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Form 990

Return of Organization Exempt From Income Tax

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

OMB No 1545 0047

2009

Department of the Treasury
Interna!l Revenue Service

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

Open to Public Inspection

For the 2009 calendar year, or tax year beginning

, 2009, and ending .

B Check it applicable
Address change
Name change
tmtial return
Termination
Amended return
D Application pending

C Name of organization

D Employer Identification Number

CHESTER PA 19013

k3 Tebel |CHARCOT-MARIE~TOOTH ASSOCIATION 22-2480896

g: "’;:,T Number and street (or P O box if mail 1s not delivered to street addr)  [Room/suite E Telephone number

speatic |2700 CHESTNUT ST (610) 499-9264
Instuc- City, town or country State  ZIP code + 4

G Grossrecepts $ 840, 527,

F Name and address of principal officer

H(a) Is this a group return for affiliates?

H(b) Are all affiliates included?

GARY GASPER, TREA 8021 RIVER FALLS DR POTOMA MD 20854

| Tax-exempt status B] 501(c) (3

)< (nsertno.) | |4947@)(1)or | |527

J Website: >

WWwW.charcot-marie-tooth.org

If 'No," attach a list (see mstructions)

Yes No
Yes No

H(c) Group exemption number ™

K Form of organization RICorporahon I-_I Trust r—l Assocnahonl_] Other ™

l L Year of Formation 1983

I M State of legal domicile  PA

SCANNED AUG 13 200

[Partl] | Summary
1 Briefly descnbe the organization’s mission or most significant activities  Create awareness of Charcot-Marie-Tooth disorders
@ and to be a_leading_source of information_regarding CMT disorders. _ ___________
§ To _encourage, promote & support research into_the cause, treatment ______ _____
£ and cure of CMT. Support & education of persons affected with CMT ____ _______ __
3| 2 Checkthis box > if the organization discontinued its operations or disposed of more than 25% of its assets
s 3 Number of voting members of the governing body (Part VI, line 1a) 3 {11
2 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 |11
g 5 Total number of employees (Part V, line 2a) 5
T | 6 Total number of volunteers (estmate iIf necessary) 6 |12
< | 7a Total gross unrelated business revenue from Part LIII, Icﬁgﬁ) RTfE 7a 0.
b Net unrelated business taxable income from Form [890-T, ! E"“ D i 7b
(‘3 (@] Prior Year Current Year
o | 8 Contributions and grants (Part VIH, line 1h) S JUL 9 3 2010 8 1,595,502. 834,998.
g 9 Program service revenue (Part VI, line 2g) [in} o
2 | 10 Investment income (Part Vill, column (A), lines 3/4, o 34,682. 5,529.
T [ 11 Other revenue (Part VI, column (A), lines 5, 6d, Bc, 9 @EM 'E"
12 Total revenue — add lines 8 through 11 (must equal Par ; 1,630,184. 840,527.
13 Grants and similar amounts paid (Part 1X, column (A), lines 1-3) 366,875. 421,451.
14 Benefits paid to or for members (Part IX, column (A), line 4)
o | 19 Salanes, other compensation, employee benefits (Part 1X, column (A), lines 5-10) 370,523. 433,560.
§ 16a Professional fundraising fees (Part IX, column (A), line 11e)
& =
3- b Total fundraising expenses (Part I1X, column (D), line 25) » 180,269. {
17 Other expenses (Part IX, column (A), lines 11a-11d, 11f-24f) 578,527. 466,172.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) 1,315,925. 1,321,183.
19 Revenue less expenses Subtract ine 18 from line 12 314,259. -480,656.
E§ Beginning of Year End of Year
%21 20 Total assets (Part X, line 16) 1,342,647. 648,566.
SE 21 Total hiabilities (Part X, line 26) 523,803. 310,378.
]
ZC] 22 Net assets or fund balances Subtract line 21 from line 20 818,844. 338,188.
Part il Signature Block
VLB &W?‘ G P TS A SR SRSl o my bnoviedoeand belet,
Sign |> J DaviOm Hoee ceol éﬁ“ S -/0
Here Signatuk N officer J - U - Date
> GARY GAS PER, TREASURER
Type or print name and ttle
oo Crec oISt neforidying number
Paid employed ™
P ] r . - ploye:
Pre- |23 » N i NCoeslys <pu BRY//0 FoooeE2(Y
Bgl;er s Firm's name or Richard M. Pet':e/son, PC
Only gfj"nso'yesdpi.n;j » 113 N Olive Street EN_ >
Spia” Media PA_19063-2809 Phoneno > (610) 891-0770
May the IRS discuss this return with the preparer shown above? (see instructions) m Yes I_I No
BAA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions. TEEAQ101  07/20/09 Form 990 (2009)

912 77



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 2
[Partill .| Statement of Program Service Accomplishments

1 Bnefly describe the organization's mission
Create awareness of Charcot-Marie-Tooth disorders

and to be a leading source of information regarding CMT disorders. _______________
See Form 990, Page 2, Part il Line 1 (conbinued) _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ _ o _____._
2 Did the orgarization undertake any significant program services during the year which were not listed on the prior
Form 990 or 990-E2? [ ves K] nNeo
If “Yes,' describe these new services on Schedule O
3 Dud the organization cease conducting, or make significant changes in how 1t conducts, any program services? D Yes No
If 'Yes,' describe these changes on Schedule O
4 Describe the exempt purpose achievements for each of the organization's three largest program services 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 $ 167,453, including grants of  $ 0.)(Revenue $ 0.)
_PUBLISHED_QUARTERLY NEWSLETTER& OTHER PUBLICATIONS FOR _ _ _ _ _ _ __________________
PATIENTS, THEIR FAMILIES AND MEDICAL PRACTITIONERS TOQ ASSIST __ _ _ _ _ ______________
IN_UNDERSTANDING & TREATING CHARCOT-MARIE-TOOTH DISEASE_ _ __ _ _ _ _ _____ ___________
4b (Code ) (Expenses $ 120,811. including grants of $ 0.) (Revenue § 0.)
ORGANIZED_CONFERENCES & SUPPORT GROUPS_FOR PATIENTS, THEIR _ __ _ ________________._
FAMILIES AND MEDICAL PRACTITIONERS. PROMOTE AWARENESS OF CMT _ __ _ ____________ __._
THROUGHOUT COMMONWEALTH OF PENNSYLVANIA __ _ _ _ _ _ _ _ _ .
4c¢ (Code ) (Expenses $ 421,451. including grants of $ 421,451.) Revenue $ 0.)

RESEARCH FELLOWSHIPS & GRANTS FOR RESEARCH ON CMT DISEASE

4d Other program services (Describe in Schedule O )

(Expenses $ 145,280. including grantsof  $ 0.) (Revenue $ 0.)
4e Total program service expenses » 854,995.
BAA TEEA0I0Z  07/20/09 Form 990 (2009)



