Business Code
a
b
c___
d All otherrevenue. ..................
e Total. Add lines 11a-11d......................... ... - .
12 Total revenue.See instructions. . .................... - 905, 367. | 115,176.

BAA

TEEAQIDIL O7/DBA3

Form 990 (2013)



24 Cther 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 O)........ ... ... ... S

Form 990 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 10
B3 B Statement of Funhctional Expenses
Section 501(c)(3) and 801(c)(4) organizations must complete all colurnns. All other organizations must complete column (A).
Check if Schedule O contains a response or note to any lineinthisPart X, ......... ... .o i ] ]
; ; A (B) (C) D)
Do niot inciude amounts reported on lines Total expenses Program service Management and Fundraising
6b, 7b, 8b, 9b, and 10b of Part VI, gxpenses genergl expenses expenses
1 Grants and other assistance to governments N I
and organizations in the United States. See
Part IV, line 2t.. ... ... oo,
2 Grants and other assistance to individuals in
the United States. See Part IV, line 22.. . ... 20,000. 20, 000.
3 Grants and other assistance to governments,
organizations, and individuals outside the
United States. See Part IV, lines 15 and 16.
4 Benefits paid to or for members............ e
5 Compensation of current officers, directors,
trustees, and key employees. . ............. 86,000. 76,454, 3,010. 6,536
6 Compensation nat included above, fo
disqualified persons (as defined under
section 4958(1)(1)) and persons described
in section 4958(c)(3)(B) ... ... .. ... 0. 0. 0. 0.
Other salaries and wages. . .......oo v 333,352. 296,336, 11,683. 25,333
g Pension plan accruals and contributions
{(include section 401(k) and 403(b) employer
confributions). ........... ... i
9 Other employee benefits...................
10 Payrolltaxes. ... ... 37,103. 32,984. 1,299, 2,820.
11 Fees for services (non-employees).
aManagement....... ... ...
btegal...... ... ... ...
cAccounting. ... ...
dlobbying............. ... oo
e Professional fundratsing seivices. See Part IV, line 17, . .
f Investment management fees. .............
g Other, {If line 11g am} exceeds 10% of line 25, calumn
(A) amount, list line 11g expenses on Schedule 0). .. .. 14,576. 12,858, 400. 1,218.
12 Advertising and promation.................
13 Office expenses.......................... 10,594, 5,471. 2,800. 2,323,
14 Information technology....................
15 Royallies........... ... ... .. ...
16 OCCUPANCY. . ... .o 33,975. 31,937. 1,019. 1,018.
17 Travel ... e
18 Payments of travel or entertainment
axpenses for any federal, state, or local
public officials. . ...
19 Conferences, conventions, and meetings. . ..
20 Interest. ... ... e e
21 Payments to affiliates. . _............. ... ..
22 Depreciation, depletion, and amortization . . . 13,002 13,002.
23 INSUMaNCE. . ...t e

2.956.]  2.972.

43,559.]

a MEETING/SEMINARS _ _ _ __ ___ 49,487.

b PROFESSIONAL FEES 47,.106. 41,172, 3,759, 2,175,

¢ PUBLIC RELATIONS 37,124. 33,782, 1,114. 2,228.

d EQUTPMENT RENTAL 33,438. 16,151. 5,611, 11,676.

B All Other exXPenses. ... o.uvvir i ennns 70,582, 59,162, 2,901. 8,519.
25  Total functional expenses. Add lines | through 24e. . . . 791,543, 674,796, 49, 715. 67,032.

26 Joint costs.Complete this line only if
the crganization reported in column (B)

joint costs from a cambined educational
campaign and fundraising selicitation.
Check here » if following

SOP 98-2 (ASC 958-720). .. ...............

BAA

TEEADITOL 11/08/13

Form 930 (2013)



