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o 990

{Jepartman\ of the Treasury
nternal Revenue Service

Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)

P> Do not enter social security numbers on this form as it may be made public.
P> Information about Form 990 and its instructions is at wwiw Irs. gov/form990

OMB No 1545-0047

2014

Open to Public

Inspection

A For the 2014 calendar year, or tax year beginning and ending
B Check if C Name of organization D Employer identification number
applicable
canee | Charcot-Marie-Tooth Association
E‘lialm:?e Doing business as 22-2480896
return Number and street (or P.O. box if mail s not delivered to street address) Room/suite | E Telephone number
Final P.0. Box 105 610-499-9264
aioa™ City or town, state or province, country, and ZIP or foreign postal code G Grossreceipts $ 3,308,867.
um| Glenolden, PA 19036 — H(a) Is this a group return
088" T'F Name and address of principal officer MY « Patrick fivney for subordinates? [yes [X] No
pending 365 Elder Lane , Winnetka , IL 60093-4250 H(b) Are at subordlnatasmcluded?:] Yes D No
I Tax-exempt status [ X] 501(c)3) LI 501(c)( )< (insertno.) [__J 4947(a)(1)or [__J 527 If *"No," attach a list. (see instructions)
J Website: p WWw.cmtausa.org H(c) Group exemption number P>

K Form of organization; | X ] Corporation [ Trust [ [ Association [ ] Other >

| L Year of formation: 19 8 3| m State of legal domicile: PA

[Part 1] Summary

o | 1 Brefly describe the organization’s mission or most significant activities: See Schedule
[3]
c
§ 2 Check this box P L_1fthe organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting members of the governing body (Part VI, ine 1a) 3 14
g 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 14
£ | 5 Total number of individuals employed in calendar year 2014 (Part V, line 2a) 5 7
:‘E 6 Total number of volunteers (estimate if necessary) 6 0
E 7 a Total unrelated business revenue from Part VIII, column (C), line 12 7a 2,615.
b Net unrelated business taxable income from Form 990-T, line 34 7b 0.
1Prii”;]_ Y4ear3 55 gurrersitlYeasr
o | 8 Contributions and grants (Part VIII, ine 1h) e . . . . 3 ,672.
% 9 Program service revenue (Part VIII, line 2g) @EGF VED 374,949. 336,617.
E 10 Investment ncome (Part VIl column (A), Iines 3, 4, arld 71~ 2,165. 2,615.
11 Other revenue (Part VIll, column (A), lines 5, 6d, 8c, 94, 10c, an&iﬂ B{e) 4 201 455,097. 452,098.
12 Total revenue - add lines 8 through 11 (must equal Part M|, column (A) line 2) 1,946,570. 3,153,002.
13 Grants and similar amounts paid (Part 1X, column (A), ilne: 759,434. 1,586,583.
14 Benefits paid to or for members (Part IX, column (A), iife 4) @@DEN J\_’_Ujﬂ | 0. 0.
@ [ 15 Salanes, other compensation, employee benefits (Part “AT Tines 510) 529,439, 600,150.
% 16a Professional fundraising fees (Part IX, column (A}, line 11e) i i 0. 0.
2! b Total fundraising expenses (Part IX, column (D), line 25) B> 331,800.
W 1 17 Other expenses (Part IX, column (A), ines 11a-11d, 11f-24¢) 688,233, 611, 360.
18 Total expenses. Add lines 13-17 {must equal Part IX, column (A), line 25) 1,977,106. 2,798,093.
19 Revenue less expenses. Subtract line 18 from line 12 <30,536.p 354,9009.
Eg Beginning of Current Year End of Year
B 20 Total assets (Part X, ine 16) 1,073,735. 1,707,384.
<[ 21 Total habutties (Part X, ine 26) 10,930. 289,670.
25| 22 Net assets or fund balances. Subtract line 21 from line 20 1,062,805. 1,417,714.

[ Part Il | Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and behef, it 1s

true, correct, and com - on 0 parer (other than o n all information of which preparer has any knowledge. , P
%W/\ — 1 q/35/z01S
Sign } officer o« ——— ) Date /| 7
Here Mr. Patrick Livney, CEO
Type or print name and title
Print/Type preparer's name Preparer’s signature Late ek | X || PTIN
Paid  {James R. Stern James R. Stern 04/28/15| trenpoys [P00831572
Preparer [ Firm's name Stern Cassello & Assoclates, LLP Frm'sEINp 36-3858249
Use Only | Firm's address > 1 N. LaSalle St. ’ Suite 1620
Chicago, IL 60602 Phoneno.{ 312) 263-9100

May the IRS discuss this retum with the preparer shown above? (see instructions)

Lx_[ Yes l___l No

432001 11-07-14

LHA For Paperwork Reduction Act Notice, see the separate instructions.
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tatement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line in this Part 11l . L. . [E
1  Bnefty describe the organization's mission:
To support the development of new drugs to treat Charcot-Marie-Tooth
disease(CMT), to improve the quality of life for people with CMT and,
ultimately, to find a cure.

Form 990 (2014) Charcot-Marie-Tooth Association 22-2480896 page2

€

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

the prior Form 990 or 990-E2? i I:]Yes [E No
If "Yes," describe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? DYes IE No

if "Yes," describe these changes on Schedule O.