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 3
[PartlV__ | Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If 'Yes,' complete
Schedule A 1 X
2 Is the organization required to complete Schedule B, Schedule of Contributors? 2 | X
3 D the organization engage in direct or indirect political campaign activities on behaif of or in opposition to candidates
for public office? If 'Yes,' complete Schedule C, Part | 3 X
4 Section 501(cX3) organizations Did the organization engage in lobbying activities? If 'Yes,' complete
Schedule C, Part I . 4 X
5 Section 501(cX4), 501(cX5), and 501(cX6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? If 'Yes,' complete Schedule C, Part Il 5
¢ Did the orgamzation maintain any donor advised funds or any similar funds or accounts where donors have the nght to
pProvul:Ie advice on the distribution or investment of amounts in such funds or accounts? If 'Yes,' complete Schedule D, 6 %
art
7 Did the organization receive or hold a conservation easement, including easements to preserve open space, the
environment, historic land areas or historic structures? If ‘Yes,' complete Schedule D, Part Il 7 X
8 Did the organization maintain collections of works of art, hustorical treasures, or other similar assets? /f ‘Yes, '
complete Schedule D, Part Il 8 X
9 Did the organization report an amount in Part X, line 21; serve as a custodian for amounts not listed in Part X,
or provide credit counseling, debt management, credit repair, or debt negotiation services? If ‘Yes,' complete
Schedule D, Part IV 9 X
10 Dud the organization, directly or through a related organization, hold assets in term, permanent, or quasi-endowments? /f
'Yes,' complete Schedule D, Part V 10
11 Is the organization's answer to any of the following questions 'Yes'? If so, complete Schedule D, Parts VI, Vil, VIil, IX, or
X as applicable 11 X
L] [D)ldPthe ?/rlgamzahon report an amount for land, buildings and equipment 1n Part X, hne 10? If "Yes,' complete Schedule %
, Part . i
+
® Did the organization report an amount for investments— other securities in Part X, ine 12 that 1s 5% or more of its total T
assets reported in Part X, line 16? If ‘Yes,' complete Schedule D, Part Vil ' !
® Did the organization report an amount for investments— program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If 'Yes, ' complete Schedule D, Part ViiI
® Did the organization report an amount for other assets in Part X, line 15 that 1s 5% or more of its total assets reported in ;
Part X, ine 16? If 'Yes, complete Schedule D, Part IX
® Did the organization report an amount for other habilities in Part X, ne 257 If ‘Yes,' complete Schedule D, Part X
® Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organizaiton's hability for uncertain tax positions under FIN 482 If'Yes, ' complete Schedule D, Part X
12 Did the organization obtain separate, independent audited financial statement for the tax year? If ‘Yes,' complete
Schedule D, Parts XI, Xll, and X! 12 | X
12AWas the organization included 1n consolidated, independent audited financial statement for the tax Yes | No !
year? If 'Yes,' completing Schedule D, Parts XI, Xil, and XIII is optional 12 A X ) {
13 Is the organization a school described in section 170(b)(1)(A)(1)? If 'Yes,' complete Schedule E 13 X
14a Dud the organization maintain an office, employees, or agents outside of the United States? 14a X
b Dud the organization have aggregate revenues or expenses of mare than $10,000 from grantmaking, fundraising,
business, and program service activities outside the United States? If 'Yes, ' complete Schedule F, Part | 14b X
15 Dud the orgamization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any organization
or entity located outside the United States? If 'Yes, ' complete Schedule F, Part Il 15 X
16 Did the organization report on Part I1X, column (A), ine 3, more than $5,000 of aggregate grants or assistance to
individuals located outside the United States? If 'Yes,’ complete Schedule F, Part lil 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), ines 6 and 11e? If 'Yes,' complete Schedule G, Part | 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VI,
lines 1c and 8a? /f 'Yes,' complete Schedule G, Part I 18 X
19 Did the organization report more than $15,000 of gross income from ganung activities on Part VIII, line 9a? /f ‘Yes,’
complete Schedule G, Part Il 19 X
20 Dud the orgamization operate one or more hospitals? If ‘Yes,’ complete Schedule H 20 X

BAA TEEA0103 02/12/10 Form 990 (2009)




Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 4
[PartlV__ | Checklist of Required Schedules (continued)

Yes | No
21 Dud the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part IX, column (A), ine 1? If 'Yes,' complete Schedule I, Parts | and Il 21 X
22 [Dnd the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part
I1X, column (A), line 27 If ‘Yes,' complete Schedule I, Parts | and Ilf 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
asnc;, fgrrlneD officers, directors, trustees, key employees, and highest compensated employees? If ‘Yes,' complete 23 X
chedule

24a Did the organization have a tax-exempt bond 1ssue with an outstanding principal amount of more than $100,000
as of the last day of the year, and that was i1ssued after December 31, 20027 If 'Yes, ' answer lines 24b through 24d and

complete Schedule K. If ‘No, 'go to Iine 25 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 other than a refunding escrow at any time during the year to defease

any tax-exempt bonds? 24¢
d Dud the organization act as an 'on behalf of' 1ssuer for bonds outstanding at any time during the year? 24d

25a Section 501(c)3) and 501(cX4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? If ‘Yes,' complete Schedule L, Part | 25a X

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

26 Was a loan to or by a current or former officer, director, trustee, key emplo¥ee, highly compensated employee, or
disquahfied person outstanding as of the end of the organization's tax year? If 'Yes, ' complete Schedule L, Part Il 26 X

27 Dud the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection comittee member, or to a person related to such an individual? If 'Yes,* complete

Schedule L, Part Il 27 X
28 Was the organization a part?l to a business transation with one of the following parties (see Schedule L, Part {V
instructions for applicable filing thresholds, conditions, and exceptions)
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? If ‘Yes,' complete
Schedule L, Part IV 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member)
was an officer, director, trustee, or direct or indirect owner? If 'Yes,"complete Schedule L, Part IV 28¢ X
29 Did the organization receive more than $25,000 in non-cash contrnibutions? /f ‘Yes,' complete Schedule M 29 X
30 Dud the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contnbutions? If ‘Yes,' complete Schedule M 30 X
31 Dud the organization liqguidate, terminate, or dissolve and cease operations? If ‘'Yes,’ complete Schedule N, Part | 31 X

32 D the or?\?nlzanon sell, exchange, dispose of, or transfer more than 25% of its net assets? If 'Yes,' complete
Schedule N, Part Il 32 X

33 Did the organization own 100% of an enlity disregarded as separate from the organization under Regulations sections
301.7701-2 and 301 7701-3? If 'Yes, ' complete Schedule R, Part | 33 X

34 \INas lthe organization related to any tax-exempt or taxable entity? /f 'Yes,' complete Schedule R, Parts II, Ill, IV, and V, 3 X
ine

35 Is any related organization a controlled entity within the meaning of section 512(b)(13)? If 'Yes,' complete Schedule R,
Part Y/ Iine 2 35 X

36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-chantable related

organization? If 'Yes,' complete Schedule R, Part V, line 2 36 X
37 Dud the organization conduct more than 5% of its activities through an entity that 1s not a related organization and that 1s
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, hnes 11 and 19?
Note. All Form 990 filers are required to complete Schedule O 38| X
BAA Form 990 (2009)

TEEAQI04 02/1210



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 5
[PartV__ |[Statements Regarding Other IRS Filings and Tax Compliance
Yes | No
1a Enter the number reported in Box 3 of form 1096, Annual Summary and Transmittal of U S. |
Information Returns Enter -0- f not applicable la 0 l
b Enter the number of Forms W-2G included in line 1a. Enter -0- 1f not applicable 1b 0 l
c Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming ‘
(gambling) winnings to prize winners? 1c| X
2 a Enter the number of employees reported on Form W-3, Transrmttal of Wage and Tax Statements, filed for the ’
calendar year ending with or within the year covered by this return . 2a o
2b If at least one 1s reported on line 2a, did the organization file all required federal employment tax returns? 2b] X
Note. If the sum of lines 1a and 2a 1s greater than 250, you may be required to e-file this return (see instructions) ‘__S
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by
this return? 3a X
b If 'Yes' has it filed a Form 990-T for this year? If ‘No,' provide an explanation in Schedule O 3b

4a At 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, secunties account, or other financial account)? 4a X

b If 'Yes,' enter the name of the foreign country >

See the instructions for exceptions and filing requirements for Form TD F 90-22 1, Report of Foreign Bank and l
Financial Accounts _}

5a Was the organization a party to a prohibited tax shelter transaction at any time dunng the tax year? Sa X
b Did any taxable party notify the organization that it was or i1s a party to a prohibited tax shelter transaction? Sb X

c If 'Yes,' to ine 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohibited
Tax Shelter Transaction? 5¢

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

b If 'Yes,' did the organization include with every solicitation an express statement that such contrnibutions or gifts were not
deductible? 6b

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 to the payor? 7a X
b If 'Yes,' did the organization notify the donor of the value of the goods or services provided? 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file
Form 82827 7¢ X
d If 'Yes,' indicate the number of Forms 8282 filed during the year l 7d| i
e Did the organization, during the year, 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 personal benefit contract? 7f X
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? 79
h For contnbutions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C as required? 7h