Form 990 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 11
a2 | Balance Sheet
Check if Schedule O contains a response or noteto any lineinthis Part X... ..o o i a s I:]
- (A) @®
Beginning of year End of year
1 Cash — non-interest-bearing .. ... ... . e 151,629.[ 1 272,110.
2 Savings and temporary cash investments. .. ... ... i 199,665.| 2 165,191,
3 Pledges and grants receivable, net .. ... ... o i 3
4 Accounts receivable, net. ... e 4
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of Schedule [V. .......................................................
€ Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(0)(3)( 3}, and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary employees’
beneficiary organizations {see instructions)., Complete Part Il of Schedule L ... .. 6
2 7 Notes and lpans receivable, net .. . ... . i 7
E 8 Inventories for sale Or USE . ... .. o e e 8
E 9 Prepaid expenses and deferred charges. . ............ .. o i 9
10a Land, buildings, and equipment: cost or other basis.
Complete Part VI of Schedule D................... 10a 64,414
b Less: accumulated depreciation................... 10b 48,170 25,728.]| 10¢ 16,244.
11 Investments — publicly traded securities. .. ... .. s 508,386.| 11 603,612,
12 Investments — other securities. See Part IV, line 11... .. ... .o ol 12
13 Investments — program-related. See Part IV, line 11 ................ ... ..., 13
14 Intangible assets. ..o oot 14
16 Ofher assets, See Part IV, line 10, ... . i e 1,230. 15 1,230.
16 Total assets.Add lines 1 through 15 {must equal line 34} . ..................... 886, 638. 16 1,058,387.
17 Accounts payable and accrued expenses. . ......... .. ..o oo o s 15,228.[17 16,078.
T8 Grants Payable . .. ... e 18
19 Deferred FBVENUE . . vttt et e e e e e s 18 750.
L 20 Tax-exermnpt bond liabilities. .. ... .. . .
L 21 Escrow or custodial account liability. Complete Part IV of Schedule 0. .........
P| 22 Loans and other payables to current and former officers, directors, trustees, R
L key employees, highest compansated employees, and disqualified persons.
18 Complete Part I of Schedule L........ .. .. e
'E 23 Secured mortgages and notes payable to unrelated third parties................
5| 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. ... ... ... .. i
y Organizations that follow SFAS 117 (ASC 958), check here- and complete
: lines 27 through 29, and lines 33 and 34. : s
2| 27 Unrestricted Net ASSEES . .. e 820,804.| 27 1,041,559,
E 28 Temporarily restrictednet assets . ... . 46,606.| 28
z 29 Permanently restrictednetassets ..., ... ol
R Organizations that do not follow SFAS 117 (ASC 958), check here- D
F and complete lines 30 through 34.
B | 30 Capital stock or trust principal, or current funds. . ... ...
g | 31 Paid-in or capital surplus, or land, building, or equipment fund.................
; 32 Retained earnings, endowment, accumulated income, or other funds. ...........
N| 33 Total netassets orfund balances. ... 867,410.| 33 1,041,559,
E| 34 Total liabilities and net assets/AUNG DAIANCES. . ..o ..o oe e aeiaeae 886,638.| 34 1,058,387.
BAA Form 930 (2013)
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F

orm 990 (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 12
ARl Reconciliation of Net Assets
Check if Schedule O contains a response ornote te any lineinthisPart XL, ... ..o oo D

1 Total revenue {must equal Part VIII, column (A}, lINe 12) .. ... o e 1 905, 367.
2 Total expenses (must equal Part [X, column (&), line 25). . .. .. ... e 2 791,543.
3 Revenue less expenses. Subtract line 2 fram line 1., ... e 3 113,824.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (&) ................ 4 867,410.
5 Netunrealized gains (losses) on INVESHMENTS. . . ... i i e i e it 5 60,325,
6 Donated services and use of facilities. . ... ... . . e e 6
A 013 (= L= o= = AN 7
8 Prior period adjustments . .. e s 8
9 Other changes in net assets or fund balances (explain in Schedule C). .. ......... ... i 9 0.
10 Net assets or fund balances at end of year. Combinie lines 3 through 9 (must equal Part X, line 33,
Lot (a4 (5 ) S S S S TR 10 1,041,559,

§ Financial Statements and Reporting
Check if Schedule O contains a response or note to any lineinthisPart XU ... oo

1 Accounting method used to prepare the Form 990: DCash Accrual DOther

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

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

D Separate basis DConsoIidated basis D Both consclidated and separate basis

If "Yes,' check a box below to indicate whether the financial statements for the year were audited on a separate
basis, consclidated basis, or both:

Separate basis DConsoIidated hasis DBoth consolidated and separate basis

¢ If "Yes' o line 2a or 2b, does the organizaticn have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant?. ....................... 2c¢| X

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 e e e e e 3a X
b If *Yes,' did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits. . ............ ... 3b
BAA Form 990 (2013)
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ou Public Charity Status and Public Support | oM No. 1550047
SCHEDULE A . . . .
" Complete if the organization is a section 501{cX3) organization or a section
(Form 530 or 330-E2) 4947(a)1) nonexempt charitable trust. 2013
» Attach to Form 990 or Form 990-EZ.

Department of the Treasury » Information about Schedule A (Form 990 or 990-EZ) and its instructions is
I nternal Revenue Service at www.irs.gov/form990.

Name of the organization Employer identification number

CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

B1# 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 bax.)

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

2 A school described in section 170(0X)1)XAXi). (Attach Schedule E.)

3 A hospital or a cooperative hospital service organization described insection 1T70(b)1)}AXiii).

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

name, city, and state;

An organization operated for the benefit of a college or university owned or operated by a governmental unit described isection

> 170¢(bX1XAXiv). (Complete Part I1.)

6 A federal, state, or local government or governmental unit described insection 170(b)1)}AXV).

7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public described
in section 170(hX1XAXvi). (Complete Part I1.)

B A community trust described insection 170(bX1XAXvi). (Complete Part I1.)

9 An organization that normally receives: (1) more than 33-1/3% of its suppart from contributions, membership fees, and gross receipts

from activities related to its exempt functions— subject to certain exceptions, and (2) ne more than 33-1/3% of its suppert from gross
investment income and unrelated business taxable income (less section 511 tax) from businesses acquired by the crganization after

June 30, 1975, See section 503(a)2). (Complete Part 1ll.}
10 An organization organized and operated exclusively to test for public safety. Seesection 503(a)4).
1 An organization organized and operated exclusively for the benefit of, to perform the functions of, or carry out the purposes of ane or
more publicly supported organizations described in section 509(a){1) or section 509(a)(2). Sesection 509(a)3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.

a DType | b DType Il c |:| Type Il — Functionally integrated d D Type 11l — Non-functionally integrated
e D B{ checking fhis box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons
other than foundation managers and cther than one or more publicly supparted organizations described in section 509(a)(1) of
section 309(a)(2).
t If the organization received a written determination from the IRS that is a Type 1, Type Il or Type Ill supporting organization, l:l
CREBCK TS DX . . L L o ittt e e
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persens?