8 Sponsoring organizations maintaining donor advised funds and section 509(a)X3) supporting organizations. Did the ’ ‘
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business

holdings at any time during the year? 8 X
9 Sponsoring organizations maintaining donor advised funds. . _J
a Did the organization make any taxable distributions under section 49667 9a X
b Did the organization make any distribution to a donor, donor advisor, or related person? 9b X
10 Section 501(c)(7) organizations. Enter
a Imtiation fees and capital contributions included on Part VIil, hne 12 10a
b Gross Receipts, included on Form 990, Part VIII, Iine 12, for public use of club facilities 10b
11 Section 501(cX12) organizations. Enter:
a Gross income from other members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from them.) 11b
12a Section 4947(a)X1) non-exempt charitable trusts. Is the orgamzation filing Form 990 in lieu of Form 10417 12a
b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year | 12b| |
BAA Form 990 (2009)

TEEAQ105 02/12/10




Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 6

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

Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body 1ajll I
b Enter the number of voting members that are independent 1bjll
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee or key employee? 2 X
3 Did the orgamization delegate control over management duties customanly 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 organizational documents 4 X
since the prior Form 990 was filed?
5 Did the orgamization become aware during the year of a matenal diversion of the organization's assets? 5 X
6 Does the organization have members or stockhoiders? 6 X
7 a Does the organization have members, stockholders, or other persons who may elect one or more members of the
governing body? 7a X
b Are any decisions of the governing body subject to approval by members, stockholders, or other persons? . 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by
the following
a The governing body? 8al X
b Each committee with authority to act on behalf of the governing body? 8b| X
9 s there any officer, director or trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization's mailing address? If 'Yes, ' provide the names and addresses in Schedule O 9 X

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

Yes | No
10a Does the organization have local chapters, branches, or affiliates? 10a X
b If 'Yes,' does the organization have written policies and procedures governing the activities of such chapters, affihates,
and branches to ensure their operations are consistent with those of the organization? 10b
11 Has the organization provided a copy of this Form 990 to all members of its goverming body before filing the form? 11 X
11 ADescribe in Schedule O the process, If any, used by the organization to review this Form 990 ) f
12a Does the organmization have a written conflict of interest policy? /f ‘No,' go to Iine 13 12a] X
b Are officers, directors or trustees, and key employees required to disclose annually interests that could give nise
to conflicts? 12b] X
c Does the organization regularly and consistently monitor and enforce comphance with the policy? /f *Yes, ' describe in
Schedule O how this 1s done 12¢ X
13 Does the organization have a written whistleblower policy? 13 X
14 Does the organization have a wntten document retention and destruction policy? 14 X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEQ, Executive Director, or top management official 15a X
b Other officers of key employees of the organization 15b X
If ‘'Yes' to line 15a or 15b, describe the process in Schedule O (See instructions ) i
16a Did the organization invest in, contribute assets to, or participate 1n a joint venture or stmilar arrangement with a taxable —
entity during the year? 16a X
b If 'Yes,' has the organization adopted a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization's exempt
status with respect to such arrangements? 16b

Section C. Disclosures
17 List the states with which a copy of thts Form 990 I1s required to be filed » Pennsylvania

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

D Own website E] Another's website E] Upon request
19 Describe in Schedule O whether (and if s0, how) the organization makes its governing documents, conflict of interest policy, and financial
statements available to the public
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization
» DIRECTOR OF FINANCE 2700 CHESTNUT ST CHESTER PA 19013 (610) 499-9264

BAA Form 990 (2009)
TEEADI06 02/05/10



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 7

Part VIl | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

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
orgamzations's tax year Use Schedule J-2 if additional space i1s needed

® List all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation Enter -0-in columns (D), (E), and (Fﬁ if no compensation was paid

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

® |ist the organization's five current highest compensated emplolgees (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 orgamzations

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

® List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related orgamzations

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

Check this box iIf the organization did not compensate any current officer, director, or trustee

(A) B) (c) D) € F
Name and Title Average Position (check all that apply) Reportable Reportable Estimated
hours K= = = 1 compensation from compensation from amount of other
per weel 8| Z 8, a 3 £l 5 the orgamization related o(r)gamzahons compensation
S|l 31l =513 (W-2/1099 MISC) W 2/1099-MISC) from the
fic|El2|3(52|2 organization
gal| s 2| Eq and related
g = 3 x orgamzations
o ot 3 i
L2 » E
n % 2
" ; x
* g

President X X
Gary Gasper _ _ __ _______
Treasurer X X

FPhyllis Sanders__ __ _ ____

X
Herbert Beron __________

X
Robert Kleinman__ _______

X
Steven O'Donnell _ __ ____

X
Elizabeth Quellette _ _ __ _

X
Jason _Steinbaum_ _ _ __ __ _ _

X
Dr. Steven Scherer _ ___ __

X
Patrick Torchia_ _ _______

X
Michael Shy ___________

X

BAA TEEA0107  11/10/09 Form 990 (2009)



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 8
| Part VIl | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (cont.)
(A) (B8) (c) (D) €) )
Name and Title Ahvgrage Position (check all that apply) Reportable Reportable Estimated
N = e x| = | compensation from compensation from amount of other
per weel o 3l 2 g 2 38| 2 the orgamzation related organizations compensation
S < E ] 2 al 3 w-an MISC) wan -MISC) from the
g3 5 |*® E] 2 4l 2 orgamization
g F ?T s g and related
2l = E k! organizations
2 -3
g

1b Total .

2 Total number of individuals (tncluding but not linited to those listed above) who recerved more than $100,000 in reportable compensation

from the organization >

Yes | No

3 Did the organization Iist any former officer, director or trustee, key employee, or highest compensated employee - J

on line 1a? If 'Yes,' complete Schedule J for such individual 3 X
4 For any individual Iisted on line 1a, 1s the sum of reportable compensation and other compensation from J

the organization and related organizations greater than $150,000? /f 'Yes' complete Schedule J for such

individual 4 X
S Dud any person listed on line 1a recetve or accrue compensatton from any unrelated organization for services ‘—l

rendered to the organization? /f ‘Yes,' complete Schedule J for such person 5 X

Section B. independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of

compensation from the organization

(A) (B) ©)
Name and business address Description of Services Compensation

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

$100,000 in compensation from the organization ™

|

|

BAA

TEEA0108 01/30/10

Form 990 (2009)



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 9
Part VIll| Statement of Revenue
(A) (B) ©) (D)
Total revenue Related or Unrelated Revenue
exempt business excluded from tax
t function revenue under sections
revenue 512, 513, or 514
0 ,| 1a Federated campaigns 1a 565,653.
Eg b Membership dues 1b
v"’,.% ¢ Fundraising events 1c 269,345. |
g; d Related organizations 1d i
;;g e Government grants (contributions) 1e ‘
d
gﬁ f All other contributions, gifts, grants, and N '
gg similar amounts not included above 1f
Eg g Noncash contribns included in Ins 1a-1f )
82| h Total. Add lines 1a-1f > 834,998.
H Business Code
2 — - - - - _ - ~
W 2a
gl T -
wl P o
Sl e o _______
Bl o ______
2l e ______ T
§ f Al other program service revenue
& | g Total. Add lines 2a-2f > !
3 Investment income (including dividends, interest and
other similar amounts) > 5,529. 5,529. 0. 0.
4 Income from investment of tax-exempt bond proceeds *
5 Royalties >
(1) Real () Personal
6a Gross Rents
b Less rental expenses ) :
¢ Rental income or (loss) I e .
d Net rental income or (loss) >
7a Gross amount from sales of () Secunties () Other
assets other than inventory .
b Less cost or other basts
and sales expenses
¢ Gain or (loss) o . R L
d Net gain or (loss) >
w | 8a Gross income from fundraising events
2 (not ncluding  $ ; 345.
E of contributions reported on line 1¢) :
]
p See Part IV, line 18 a .
w
z b Less direct expenses b L PO S I
° ¢ Net income or (loss) from fundraising events >
9a Gross income from gaming activities
See Part IV, line 19 a , ;
b Less direct expenses b B R B I — -
¢ Net income or (loss) from gaming activities >
10a Gross sales of inventory, less returns
and allowances a
b Less cost of goods sold b . P _ e~
¢ Net income or (loss) from sales of inventory >
Miscellaneous Revenue Business Code o R A R
MNa__ __
b__
C
d All other revenue
e Total. Add lines 11a-11d > 5
12 Total revenue. See instructions > 840,527. 5,529. 0. 0

BAA

TEEA0109 02/12/10

Form 990 (2009)



Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 10

[Part IX | Statement of Functional Expenses
Section 501(c)X3) and 501(c)X4) organizations must complete all columns.

All other organizations must complete column (A) but are not required to complete columns (B), (C), and (D).

A ®) ©) (D)
Do not include amounts reported on lines Total éx?}enses Program service Management and Fundraising
6b, 7b, 8b, 9b, and 10b of Part VIl expenses general expenses expenses

1 Grants and other assistance to governments
and organizations in the U S. See Part IV,
line 21 421,451. 421,451.

2 Grants and other assistance to individuals in
the US See Part IV, line 22

3 Grants and other assistance to governments,
organizations, and individuals outside the
US. See Part {V, lines 15 and 16

4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 165,000. 0. 82,500. 82,500.

6 Compensation not included above, to
disqualified persons (as defined under
section 4958(f)(1) and persons described 1n
section 4958(c)(3)(B)

7 Other salanes and wages 193,794. 102,044. 65,330. 26,420.

Pension plan contnbutions (include section
401(k) and section 403(b) employer

contributions) 10,675. 3,036. 4,398. 3,241.
9 Other employee benefits 39,473. 11,226. 16,263. 11,984.
10 Payroll taxes 24,618. 7,001. 10,143. 7,474.

11 Fees for services (non-employees)
a Management
b Legal
¢ Accounting
d Lobbying
e Prof fundraising svcs See Part iV, In 17
f Investment management fees
g Other
12 Advertising and promotion
13 Office expenses
14 Information technology

15 Royalties .
16 Occupancy 47,194. 1,555. 45,639. 0.
17 Travel 21,596. 0. 10,798. 10,798.

18 Payments of travel or entertainment
expenses for any federal, state, or local
public officials

19 Conferences, conventions, and meetings 14,489. 14,489. 0. 0.
20 Interest

Payments to affihates
Depreciation, depletion, and amortization 7,395. 0. 7,395. 0.

Insurance

Other expenses Itemize expenses not
covered above (Expenses grouped together
and labeled miscellaneous may not exceed
5% of total expenses shown on line 25

RERR

below ) - ’ . .

a_

b Publications & supplies  _ _ 167,453. 167,453. 0. 0.

¢ Consulting expenses 112,322, 106,322, 0. 6,000.

dBank charges ____ ________ 8,966. 0. 8,966. 0.

e Internet _ __________ 6,939. 0. 6,939. 0.

f All other expenses 79,818. 20,418. 27,548. 31,852.
25 Total functional expenses Add lines 1 through 24f 1,321,183. 854,995, 285,919. 180,269.

26 Joint costs. Check here » D if following
SOP 98-2. Complete this ine only if the
organization reported in column (B) joint
costs from a combined educational
campaign and fundraising solicitation

BAA Form 990 (2009)

TEEAQI10  02/05/10




Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 11
[Part X [ Balance Sheet
A) (B)
Beginning of year End of year
1 Cash — non-interest-bearing 1,081,149.[ 1 631,463.
2 Savings and temporary cash investments 2
3 Pledges and grants receivable, net 237,000.] 3
4 Accounts receivable, net 4q
5 Recewables from current and former officers, directors, trustees, key employees,
and highest compensated employees Complete Part Il of Schedule L 5
6 Receivables from other disqualified persons (as defined under section 4958(f)(1)) )
A and persons described in section 4958(c)(3)(B) Complete Part Il of Schedule L 6
g 7 Notes and loans receivable, net 7
$ 8 Inventories for sale or use 8
S 9 Prepaid expenses and deferred charges 9
10a Land, buildings, and equipment: cost or other basis 10a 73,952.
Complete Part VI of Schedule D
b Less accumulated depreciation 10b 59,649. 21,698.110¢ 14,303.
11 Investments — publicly-traded securities 11
12 Investments — other securities. See Part IV, line 11 12
13 Investments — program-related See Part IV, line 11 13
14 Intangible assets 14
15 Other assets See Part IV, fine 11 2,800.[15 2,800.
16 Total assets Add lines 1 through 15 (must equal line 34) 1,342,647.]16 648,566.
17 Accounts payable and accrued expenses 19,636.[17 8,545.
18 Grants payable 504,167.[18 301,833,
19 Deferred revenue 19
Y| 20 Tax-exempt bond hiabilities 20
Q 21 Escrow or custodial account habiity Complete Part IV of Schedute D 21
,'_ 22 Payables to current and former officers, directors, trustees, key employees, . B ) J
.:_ highest compensated employees, and disqualified persons Complete Part |l :
é of Schedule L 22
s | 23 Secured mortgages and notes payable to unrelated thuird parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other habilities. Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25 523,803.|26 310,378.
§ Organizations that follow SFAS 117, check here > and complete lines “ , ’
T 27 through 29 and lines 33 and 34. o
8127 Unrestricted net assets 193,544.| 27 186,474.
g 28 Temporanly restricted net assets 625,300.[28 151,714.
! 29 Permanently restnicted net assets 29
R Organizations that do not follow SFAS 117, check here > [:l and complete ‘—J
It lines 30 through 34. .
'6 30 Capttal stock or trust principal, or current funds 30
B | 31 Paid-in or capital surplus, or land, bullding, and equipment fund 31
2 32 Retaned earnings, endowment, accumulated income, or other funds 32
£ | 33 Total net assets or fund balances 818,844.] 33 338,188.
§ 34 Total habihties and net assets/fund balances 1,342,647.| 34 648,566,
BAA Form 990 (2009)

TEEAOI1T  01/30/10




Form 990 (2009) CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Page 12

[Part XI_| Financial Statements and Reporting

1 Accounting method used to prepare the Form 990: [:I Cash @ Accrual D Other
If the organization changed its method of accounting from a prior year or checked ‘Other,' explain
in Schedule O.
2a Were the organization's financial statements compiled or reviewed by an independent accountant?
b Were the organmization's financial statements audited by an independent accountant?

¢ If 'Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant?

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

d If 'Yes' to line 2a or 2b, check a box below to indicate whether the financial statements for the year were i1ssued on a
consolidated basis, separate basis, or both.

E Separate basis D Consolidated basis D Both consohdated and separate basis
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

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

Yes

No

2a

|
—
X

2b

2c

3a

3b

BAA

TEEAQ112  02/05/10

Form 990 (2009)




SCHEDULE A
(Form 990 or 990-EZ)

Department of the Treasury
Internal Revenue Service

Public Charity Status and Public Support

Complete if the organization is a section 501(c)(3) organization or a section 4947(a)1)

nonexempt charitable trust.