Yes | No
(i) A person who directly or indirectiy contrels, either alone or togsther with persons described in (i) and (i) i
below, the governing body of the supported organization? ... ... ... ... it ieii e g
(i) A family member of a person described in (i) @bove?. ... ... ... 1 g (i)
(i) A 35% controlled entity of a person described in {i} or (i above? ... 11 g (jii)
h Provide the following information about the supported organization(s).
(i) ame of supported (i) EIN (jii) Type of crganization (i) Is the (v} Did you notify (ui)ls he {vii} Amount of monetary
organizaton (descrtbed on lines 1-9 organization in  [the organization in organization in support
above or IRC section column (i) listed in | column (i) of your column (i}
{see instructions} your goveriing support? arganized in the
document? us.?
Yes No Yes No Yes No
(A)
(B)
©)
(D)
(E)
Total

BAA For Paperwork Reduction Act Notice, see the Instructions fr m 990 or 9 chedule A {Form 990 or 990-EZ} 2013

TEEAG40IL 06/2813



Schedule A (Forrm 990 or 590-EZ) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2

§ Support Schedule for Organizations Described in Sections 170(b)(1XAXiv) and 170(b)(1)XA)}vi)}
{Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part [ll. If the
organization fails to qualify under the tests Iisted below, please complete Part |Il.)

Section A, Public Support

Calendar year (or fiscal year
beginning in) (a) 2009 (b)2010 (cy2011 (d)2012 (e) 2013 (A Total
1 Gifts, grants, contributions, and
membarshlp fees received, (Do not
include any 'enusual grants.. .
2 Tax revenues levied for the
organization's benefit and
ither paid to or expended
onitsbehalf..................
3 The value of services ar
facilities furnished by a
governmental unit to the
organization without charge. . . .
4 Total. Add lines 1 through 3. . ..
5§ The portion of total
contributions by gach person
(other than a governmental
unit or pubticly supported
crganization) included on line 1
that exceeds 2% of the amount
shown on line 11, column (f). .
6 Public support. Subtract line 5
fromlined..................
Section B. Total Support
Calendar year (or fiscal year
beginning in) > (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e)2013 (N Total
7 Amcunts fromline4d........ ..
8 Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income from
similar sources. ..............
% Net income from unrelated
business activities, whether or
nct the business is regularly
carriedon....................
10 Other income. Do not include
gain or loss fram the sale of
capital assets (Explain in
Part IV oo
11 Total sy
through 1 _ _ -
12 Gross receipts from related activities, etc (see instructions)
13 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(¢)(3)
arganization, check this box andstop here . .. ... . e e ey > |:|
Section C. Computation of Public Support Percentage
14 Public support percentage for 2013 {line 6, column (f) divided by line 11, column (f). ............. ... ..ot 14 %
15 Public support percentage from 2012 Schedule A, Part i, line 14 . ... ... . o i i e e e 15 %

16a 33-1/3% support test— 2013. If the organization did not check the bax on line 13, and the line 14 is 33-1/3% or moare, check this box
and stop here. The organizatiocn qualifies as a publicly supported organiZation. . .. ... i e D

b 33-1/3% support test— 2012. If the organization did not check a box cn line 13 or 16a, and line 15 is 33-1/3% or more, check this box
and stop here.The crganization gualifies as a publicly supported organization . ... ... . .. i e e D

17 a 10%-facts-and-circumstances test— 2013. |f the organization did not check a box an line 13, 16a, or 16h, and line 14 is 10%
or more, and if the organization meets the 'facts-and- circumstances' test, check this bax an(ttop here. Explaln in Part IV how
the organizatlon meets the 'facts-and-circumstances' test. The organlzatlon qualifies as a publicly supported organization.......... > D

b 10%-facts-and-circumstances test— 2012. If the organization did not check a box on line 13, 16a, 16b, cr 17a, and line 15 is 10%
or more, and if the organization meets the 'facts-and-circumstances' test, check this box andstop here. Explain in Part |V how the
organization meets the 'facts-and-circumstances' test. The organization qualifies as a publicly supported organization............. > H

18 Private foundation.lf the organization did not check a box on line 13, 16a, 16h, 17a, or 17b, check this box and see instructions. ... ™

BAA Schedule A (Form 9390 or 990-EZ) 2013
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SChEGUf A (Form 930 or 990-E7) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3
“PAIEIIER Support Schedule for Organizations Described in Section 509(a)2)

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

Section A. Public Suppott

Calendar year (or fiscal yr beginning in)> (a) 2009 (b) 2010 (c)2011 (d) 2012 (e)2013 () Total

1 Gifts, grants, contributicns
and membership fees
received. (Do not include
any ‘unusual grants......... 849,687.|1,085,087. 741,415, 762,526, 792,620.| 4,231,335,

2 Gross receipts from admis-
sians, merchandise sold or
services performed, or facilities
furnished in any activity that is
related to the organization's
tax-exempt purpose. . ...... .. 85,438. 149,523, 93,514. 104, 903. 443,378,

3 Gross receipts from activities
that are not an unrelated trade
of business under section 513 . 0.

4 Tax revenues levied for the
organization's benefit and
either paid to or expended on
itsbehalf ................... 0.

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

6 Total. Add lines 1 through 5. .. 849,687.[1,180,526. 890, 938, 856, 040. 897,523.| 4,674,714,

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 persons that
exceed the greater of $5,000 or
1% of the amount on line 13
fortheyear.................

cAddlines 7aand7b..........

8 Public support (Subtract line (RIS EEEEEEEEE R '
7Jefromline®).............. P R R A 4,674,714.

Section B. Total Support
Calendar year {or fiscal yr beginning in)* (a) 2009 {b) 2010 (c)201 (dyz012 {()2013 ({f) Total
9 Amounts from line &....... .. 849,687.|1,180,526. 890, 938. 856,040. 897,523.| 4,674,714.

10a Gross income from interest,
dividends, payments received
on securities loans, rents,
royaities and inceme from
Simitar SOUrces ... ........... 5,508. 28,932, 23,021.| 20,486. 7,844. 85,791.
b Unrelated business taxable
income (iess section 511
taxes) from businessas
acquired after June 30, 1975.. 0

¢ Add lines 102 and 106 .. .. 5,508.] 28,932.| 23,021.] 20,486, 7,844. 85, 791.

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

12 Other income. Do notinclude

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

Part IV} . ... .. L 0.
13 Total Support. (add Ins 9,10c, 11 and 32) 855,195.)1,209,458. 913,959, 876,526. 905,367.| 4,760,505,
14 First five years.|f the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(¢)(3)
arganization, check this box andstop eI . & . . . . . e e > |_|
Section C. Computation of Public Support Percentage
15 Public support percentage for 2013 (line 8, column {f) divided by line 13, column (N} ......... ... ... .. ..., 15 98 .20 %
16 Public support percentage from 2012 Schedule A, Part lli, line 15. .. ... ... .. o o o 16 9R.03 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for2013 (line 10c, column (f) divided by line 13, column (f).................... 17 1.80 %
18 Investment income percentage from2012 Schedule A, Part Il line 17, ... ..o oo 18 1.97 %
19a 33-1/3% support tests— 2013, 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 publicly supported organization............ >

line 18 is not more than 33-1/3%, check this box andstop here. The organization qualifies as a publicly supparted organization. .....
20 Private foundation. If the organization did net check a box on line 14, 192, or 19b, check this box and see instructions . ...........

BAA TEEADAO3L 06/28/13 Schedule A (Form 990 or 990-E7) 2013

b 33-1/3% support tests— 2012, If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33-1/3%, and .
b H




Schedule A (Form 990 or 990-E7) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057487 Page 4

¥ Supplemental Information. Provide the explanations required by Part Il line 10; Partll, line 17a
or 17b; and Part Il line 12. Also complete this part for any additional information.
(See instructions).

BAA Schedule A {Form 990 or 980-E7) 2013

TEEADAGAL 06/2813



Schedule B OMB No. 1545-0047
oo 20 EZ Schedule of Contributors 2013
Department of the Treasury » Attach to Form 990, Form 990-EZ, or Form 9%0-PF
Internal Revenue Senvice > |nformation about Schedule B (Form 990, 990-EZ, 990-FF) and its Instructions is abww.irs. gov/form930.
Name of the organization Employer identification number
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497
Organization type{check one):
Filers of: Section:
Form 890 or 980-EZ 501(cy({ 3 ) {enter number) organization

D494?(a)(1) nanexempt charitable trustnot treated as a private foundation

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

[l 4947(a)(1) nonexempt charitable trust treated as a private foundation
[ []501(2)@3) taxable private foundation

Check if your organization is covered by theGeneral Ruleor a Special Rule .
Note. Only a section 501(c){7}, (8), or {10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 cr mare (in money or properly) from any one
contributor, (Complete Farts | and I1.)

Special Rules

D For a section 501(c){3) organization filing Form 990 or 990-EZ that met the 33-1/3% support test of the regulations under sections
509¢)(1) and 170(b)(1}(A()(vP and received from any one contributor, during the year, a contribution of the greater ofty $5,000 or
(2) 2% of the amount on (i) Form 990, Part VII1, line 1h, or (i} Form 990-EZ, line” 1. Complete Parts [ and |1

[:] Far a section 501{c){7), (8), or (10} organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
total contributions of more than $1,000 for useaxclusively far religious, charitable, scientific, literary, or educational purposes, or
the prevention of cruelly to children ar animals. Complete Parts |, II, and IIl.

|:| For a section 501{c)(7), (8), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
confributions for use exclusively for religious, charitable, etc, purposes, but these coniributions did not total ta more than $1,600.
If this hox is checked, enter here the total contributions that were received during the year for arexclusively religious, charitable, ete,
purpose. Do not complete any of the parts unless theGeneral Rule applies to this organization because it received nonexclusively

religious, charitable, etc, contributions of $5,000 or more duringthe year.........ooovv oot

Caution: An organization that is not covered by the General Rule and/or the Special Rules does nat file Schedule B (Form 990, 990-EZ, or
990-PF) but itmust answer 'No’ on Part IV, line 2, of its Form 990; or check the box on line H of its Form 290-EZ or on its Form 990-PF,
Part 1, line 2, to certify that it does not meet the filing requirements of Schedute B (Form 990, 990-EZ, or 990-PF).