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

OMB No 1545-0047

2009

Open to Public
Inspection

Name of the organization

CHARCOT-MARIE-TOOTH ASSOCIATION

22-2480896

Employer identification number

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

The organization 1s not a private foundation because 1t 1s: (For lines 1 through 11, check only one box.)
1 A church, convention of churches or association of churches described in section 170(b)}1XAXi).

h wiN

[3,]

~N o

in section 170(b)(1XAXvi). (Complete Part Il )

@9

A school described in section 170(b)1)XAXii). (Attach Schedule E )
A hospital or cooperative hospital service organization described in section 170(b)X1XAXGii).
A medical research organization operated in conjunction with a hospital described in section 170(bX1)XAXiii) Enter the hospital's
name, city, and state

A community trust described in section 170(bX1)XAXvi). (Complete Part 11 )
E] An organization that normally receives (1) more than 33-1/3 % of its support from contributions, membership fees, and gross receipts

D An organization operated for the benefit of a college or university owned or operated by a governmental unit described in section
170(bX1XAXiv). (Complete Part Il )
A federal, state, or local government or governmental unit described in section 1T70(b)}1XAXV).
An orgarnization that normally receives a substantial part of its support from a governmental unit or from the general public described

from activities related to its exempt functions — subject to certain exceptions, and (2) no more than 33-1/3 % of its support from gross
investment income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after
June 30, 1975 See section 509(a)2). (Complete Part lil )

1

10 E An organization organized and operated exclusively to test for public safety See section 509%(a)X4).

An organization organized and operated exclustvely for the benefit of, to perform the functions of, or carry out the purposes of one or

more publicly supported organizations described in section 509(a)(1) or section 509(a)(2) See section 50%(aX3). Check the box that

describes the type of supporting organization and complete lines 11e through 11h
b D Type Il

a D Type |

¢ [] Type 1l = Functionally integrated

e D By checking this box, | certify that the organization 1s not controlled directly or indirectly by one or more disqualified persons other
than foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or section

d D Type lll— Other

509(a)(2)
f If the organization received a written determination from the IRS that 1s a Type |, Type Il or Type lll supporting organization, D
check this box
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?
Yes | No
() a person who directly or indirectly controls, either alone or together with persons descrnibed in (1) and ()
below, the governing body of the supported organization? 11g ()
(i) afamily member of a person described in (1) above? 11 g (i)
(i) a 35% controlied entity of a person described 1n (1) or (i) above? 11 g (i)

h Provide the following information about the supported organizations

(1) Name of Supported @) EIN (lii) Type of orgamization (iv) Is the (v) Did you notify (vi) Is the (vn) Amount of Support
Orgamization (descnbed on lines 1 9 orgamization in col | the orgamization in | orgarization in col
above or IRC section a) listed in your col @) of (i) organized n the
(see instructions)) overning your support? us?
ocument?
Yes No Yes No Yes No

Total

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

TEEAQ401

02/05/10

Schedule A (Form 990 or 990-E2Z) 2009



Schedule A (Form 990 or 990-E2) 20039 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 2
[Part It |Support Schedule for Organizations Described in Sections 170(b)(1)(AXiv) and 170(bX1)(AXvi)
(Complete only If you checked the box on line 5, 7, or 8 of Part | )

Section A. Public Support

fi
gea;?,',‘,‘,’i‘:"g”if,a)’£°' iscal year (2) 2005 (b) 2006 (c) 2007 (d) 2008 (e) 2009 () Total
1 Gifts, grants, contributions and
membership fees received SDo
not include 'unusual grants *

2 Tax revenues levied for the
organization's benefit and
either paid to it or expended
on its behalf

3 The value of services or
facihtres furmished to the
organization by a governmental
unit without charge Do not
include the value of services or
faciities generally furnished to
the public without charge

4 Total. Add lines 1-through 3

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

6 Public suppont. Subtract line 5
from line 4

Section B. Total Support

e ear or fiscal year (a) 2005 (b) 2006 (©) 2007 (d) 2008 (e) 2009 ® Total

7 Amounts from line 4

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

9 Net income from unrelated
business activities, whether or
not the business is reguiarly
carried on

10 Other income Do not include
gain or loss from the sale of
capital assets (Explain in

)

Part IV
11 Total support. Add lines 7
through 10
12 Gross receipts from related activities, etc. (see instructions) | 12
13 First five years. If the Form 990 s for the organization's first, second, third, fourth, or fifth tax year as a section 501 ©)(3)
orgamzation, check this box and stop here > I—l

Section C. Computation of Public Support Percentage
14 Public support percentage for 2009 (line 6, column (f) divided by hine 11, column (f) 14 %
15 Public support percentage from 2008 Schedule A, Part Ii, line 14 15 %

16a 33-1/3 support test — 2009. If the organization did not check the box on line 13, and the line 14 1s 33-1/3 % or more, check this box
and stop here. The organization qualifies as a publicly supported orgarization > D

b 33-1/3 support test — 2008. If the organization did not check a box on hne 13, or 16a, and line 15 1s 33-1/3% or more, check this box
and stop here. The organization qualifies as a pubhcly supported organization > ‘___l

17a 10%-facts-and-circumstances test — 2009 If the organization did not check a box on line 13, 16a, or 16b, and line 1415 10%
or more, and If the organization meets the 'facts-and-circumstances' test, check this box and stop here. Explain in Part IV how
the organtzation meets the 'facts-and-circumstances’ test The organization qualifies as a publicly supported organization > D

b 10%-facts-and-circumstances test — 2008. If the organization did not check a box on hine 13, 16a, 16b, or 17a, and hine 1515 10%
or more, and if the organization meets the ‘facts-and-circumstances' test, check this box and stop here. Explain in Part IV how the
organization meets the ‘facts-and-circumstances’ test. The organization qualifies as a publicly supported organization > H
18 Private foundation. If the organization did not check a box on line, 13, 16a, 16b, 17a, or 17b, check this box and see instructions >
BAA Schedule A (Form 990 or 990-EZ) 2009

TEEA0402  10/08/09



Schedule A (Form 990 or 990-EZ) 2009

CHARCOT-MARIE-TOOTH ASSOCIATION

22-2480896

Page 3

[Part HI | Support Schedule for Organizations Described in Section 509(a)2)
(Complete only if you checked the box on line 9 of Part | )

Section A. Public Support

Catendar year (or fiscal yr beginning in)*

1 Gifts, grants, contributions and
membership fees received SDo
not include ‘unusual grants '

2 Gross receipts from
admissions, merchandise sold
or services performed, or
facilities furmished in a activity
that 1s related to the
organization's tax-exempt
purpose

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

4 Tax revenues levied for the
organization's benefit and
either paid to or expended on
its behalf

5 The value of services or
faciities furmnished by a
governmental unit to the
organization without charge

6 Total. Add lines 1 through 5

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

b Amounts included on lines 2

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

¢ Add lines 7a and 7b
8 Public support (Subtract line
7¢ from line 6 )

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(P) Total

706,138,

759,732.

558,853.

698,792.

2,723,515.

303,887.

711,218.

496,921.

896,710.

2,408,736.

1,010,025.

1,470,950.

1,055,774.

1,595,502,

5,132,251.

5,132,251.

Section B. Total Support

Calendar year (or fiscal yr beginning 1n) »

9 Amounts from line 6

10a Gross income from interest,
dividends, payments received
on securities loans, rents,
royalties and income form
similar sources

b Unrelated business taxable
income (less section 511
taxes) from businesses
acquired after June 30, 1975

¢ Add lines 10a and 10b

11 Net income from unrelated bustness
activities not included inlne 10b,
whether or not the business Is
regularly carried on

Other income. Do not include

gain or loss from the sale of
capital assets (Explain in
Part IV.)

12

13
14

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

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(f) Total

1,010,025.

1,470,950,

1,055,774.

1,595,502.

5,132,251.

22,289.

34,570,

26,323.

34,682.

117,864.

22,289.

34,570.

26,323.

34,682,

117,864.

+ -+

»

et

5,250,115.

First five years. If the Form 990 1s for the organization

organization, check this box and stop here

's first, second, third, fourth, or fifth tax year

as a section 501(c)(3)

-]

Section C. Computation of Public Support Percentage

15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column (f))
16 Public support percentage from 2008 Schedule A, Part Iil, line 15

15

97.76%

16

97.84%

Section D. Computation of Investment Income Percentage

17
18

Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column (f))
Investment income percentage from 2008 Schedule A, Part lli, tine 17

17

2.24%

18

2.16%

19a 33-1/3 support tests — 2009. if the organization did not check the box on line 14, and line 15)s more than 33-1/3%,
more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

b 33-1/3 support tests — 2008. If the organization did not check a box on line 14 or 19a, and line 16 1s more than 33-1/3%, and Ine 18

is not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

and hne 17 1s not . El

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

-H

BAA

TEEA0403

02/15/10

Schedule A (Form 990 or 990-EZ) 2009



Schedule A (Form 990 or 990-EZ) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 4

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

BAA TEEAO404  02/05/10 Schedule A (Form 990 or 990-EZ) 2009



OMB No 1545.0047

SCHEDULE C

(Form 890 or 890-£2) Political Campaign and Lobbying Activities

For Organizations Exempt From income Tax Under section 501(c) and section 527

2009

» Complete if the organization is described below.
» Attach to Form 990 or Form 990-EZ. » See separate instructions.

Department of the Treasury
Internat Revenue Service

Open to Public
Inspection 1

If the organization answered 'Yes,' to Form 990, Part IV, line 3, or Form 990-EZ, Part VI, line 46 (Political Campaign Activities), then

® Section 501(c)(3) organizations complete Parts I-A and B Do not complete Part I-C.
® Section 501(c) (other than section 501(c)(3)) organizations: complete Parts I-A and C below. Do not complete Part 1-B

® Section 527 organizations complete Part 1-A only
If the organization answered 'Yes,' to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then

@ Section 501(c)(3) organizations that have filed Form 5768 (election under section 501¢h)) Complete Part II-A. Do not complete Part II-B
. gectllclmASOI (c)(3) organizations that have NOT filed Form 5768 (election under section 501(h)) Complete Part {1-B Do not complete
art Il-A.

if the organization answered Yes,' to Form 990, Part IV, line 5 (Proxy Tax), then
® Section 501(c)(4), (5), or (6) organizations Complete Part IIl.

Name of organization

CHARCOT-MARIE-TOOTH ASSOCIATION

Employer identification number

22-2480896

[Part I-A [ Complete if the organization is exempt under section 501(c) or is a section 527 organization.

1 Provide a description of the orgamzation's direct and indirect polttical campaign activities in Part IV

2 Political expenditures >3
3 Volunteer hours
[Part I-B [ Complete if the organization is exempt under section 501(cX3).
1 Enter the amount of any excise tax incurred by the organization under section 4955 >3
>3

2 Enter the amount of any excise tax incurred by organization managers under section 4955

3 If the orgamzation incurred a section 4955 tax, did it file Form 4720 for this year?
4a Was a correction made?
b If 'Yes,' describe in Part IV

Yes No
Yes No

[Part I-C | Complete if the organization is exempt under section 501(c) , except section 501(cX3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities >3
2 Enter the amount of the filing organization’s funds contributed to other organizations for sectton 527 exempt

function activities >3
3 Total of exempt function expenditures Add lines 1 and 2 Enter here and on Form 1120-POL, -

line 17b
4 Dud the filing orgamization file Form 1120-POL for this year?

D Yes |:| No

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which payments were
made For each organization hsted, enter the amount paid from the filing organization’s funds Also enter the amount of pohtical
contributions received that were promptly and directly delivered to a separate political organization, such as a separate segregated fund

or a political action commuttee (PAC) If additiona! space i1s needed, provide information in Part 1V.

(d) Amount paid from filing
organization's funds
It none, enter-0-

(a) Name (b) Address (c)EIN

(e) Amount of pohitical
contnbutions received and
promptly and directly
delivered to a separate
political organization
If none, enter O

BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990.

TEEA3201  02/05/10

Schedule € (Form 990 or 990-E2) 2009



Schedule C (Form 990 or 990-£2) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 2
[Partll-A_| Complete if the organization is exempt under section 501(c)3) and filed Form 5768 (election under

section 501(h)).
A Check » | [fthe filing organization belongs to an affihated group
B Check » if the filing organization checked box A and 'limited control' provisions apply
Limits on Lobbying Expenditures — (a) Filing (b) Affiliated
(The term ‘expenditures’ means amounts paid or incurred.) organization's totals group totals
1a Total lobbying expenditures to influence public opinion (grass roots lobbying) 0.
b Total lobbying expenditures to influence a legislative body (direct lobbying) 55,000.
¢ Total lobbying expenditures (add lines 1a and 1b) 55,000.
d Other exempt purpose expendritures 0.
e Total exempt purpose expenditures (add lines 1¢ and 1d) 55,000.
f Lobbying nontaxable amount. Enter the amount from the following table in
both columns. 11,000.
If the amount on line 1e, column (a) or (b) Is [The lobbying nontaxable amount is
Not over §$500,000 20% of the amount on line 1e
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000
Qver $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000
Over $17,000,000 $1,000,000
g Grassroots nontaxable amount (enter 25% of line 1f) 2,750.
h Subtract line 1g from line 1a If zero or less, enter -0- 0.
i Subtract ne 1f from line 1c If zero or less, enter -0- 44,000.
j If there 1s an amount other than zero on either ine th or line 11, did the organization file Form 4720 reporting
section 4911 tax for this year? I—I Yes m No

4-Year Averaging Period Under Section 501(h)
(Some organizations that made a section 501(h) election do not have to complete all of the five
columns below. See the instructions for lines 2a through 2f.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year (or fiscal (a) 2006 (b) 2007 (c) 2008 (d) 2009 (e) Total
year beginning in)

2a Lobbying non-taxable

amount 6,000. 4,500. 12,000. 11,000. 33,500.
b Lobbying ceiling o e . C B ) ! ;

amount (150% of line o . : . o o

2a, column (e)) 50,250.

¢ Total lobbying
expenditures 30,000. 90,000. 60, 000. 55,000. 235,000.

d Grassroots nontaxable
amount 0. 0. 0.

e Grassroots ceiling
amount (150% of line . . . X .
2d, column (e)) v - L 0.

f Grassroots lobbying
expenditures

BAA Schedule € (Form 990 or 990-EZ) 2009

TEEA3202 02/05/10



Schedule € (Form 930 or 9%0-E2) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 3

[PartlI-B_|Complete if the organization is exempt under section 501(cX3) and has NOT filed Form 5768
: (election under section 501¢h)).

(a) (b)

Yes | No Amount

1 During the year, did the filing organization attempt to influence foreign, national, state or local
legislation, including any attempt to influence public oprion on a legislative matter or referendum,
through the use of

a Volunteers?
b Paid staff or management (include compensation in expenses reported on lines 1¢ through 11)?
¢ Media advertisements?
d Mailings to members, legislators, or the public?
e Publications, or published or broadcast statements?
f Grants to other organizations for lobbying purposes?
g Direct contact with legislators, their staffs, government officials, or a legislative body?
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?
i Other activities? If 'Yes,' describe in Part IV
j Total Add lines 1c through 11
2a Did the activities in line 1 cause the orgamization to be not described in section 501(c)(3)?
b If 'Yes,' enter the amount of any tax incurred under section 4912
c If 'Yes,' enter the amount of any tax incurred by organization managers under section 4912
d If the filing organization incurred a section 4912 tax, did it file Form 4720 for this year? l

[Part lil-A | Complete if the organization is exempt under section 501(cX4), section 501(c)5), or section 501(cX6).

[S—

Yes | No

1 Were substantially all (30% or more) dues received nondeductible by members? . 1
2 Dud the orgamization make only in-house lobbying expenditures of $2,000 or less? 2
3 _Dud the organization agree to carryover lobbying and pohtical expenditures from the prior year? 3

{Part lll-B | Complete if the organization is exempt under section 501(c)4), section 501(cX5), or section 501(c)6)
if BOTH Part lll-A, questions 1 and 2 are answered 'No’ OR if Part lll-A, line 3 is answered 'Yes.'