BA;SOFOEPaperwork Reduction Act Notice, see the Instructions for Form 990, 990EZ, Schedule B (Form 990, 990-EZ, or 993-PF) (2013)
ot -PF.

TEEAD7QIL 1272713



Schedule B (Form 990, 990-EZ, or 990-PF) (2013) Page 1 to 1 ofPartll

Hame of erganization Emplayeridentification number
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497
{EAEEllEY Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.
{a) No. o ® _ () (d)
from Description of noncash property given FMV (or estimate) Date received
Part | {see instructions}
40 SHARES IBM STOCK __ ___ _____________________|
I
__________________________________________ S______7J.288. _______
(a) No. o (b) . (c) )
from Description of noncash property given FMV (or estimate)} Date received
Part | (see instructions)
|93 SHARES QF UTIC STOCK__ __ ______ ______________]
4 ]
__________________________________________ S_____10,306. ________
(2) No. - {b) ) (c) (dy
from Description of noncash property given FMV (or estimate) Date received
Partl (see instructions)
IO . R BN
(a) No. o (b) ) (c) . G
from Description of noncash property given FMV (or estimate) Date received
Part | (see instructions)
I U ES
() No. . () ) {c) @
from Description of nancash properly given FMV (or estlmate; Date received
Part | (see instructions
I ! A
(a) No. L (b) ) () (@
from Description of noncash property given FMV (or estlrpateg Date received
Part | (see instructions
OO . ] A
BAA Schedule B (Form 990, 990-EZ, or 990-PF) (2013}

TEEAQ7O3L 12/2713



Schedule B (Form 990, 990-EZ, or 990-PF) (2013) Page 1 to 1 ofPartlll
Name of organization Employer identification number
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

EarBlIE Exclusively religious, charitable, etc., individual contributions te section 501(c)7), (8) or (10)
organizations that total more than $1,000 for the year. Complete columns (a) through (e) and the following line entry.

For organizations completing Part lll, enter total ofexciusively religious, charitable, etc.,
contributions of $1,000 or less for the year. (Enter this information once. See instructions)......... ...

Use duplicate copies of Part Il if additional space is needed.

()
Purpose of gift

(a)
No. from
Partl

(c) d
Use of gift

Bot
Transfer of gift
Transferee's name, address, and ZIP +4

@ b () ition of Pow gift i
Ng. frolm Purpose of gift Use of gift Description of how gitt is held

art

(e)
Transter of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transfetee

() b (<) . - gd) o

No. from Purpose of gift Use of gift Description of how gift is held
Pari !

(e)
Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) ®) € N ) I
No. from Purpose of gift Use of gift Description of how gift is held
Part |
(e)
Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
BAA Schedule B (Form 9290, 990-EZ, or 920-PF) (2013)

TEEADTOAL 12/27N13



I OME No. 1543-0047

2013

SCHEDULE D Supplemental Financial Statements

(Form 290) » Complete if the organization answered "Yes,' to Form 990,
PartIV, lines 6,7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b.
» Attach to Form 990.

Pepartment of the Traasury » Information about Schedule D (Form 990) and its instructions is abww.irs.gov/form990.

HName of the arganization

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 other accounts

1 Total number atendofyear................
2 Aggregate confributions to (during year) .. ...
3 Aggregate grants from (during year).........
4
5

Aggregate value atend of year. .............

Did the organization inform all doncrs 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?. .. ....................... DYes |:| No

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

Conservation Easements.
Complete if the organization answered "Yes' to Form 990, Part 1V, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e.g., recreation or education) HPreservation of an histarically important land area

Pratection of natural habitat Preservation of a certified historic structure
Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the

last day of the tax year.
B Held at the End of the Tax Year

a Total number of conservation easements. . ... ... ... . . i s 2a
b Total acreage restricted by conservalion easements. .. ... ... ... i 2b
¢ Number of conservation easements on a certified historic structure included in (@)............ 2c
d Number of conservation easements included in {c) acquired after 8/17/06, and nct on a historic
structure listed in the National Register. .. ... . . s 2d
3 Number of conservation easements medified, transferred, released, extinguished, or terminated by the organization during the
fax year »

Number of states where property subject to conservation easement is located™
5 Dces the organizaticn have a written policy regarding the periedic monitoring, inspection, handling of viclations,

and enforcement of the conservation easements it holds? .. ... . . e DYes D No
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year
>

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

B Does each conservation easement reported on line 2(d) above satisfy the requirsments of section 170(h) (4){E)(i}
and section 1700 () B 7. . .. e e |:|Yes |:| No

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

312% Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered 'Yes' to Form 990, Part 1V, line 8.