1 Dues, assessments and similar amounts from members 1

2 Section 162(e) non-deductible tobbying and pohitical expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid).

a Current year 2a

b Carryover from last year 2b

¢ Total 2¢c
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e) dues 3

4 If notices were sent and the amount on line 2¢c exceeds the amount on line 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political
expenditure next year? 4

5 Taxable amount of lobbying and political expenditures (see instructions) 5
[Part IV - | Supplemental Information

Complete this part to provide the descriptions required for Part [-A, line 1, Part |I-B, line 4; Part I-C, ne 5, and Part |I-B, line 1
Also, complete this part for any additional information

BAA Schedule € (Form 990 or 990-EZ) 2009
TEEA3203  02/05/10



Schedule C (Form 990 or 990-E2) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 4
[Part IV_[Supplemental Information (continued)

BAA Schedule € (Form 9390 or 990-EZ) 2009
TEEA3204 07/17/09



SCHEDULED ) ] OMB No_1545 0047
(Form 990) Supplemental Financial Statements 2009
*> Complete if the organizgti_;msags_lwgr_ff ’Ye_:i:é to Form 990, 5
T Part IV, lines 6,7,8,9,10,11,0r12. pen to Public
ﬂetgranr;rlrgre‘slg:\llge se'r‘i?é'é’ i » Attach to Form 990. > See separate instructions Inspection
Name of the organization Employer {dentification number
CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

[Part| | 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 at end of year
2 Aggregate contributtons to (during year)
3 Aggregate grants from (during year)
4 Aggregate value at end of year
5 Did the organization inform all donors and donor advisors in wnting that the assets held in donor advised

funds are the orgamization's property, subject to the organization's exclusive legal control? D Yes D No
6 Did the orgamization inform all grantees, donors, and donor advisors 1n writing that grant funds may be

used only for charitable purposes and not for the benefit of the donor or donor advisor or for any other
purpose conferring impermissible private benefit?? [:] Yes D No

[Part Il |[Conservation Easements Complete If the organization answered 'Yes' to Form 990, Part IV, 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 pleasure) Preservation of an historically important land area
Protection of natural habitat Preservation of certified historic structure
Preservation of open space

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

Held at the End of the Year
a Total number of conservation easements 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included in (a) 2c
d Number of conservation easements included in (c) acquired after 8/17/06 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the orgamzation during the tax
year >
4 Number of states where property subject to conservation easement i1s located >
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easement it holds? D Yes 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 > $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section
170(h)(4)B)(1) and 170(hY(@B)()? D Yes D No

9 In Part XIV, describe how the organization reports conservation easements In its revenue and expense statement, and balance sheet, and
include, if apphcable, the text of the footnote to the orgamization's financial statements that describes the organization's accounting for
conservation easements

[Part Il |Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets
Complete if the organization answered 'Yes' to Form 990, Part IV, line 8.

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

b If the organization elected, as permitted under SFAS 116, to report in its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public extubrtion, education, or research in furtherance of public service, provide the following

amounts relating to these items
() Revenues included in Form 990, Part VIII, line 1 >3

(ii) Assets included in Form 990, Part X -$

2 If the organization received or held works of art, hustorical treasures, or other similar assets for financial gamn, provide the following
amounts required to be reported under SFAS 116 relating to these items

a Revenues mcluded in Form 990, Part VIII, ine 1 . >3
b Assets included in Form 990, Part X >$
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009

TEEA3301 02/02/10




Sthedule D (Form 990) 2009 CHARCOT-MARIE-TQOTH ASSOCIATION 22-2480896 Page 2
[Part lil_[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 following that are a significant use of its collection
items (check all that apply):

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

4 grovugiava description of the organization'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 simifar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? [_I Yes ﬂ No

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

1a Is the organization an agent, trustee, custodian, or other intermediary for contributions or other assets not
included on Form 990, Part X? |:| Yes D No

b if 'Yes," explain the arrangement in Part XIV and complete the following table:

Amount

¢ Beginning balance 1c
d Additions duning the year 1d
e Distributions during the year le
f Ending balance 1f
2a Did the organization include an amount on Form 990, Part X, hne 21? D Yes D No
b If 'Yes,' explain the arrangement in Part XIV
[Part V | Endowment Funds Complete if organization answered 'Yes' to Form 990, Part IV, ine 10.
(a) Current year (b) Prior year (c) Two years back (d) Three years back (e) Four years back

1a Beginning of year balance
b Contnbutions

¢ Net Investment earnings, gains, . .
and losses ' -

d Grants or scholarships

e Other expenditures for facilities o . .
and programs .. T - -

f Administrative expenses - S e - . . -

g End of year balance N
2 Provide the estimated percentage of the year end balance held as

a Board designated or quasi-endowment *> %

b Permanent endowment * %

¢ Term endowment *» %

3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by Yes No

(i) unrelated organizations 3a(i)
(ii) related organizations .| 3a(ii)
b If 'Yes' to 3a(n), are the related organizations listed as required on Schedule R? 3b
4 Describe in Part X1V the intended uses of the organization's endowment funds
[Part VI [Investments—Land, Buildings, and Equipment. See Form 990, Part X, line 10.

Description of investment (a) Cost or other basis (b) Cost or other (c) Accumulated (d) Book Value
(investment) basis (other) Depreciation

1alLand
b Buildings
¢ Leasehold improvements
d Equipment 0. 73,952. 59,649. 14,303.
e Other
Total. Add lines 1a through le (Column (d) must equal Form 990, Part X, column (B), Iine 10(c) ) > 14,303.
BAA Schedule D (Form 990) 2009

TEEA3302 02/02/10



Schedule D (Form 990) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION

22-2480896

Page 3

[Part VIl |Investments—Other Securities See Form 990, Part X, line 12.

(a) Description of security or category
(including name of secunty)

(b) Book value (c) Method of valuation

Cost or end-of-year market value

Financial derivatives
Closely-held equity interests
Other

Total. (Column (b) must equal Form 990 Part X, col. (B) lne 12) >

[Part VIl [Investments—Program Related (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

Total. (Column (b) must equal Form 990, Part X, Col (B) line 13) >
[Part IX_ | Other Assets (See Form 990, Part X, line 15)

(a) Description

(b) Book value

RENT SECURITY DEPOSIT

2,800.

Total. (Column (b) must equal Form 990, Part X, col (B), line 15) >

2,800.

[Part X - | Other Liabilities (See Form 990, Part X, line 25)

(a) Description of Liability

(b) Amount -

Federal Income Taxes

Total (Column (b) must equal Form 990, Part X, col. (B) ine 25) ™

2. FIN 48 Footnote In Part XIV, provide the text of the footnote to the organization's financial statements that reports the orgamization's hability

for uncertain tax positions under FIN 48.

BAA

TEEA3303 02/02/10

Schedule D (Form 990) 2009



Sthedule D (Form 990) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 4
[Part XI_[Reconciliation of Change in Net Assets from Form 990 to Financial Statements
1 Total revenue (Form 990, Part VIIl,column (A), line 12) 840,527.
2 Total expenses (Form 990, Part IX, column (A), line 25) 1,321,183.
3 Excess or (deficit) for the year Subtract line 2 from line 1 -480,656.
4 Net unrealized gains (losses) on investments
5 Donated services and use of facilities
6 Investment expenses
7 Prior period adjustments
8 Other (Describe in Part XiV)
9 Total adjustments (net) Add hines 4 through 8
10 Excess or (deficit) for the year per audited financial statements Combine hnes 3 and 9 -480, 656.
[Part XiI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return
1 Total revenue, gains, and other support per audited financial statements 1 840,527.
2 Amounts included on hne 1 but not on Form 990, Part VIll, line 12.
a Net unrealized gains on investments 2a
b Donated services and use of facilities 2b
¢ Recoveries of prior year grants 2c
d Other (Describe in Part XIV) 2d
e Add Iines 2a through 2d 2e
3 Subtract line 2e from line 1 3 840,527.
4 Amounts included on Form 990, Part VIIi, hne 12, but not on line 1
a Investments expenses not included on Form 990, Part VIii, ine 7b 4a
b Other (Describe 1n Part XIV) 4b
¢ Add lines 4a and 4b 4c
5 Total revenue Add lines 3 and 4c. (This must equal Form 990, Part |, line 12.) 5 840,527.
[Part Xl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return
1 Total expenses and losses per audited financial statements 1 1,321,183.
2 Amounts included on hne 1 but not on Form 990, Part IX, line 25 .
a Donated services and use of facilities 2a N
b Prior year adjustments 2b
¢ Other losses 2¢
d Other (Describe in Part XiV) 2d o
e Add lines 2a through 2d 2e
3 Subtract line 2e from hine 1 3 1,321,183.
4 Amounts included on Form 990, Part IX, line 25, but not on hne 1:
a Investments expenses not included on Form 990, Part VI, line 7b 4a )
b Other (Describe in Part XIV) 4b -
¢ Add hines 4a and 4b 4ac
5 Total expenses Add Iines 3 and 4¢ (This must equal Form 990, Part I, line 18) 5 1,321,183.