1a If the organization elected, as permitted under SFAS 116 (ASC 958}, not to report in its revenue statement and balance sheet works of
art, histerical treasures, or other similar assets hetd for public exhibition, education, or research in furtherance of public service, provide,
in Part X1, the text of the footnote to its financial statements that describes these items.

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

(i) Revenues included in Form 990, Part VI, line 1. ... o e ]
(i) Assets included in Form 990, Part X . . ... Lo e -5

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

a Revenues included in Form 920, Part VI, line 1. .. e »5
b Assets included in Form 990, Part X. . .. oo >3
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA330IL 10/02N13 Schedule D (Form 930) 2013




Schedule D (Form 990) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 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 fellowing that are a significant use of its collection
items (check all that apply):

a | | Public exhibition d B Loan or exchange programs

b Scholarly research e Cther
c Preservation for future generations

4 Ero;rigﬁla description of the organization's collections and explain how they further the organization's exempt purpose in
ar .

5 During the year, did the organization sclicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization's collection?................... Yes DNu

g 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 arganization an agent, trustee, custodian, or other intermediary far contributions or other assets not included )
ON FOM 990, Part X2. ... et ettt et e e e [JYes [ No
b If "Yes,' explain the arrangement in Part Xlll and complete the following table:
Amount
c Beginning balance. ... ... e e e 1c
d Additions during the year. ... ... . . e e e 1d
e Distributions during the Year. ... ... e le
fENding balance. ... ... e e e 1f
2 a Did the organization include an amount on Form 990, Part X, line 212 .. .. .. o e Yes No
b If "Yes,' explain the arrangement in Part XIll, Check here if the explantion has been provided inPart XU ..................... H

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

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

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

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

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

f Administrative expenses.......
g End of year balance.. .........
2 Provide the estimated percentage of the current year end balance (line 1g, celumn (&)} held as:
a Board designated or quasi-endowment » %
b Permanent endowment * %
¢ Temporarily restricted endowment » %
The percentages in lines 2a, 2b, and 2¢ should equal 100%.

3a Are there endowment funds nct in the possession of the ¢rganization that are held and administered for the
organization by:

() unrelated organizations. ... ... o o e Sa(i)

3a(il)

3b |

Yes No

¥ 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 other basis| (b)Cost or ather (c) Accumulated (d) Book value
(investment) hasis (cther) depreciation
Taland ... ... e L e

BBUIINGS. . v e e

¢ Leasehold improvements. ..................

dEquipment. .. ... ... oo

eOther, . ... ... 64,414, 48,170. 16,244.
Total. Add lines 1a through le. (Column (d) must equal Form 890, Part X, column (B), line 10(c).). .. ................ > 16,244.
BAA Schedule D {(Form 23(0) 2013

TEEA33Q2L 10/0213



ScheduleD(FOfm 990) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3

B Investments — Other Securities. N/A
Complete if the organization answered ‘Yes' to Form 990, Part IV, line 11b. See Form 990, Part X, line 12,

(a) Description of security or category(including name of security} (b) Baok value (c) Method of valuation: Cos or end-of-year market value
() Financial derivatives. ..............................
(2) Closely-held equity interests. . ......................
(3) Other

ARAIE Investments — Program Related. N/A
Complete if the organization answered 'Yes' to Form 990, Part IV, line 11c. See Form 990, Part X, line 13.
{a) Description of investrment type (b) Bock value (c) Method of valuation: Cast or end-of-year market value

(0

&)

3

G

()

®

@

®

9
(19)
. (Column (&) must equal Form 990, Part X, column (B) line 13.) .. ™
5 Other Assets. o N/A _ .
Complete if the organization answered 'Yes' to Form 990, Part 1V, line 11d. See Form 990, Part X, line 15.

{a) Description (b) Book value

{3
)]
3
{4
5
1]
)
8
)]
(10)
Total {Column (b) must equal Form 990, Part X, colurnn (B), line 15.) ... ... .. .. .. i >
Other Liabilities.
Complete if the organization answered 'Yes' to Form 990, Part IV, line Tie or T11. SeeForm 990, Part ¥, Ime 2
(a} Description of liability (b) Book value e SRR _
{1} Federal income taxes
&
(3}
@
)]
(6
&
8
9
(m
(11)
Total. (Column (b) must equal Ferm 930, Fart X, column (B) line 25.). . L ) . -
2. Liability for uncertain tax pesitions. In Part XII), provide the text of the footnute ta the organization's financial statements that reports the 0rgan lZatan s Ilahlllty for uncertain
tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has heen provided in Part XUL .. ... oo o |:|

BAA TEEA3303L i0/02/13 Schedule D (Form 920) 2013




Schedule D (Form 990) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-105743%7 Page 4
| 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 suppart per audited financial statements. ... ... ... ... ... ....... 1 1,005, 263.
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12;

a Net unrealized gains on investments. .. ........ ... ... Za 60,325,

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

c Recoveries of prior year grants. . .............. .. ... . i 2c

d Other (Describe in Part x111), . SEE PART XIIT 2d 39,571.

e Add ines 2athrough 2d . . ... ... 2e 959,896,
3 Subtract line Ze from INe L .. e 3 905, 367.
4 Amounts included on Form 990, Part VIII, line 12, but not on line 1;

a Investment expenses not included on Form 990, Part VIl line 7b. ... ...... ... La

bOther Describe inPart XIIL). ... .. o 4b

cAddlinesda and Ab. .. ... ... L dc
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part [ line 120, ... oo er i 5 905, 367.

arBXI[§ 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 . ... ... ... .. .. 1 831,114.
2  Amounts included on line 1 but not on Form 990, Part IX, line 25:

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

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

C el JOS S ES  e 2c

d Other (Describe in Part xi1). . SEE PART XIIL . 2d 39,571, :

eAddlines 2athraugh 2d . ... .. e Ze 39,571.
3 Subftractline e from N ... o . e 3 791,543.
4 Amounts included on Form 990, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 980, Part VIII, line 7b............. 4a

b Cther Describe in Part XIIL). ... o e 4b

c Add lines 4@ and A, .. .. L e e e e dc
5 Total expenses. Add lines 3 and 4¢. (This must equal Form 990, Part | Jine 18) ... ... . e 5 791,543,

‘PaeXIlE Supplemental Information.

Provide the descriptions required for Part |1, lines 3, 5, and 9; Part |ll, lines 1a and 4; Part IV, lines 1b and 2b; PartV, ) }
line 4; Part X, line 2; Part X, lines 2d and 4b; and Part Xll, lines 2d and 4b. Also complete this part to provide any additional information.

BAA Schedule D (Form 980) 2013

TEEA3304L 10/02/13



2013 SCHEDULE D, PART XIII - SUPPLEMENTAL INFORMATIONPAGE 5

CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

SCHEDULE D, PART X|, LINE 2D

OTHER REVENUE INCLUDED IN F/$ BUT NOT INCLUDED ON FORM 990

DIRECT EVENTS EXPENSES. . . e 39,571.
TOTAL § 39,571.

SCHEDULE D, PART Xll, LINE 2D

OTHER EXPENSES AND LOSSES PER AUDITED F/S

DIRECT EVENTS EXPENSES.. ... e e 39,571.
TOTAL § 39,571.




Supplemental Information Regarding | oMB No. 15450047

35&%2&1‘5%9%{2) Fundraising or Gaming Activities 2013
Complete if the organization answered 'Yes' to Form 990, Part IV, lines 17, 18,
or 19, or if the organization entered more than $15,000 on Form 990-EZ, line 6a. :
= Attach to Form 990 or Form 990-EZ. » See separate instructions. ElE 3]
Pepartment of the Treasury * Information about Schedule G (Form 990 or 990-EZ) and its instructions is
nternal Revenue Service at www.irs.gov/form990. L
Name of the organization Employer identification number
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

738 Fundraising Activities.Complete if the crganization answered 'Yes' to Form 990, Part IV, line 17.
8 Form 990-E7 filers are not required to complete this part.

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

a [X]| Mail solicitations e [X| Soticitation of non-government grants
b Internet and ernail solicitations f D Solicitation of government grants
c D 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, trustees or key
employees listed in Form 980, Part VII) or entity in connection with professional fundraising services?. . .__............ |:|Yes No

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

(i) Name and address of individual (ii) Activity (i) Did fundraiser | (V) Gross receipts {(v) Amount paid to { (vi) Amount paid to
or entity (fundraiser) have custody or control from activity {or retained by} {or retained by)
of contributiens? fundraiser listed in organization

column (i)

Yes No

Total . .. e > 0.
3 Lis} all states in which the organization is registered or licensed to solicit contributions or has been notified it is exempt from registration
or licensing.

BAA For Paperwork Reduction Act Notice, see the instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-E2Z) 2013
TEEAI70IL  06/26/13



Schedule G (Form 990 or 990-E2) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2
rEIIE Fundraising Events. Complete if the organization answered 'Yes' to Form 990, Part IV, line 18, or reported

more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and bb.

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

() Event #1 (b) Event #2 (c) Other events (d) Total events
{add column (a)
GOLF EVENTS-NE GOLF EVENTS-MO 1 through column (c))
’é {event type) {event type) (iotal number)
¥
5 1 Gross receipts........................ 73, 000. 63,862, 7,612. 144, 474.
E
2 Less: Charitabte contributions. .........
3 Gross income (line 1 minus line 2). .. ... 73,000, £3,862. 7,612, 144,474,
4 Cashprizes.................iiviinn
5 Noncashprizes.......................
]
||a 6 Rent/facilitycosts.....................
E
c
T 7 Foodandbeverages...................
E
X | 8 Entertainment........................
E
8 | 9 Other direct expenses................. 26,206. 12, 640. 725. 39,571,
E
s
Direct expense summary. Add lines 4 through 9 incolumn {(d)........... .o i > 39,571,
Net income summary, Subtract line 10 frem line 3, column (d). .. .. ... ... . - 104,903,

H1E 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 Ga.