[Part XIV -| Supplemental Information

Complete this part to provide the descriptions required for Part Il, hnes 3, 5, and 9, Part [ll, lines 1a and 4, Part 1V, lines 1b and 2b, Part V,
line 4; Part X, line 2, Part XI, hne 8, Part Xli, ines 2d and 4b, and Part Xlil, ines 2d and 4b Also complete this part to provide any additional

information

BAA TEEA3304 02/02/10

Schedule D (Form 990) 2009




Schedule D (Form 990) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896 Page 5
[Part XIV [ Supplemental Information (continued)

BAA TEEA3305  07/10/09 Schedule D (Form 990) 2009



. OMB No 1545.0047
SCHEDULE G Supplemental Information Regarding 2009
(Form 930 or 990-EZ) undraising or Gaming Activities

Complete if the organization answered'Yes' to Form 990, Part IV, lines 17, 18,
Department of the Treasu or 19, or if the organization entered more than $15,000 on Form 990-EZ, line 6a. Open to Public
D R avenve Servce. > Attach to Form990 or Form 990-EZ. » See separate instructions. Inspection
Name of the organization Employer identification number
CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Fundraising Activities. Complete If the orgamization answered ‘Yes' to Form 990, Part IV, line 17.
Partl |Form 990EZ filers are not required to complete this part

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

Mail solicitations Solicitation of non-government grants
Internet and email solicitations Solicitation of government grants
Phone solicitations Special fundratsing events

In-person solicitations
2a Did the organization have written or oral agreement with any individual (including officers, directors, trustees or key
employees listed in Form 990, Part VII) or entity in connection with professiona! fundraising services? E] Yes I:I No

b If "Yes,' list the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser 1s to be
compensated at least $5,000 by the orgamization

(v) Amount pad to .
(i) Name of individual (i) Activity | (m) Did fundraiser | (iv) Gross receipts (or retained by) (vi) Amount paid to
or entity (fundraiser) have custody or contro! from activity fundraiser listed in (or retained by)
of contributions? col (1) organization
Yes No
Total [
3 List all states in which the organization Is registered or licensed to solicit funds or has been notified it 1s exempt from registration
or licensing
BAA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule G (Form 990 or 990-E2Z) 2009

TEEA3701  02/05/10




Sthedule G (Form 990 or 990-EZ) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Page 2

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

(a) Event #1 (b) Event #2 (c) Other Events (Ag:i) Toltal Events
col (a) through
NONE col. (c))
(event type) (event type) (total number)

1 Gross receipts

moczZm<ma

2 Less. Charitable contributions

3 Gross income (line 1 minus line 2)

4 Cash pnizes

5 Noncash prizes

6 Rent/facility costs

7 Food and beverages

Entertainment

9 Other direct expenses

OMZMUOUXM =-OMI—0
o]

10 Direct expense summary Add hnes 4- through 9 in column (d) >

11 Net income summary Combine lines 3, column (d) and line 10 >

Part lll] Gaming. Complete If the orgamzation answered 'Yes' to Form 990, Part IV, line 19, or reported more than

$15,000 on Form 990-EZ, line 6a.

R (a) Bingo (b) Pull tabs/instant (c) Other gaming (d) Total gaming
E bingo/progressive (Add col (a) through
‘E’ bingo col (c)
N
£
1 Gross revenue
p | 2 Cashprizes
1 P
R E
& ¥ 3 Non-cash prizes
TE
S
4 Rent/facility costs
5 Other direct expenses
|_|Yes % |_| Yes % |[_|Yes %
6 Volunteer labor No No No
7 Direct expense summary Add hnes 2 through 5 1in column (d) >
8 Net gaming income summary Combine lines 1, column (d) and hne 7 >
YES | NO
9 Enter the state(s) in which the orgarmization operates gaming activities |
a Is the organization hicensed to operate gaming activities in each of these states? 9a
b If 'No,’ explain
__________________________________________________________ 7 10a

10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year?

b If 'Yes," explain

11 Does the organization operate gaming activities with nonmembers?

11

12 s the orgamzation a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to
administer charitable gaming?

12

BAA TEEA3702 02/05/10

Schedule G (Form 990 or 990-EZ) 2009



Sthedule G (Form 990 or 990-E27) 2009 CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Page 3

13 Indicate the percentage of gaming activity operated In.
a The organization's facility 13a %

YES

NO

b An outside facihty 13b %

14 Enter the name and address of the person who prepares the organization's gaming/special events books and records

15a Does the organization have a contact with a third party from whom the organization receives gaming revenue?
b If 'Yes,' enter the amount of gaming revenue received by the organization $ and the amount
of gaming revenue retained by the third party $
¢ If 'Yes,' enter name and address of the third party:

16 Gaming manager information

Gaming manager compensation > $

Descnption of services provided. ™

D Director/officer |:| Employee D Independent contractor

17 Mandatory distributions
a Is the organization required under state law to make charitable distributions from the gaming proceeds to retain the
state gaming license?
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 » $

Y J U,

15a

17a

e

!

BAA TEEA3703 02/05/10

Schedule G (Form 990 or 990-E2Z) 2009
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SCHEDULE O Supplemental Information to Form 990 orB Mo TS 00

(Form 990) 20 0 9

Complete to provide information for responses to specific questions on

B
Form 990 or to provide any additional information. Open to Public
Pn?é’."n'é’.“%z‘vé’.ﬂﬁ? SerS?:: Y » Attach to Form 990. Inspection ;
Name of the organization Employer identificati "
CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Pt VI-A, Line 8a Written minutes

BAA For Pnvacy Act and paperwork Reduction Act Notice, see the instructions for Form 990. TEEA4901  07/17/09 Schedule O (Form 990) 2009




CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Schedule O (Form 990), Supplemental Information to Form 990
Form 990, Page 2, PartIll, Line 1 (continued)

Briefly describe the organization's mission®
To encourage, promote & support research into the cause, treatment

and cure of CMT. Support & education of persons affected with CMT

Schedule O (Form 990), Supplemental Information to Form 990
Form 990, Page 2, Part lll, Line 4d (continued)

4d Describe the exempt purpose achievements for each of the organization's other program
services Section 501(c)(3) and (4) organizations and 4947(a)(1) trusts are required to
report the amount of grants and atlocations to others, the total expenses, and revenue, If any, for
each program service reported.

Code- Description: MAINTAINED QOFFICE TO RECEIVE & DIRECT

Expenses 145,280. INQUIRIES ABOUT CMT DISEASE

Grants Of 0.

Revenue 0.




CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Supporting Statement of:

Form 990 p 2/Line 4a Expenses

Description Amount
Publications & supplies 167,453.
Total 167,453.
Supporting Statement of:
Form 990 p 2/Line 4b Expenses

Description Amount
Conferences 14,489.
Consulting & lobbying 106,322.
Total 120,811.
Supporting Statement of:
Form 990 p 2/0Other Expenses-1

Description Amount
Salaries & benefits 123,304.
Occupancy 21,976.
Total 145,280.
Supporting Statement of:
Form 990 p 9/Fundraising Events

Description Amount
Special events revenue 498,909.
Cost of special events -229,564.
Total 269,345.
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CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Supporting Statement of:

Form 990 p 10/Line 7 col (C)

Description Amount
Total 147,830.
Less executive director -82,500.
Total 65, 330.
Supporting Statement of:
Form 990 p 10/Line 7 col (D)

Description Amount
Total 108,920.
Less executive director -82,500.
Total 26,420.
Supporting Statement of:
Form 990 p 10/Line 16 col (B)

Description Amount
Flowers 1,555.
Total 1,555.
Supporting Statement of:
Form 990 p 10/Line 16 col (C)

Description Amount
Dues & subscriptions 791.
Insurance 3,963.
Leased office equipment 5,025.
Maint - computers 3,011.
Qffice supplies 8,148.
Rent 18,000.
Telephone 6,701.
Total 45,639,




CHARCOT-MARIE-TOOTH ASSOCIATION 22-2480896

Supporting Statement of:

Form 990 p 10/Line 17 col (C)

Description Amount
Executive director 21,596.
50 %$to undraising -10,798.

Total

10,798.