(a) Bingo (b} Pull tabs/Instant (c) Other gaming {d) Total gaming
E bingo/progressive (add column {a)
v bingo through celumn (c))
E
N
1]
E 1 Grossrevenue.............ccovvvennnns
2 Cashoprizes...........................
E
DX
o Bl 3 Noncashoprizes.......................
EN
cs
T El 4 Rentffacility costs.....................
5 Other directexpenses.................
Yes % Yes % Yes %
6 Volunteerlabor....................... No No No
7 Direct expense summary. Add lines 2 threcugh S incolumn (e} .. ... o oo oo o >
8 Net gaming income summary. Subtract line 7 framline 1, column (d) .. ......... ..o i i, >

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

10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year?. ............ |:| Yes |:|No
b If "Yes,' explain:

BAA TEEA3702L 0G/26/13 Schedule G (Form 990 or 990-E2) 2013



Schedule G (Form 990 or 390-EZ) 2013 CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 3

11 Does the organization operate gaming activities with nonmembers? . ... ... ... . .. i e |:| Yes D No
12 Is the organization a grantor, beneficiary or trustes of a trust or a member of a partnership or other entity formed to
administer charitable Gaming? ... ... .. . e |:| Yes |___| No
13 Indicate the percentage of gaming activity cperated in:
a The organization's facility, . .. ... ...t e e 13a %
B AN OLESIEE TaT Y. . . .. e 13b %
14 Enter the name and address of the person who prepares the organization's garming/special events books and records:
Name *
Address »
15a Does the organizaticn have a contact with a third party from whom the organization receives gaming revenue?. ... .... Yes [:]No
b lf "Yes,' enter the amount of gaming revenue received by the organization™ § and the amount

of gaming revanue retained by the third party™ $

¢ If 'Yes," enter name and address of the third party:

16 Gaming manager information:

Description of services provided »

D Director/officer [:I Employee D Independent contractor

17 Mandatory distributions
a Is the organization required under state law to make charitable distributions from the gaming proceeds to retain the
state gaming license? |:|Yes D No
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax year » §

e Suppplemental Information. Provide the explanations required by Fart I, line 2b, columns (i) and (\),
and Part lll, lines 9, 9b, 10b, 15b, 15¢c, 16, and 17b, as applicable. Alsc provide any additional
information (see instructions).

BAA TEEA3703L 06/26/13 Schedule G (Form 990 or 990-EZ) 2013



SCHEDULE | Grants and Other Assistance to Organizations, |__ove No. 1545-0047
(Form 930) Governments, and Individuals in the United States

Complete if the organization answered "Yes' to Form 990, Part [V, line 21 or 22,
» Attach to Form 990.
Gepartment of the Treasury

Internal Revenue Service * Information about Schedule | (Form 990} and its instructions is abww.irs.gov/form990.
Name of the organization

Employer identification number

CONIA DE LANGE SYNDROME FOUNDATION 06-1057497
iRAFER General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assislance, the grantees' eligibility for the grants or assistance, and

2 Describe in Part 1V the organization's procedures for monilering the use of grant funds in the United States, SEE PART IV

Nl Grants and Other Assistance to Governments and Organizations in the United States. Complete if the organization answered 'Yes' to
Form 990, Part IV, line 21 for any recipient that received more than $5,000. Part |l can be duplicated if additional space is needed.

1 (a) Name and address of organization {b) EIN {c) IRC saction (d) Amount of cash grant {e) Amount of non-cash {fy Methed of valuation () Description of ¢h) Purpose of grant
or government if applicable assistance (book, Fl‘u'lm, a;ppraisal, non-cash assistance of assistanca
oiher

2 Enter total number of section 501{c)(3) and government organizations listed inthe line T tahle. ... .. oo e s 0
3 Enter iotal number of other organizations listed in the line 1 table > 0
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 950. TEEA301L 07/12/13 Schedule | (Ferm 290) (2013)




Schedule | (Form 990) (2013) CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497 Page 2

[l Grants and Other Assistance to Individuals in the United States. Complete if the organization answered 'Yes' to Form 990, Part IV, line 22,
Part Il can be duplicated if additional space is needed.

{a) Type of grant or assistance (h)refginsrirelg?sr of (czaihm;:rrl‘{ of o éﬂa?ﬁggs?étgtw - (e) r}ﬂhe‘tvh:)gpc‘;fm \Eglaw.ll:':lgiﬂn]s;rgbmk, ¢f) Dascription of rion-cash assistance
1 RESERRCH 4 20, 000.
2
3
4
5
6

BAA Schedule | (Form 9903 (2013)

TEEA300ZL 07712113



SCHEDULE O Supplemental Information to Form 990 or 990-EZ | oMB o 15450047
(Form 290 or 990-EZ) Complete to provide information for responses te specific questions on 201 3

Form 990 or 990-EZ or to provide any additional information.

> Attach to Form 990 or 990-EZ. o

Department of the Treasury * Information about Schedule O (Form 990 or 990-EZ) and its instructions is :
Internal Reverwe Service at www.irs.gov/form990. : S
Name of the organization Employer identification number
CORNELIA DE LANGE SYNDROME FOUNDATION 06-1057497

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. TEEA40IL  09/09/2013 Schedule O (Form 990 or 990-E2) 2013