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

4a (Code ) (Expenses $ 1 ’ 586 ’ 583. including grants of $ 1 ’ 346 ’ 607. } (Revenue$ )
The organization awards research fellowships and grants for research on
Charcot-Marie-Tooth Disease. It also hosts bi-annual meetings of all
researchers receiving its funding to promote knowledge exchange and
synergy, as well as meetings and consortiums of others working in this
field. It uses the services of a medical research consultant to oversee
the selection of the recipients of the research funding and to write
the grants and contracts with these researchers. (See Part VII, Section

B).

4b (Code ) (Expenses $ 1 1 6 ’ 9 7 7 e Including grants of $ ) (Revenue $ )
The organization publishes a bi-monthly newsletter and other
educational publications and maintains a website for patients, their
families, and medical practitioners to assist in understanding and
treating Charcot-Marie-Tooth Disease.

4c  (Code ) (Expenses $ 165,237. including grants of $ ) (Revenue s 336,617. )
The organization organizes and conducts support groups, conferences and
educational webinars for patients, their families, and medical
practitioners, to share knowledge and promote awareness of CMT Disease.

4d Other program services (Describe in Schedule O.)

__ (Expenses $ 517 ’ 435. including grants of $ ) (Revenue $ )
4e Total program service expenses P> 2 .3 86 7 232.
. Form 990 (2014)
432002
11-07-14
2
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Form 990 (2014) Charcot-Marie-Tooth Association 22-2480896  page3
[Part IV | Checklist of Required Schedules

Yes | No
* 1 Is the organization descnbed 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 Contnbutors? 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candndates for
public office? /f "Yes," complete Schedule C, Part | 3 X
4 Section 501(c){3) organizations. Did the organization engage in lobbying activities, or have a sectlon 501 (h) election in effect
during the tax year? If "Yes," complete Schedule C, Part I/ 4 X
5 Is the orgamization a section 501(c){4), 501(c)(5), or 501(c)(6) organization that receives membership dues, assessments or
similar amounts as defined in Revenue Procedure 98-19? /f *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 donors have the right to
provide advice on the distnbution or investment of amounts in such funds or accounts? /f *Yes," complete Schedule D, Part | 6 X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? /f "Yes, ® complete Schedule D, Part Ii . 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes, " complete
Schedule D, Part 11! ) ) ) 8 X
9 Did the organization report an amount in Part X, ine 21, for escrow or custodial account liability; serve as a custodian for
amounts not listed in Part X, or provide credit counseling, debt management, credit reparr, or debt negotiation services?
If *Yes," complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organlzatlon hold assets in temporanly restricted endowments, permanent
endowments, or quasi-endowments? /f “Yes, " complete Schedule D, Part V 10 X
11 If the organization’s answer to any of the following questions i1s "Yes," then complete Schedule D, Parts V1, Vi, Vlll IX, or X
as applicable
a Did the organization report an amount for land, buildings, and equipment in Part X, ine 10? /f "Yes," complete Schedule D,
Part VI ) . 1Ma| X
b Did the organization report an amount for investments - other securtties in Part X, line 12 that is 5% or more of its total
assets reported In Part X, ine 16? If "Yes, " complete Schedule D, Part VIl 11b X
c 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 /f "Yes, " complete Schedule D, Part VI 11¢c X
d Did the organization report an amount for other assets in Part X, ine 15 that 1s 5% or more of its total assets reported in
Part X, ine 167 /f "Yes," complete Schedule D, Part IX ) 11d X
e Did the organization report an amount for other habilities in Part X, line 257 /f "Yes, " complete Schedule D, Part X 11e X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s hability for uncertain tax positions under FIN 48 (ASC 740)? /f *Yes," complete Schedule D, Part X R 11f X
12a Did the organization obtain separate, independent audited financial statements for the tax year? /f “Yes, " complete
Schedule D, Parts Xl and Xil 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes, " and if the organization answered "No*® to line 12a, then completing Schedule D, Parts XI and Xl is optional 12b X
13 Is the organization a school described in section 170(b)(1)(A)(i)? /f *Yes," complete Schedule E . 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, busnness
Investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes,' complete Schedule F, Parts | and IV ) 14b X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? /f "Yes, " complete Schedule F, Parts Il and IV 15 | X
16 Did the organization report on Part IX, column (A), ine 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f *Yes, * complete Schedule F, Parts Il and IV 16 X
17 Dud the organization report a total of more than $15,000 of expenses for professional fundralslng 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 contnbut|ons on Part VI, Iines
1c and 8a? If *Yes," complete Schedule G, Part il ) ) 18] X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VI, ine 9a? /f “Yes, "
complete Schedule G, Part i/ . 19 X
20a Did the organization operate one or more hosprtal facillities? /f "Yes, " complete Schedule H ] . o 20a X
b If “Yes" to ine 20a, did the organization attach a copy of its audited financial statements to this retum? . 20b
Form 980 (2014)
432003
11-07-14 ,
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Form 990 {(2014) Charcot-Marie-Tooth Association 22-2480896 _ Paged
| Part IV | Checklist of Required Schedules (continued)

Yes | No
‘21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part I1X, column (A), line 1? /f “Yes, " complete Schedule I, Parts | and Il 121 X
22 Dud the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 2? If *Yes," complete Schedule I, Parts | and li 22 X

23 Did the organization answer “Yes" to Part Vil, Section A, line 3, 4, or 5 about compensatlon of the orgamzatron s current
and former officers, directors, trustees, key employees, and highest compensated employees? /f "Yes," complete
Schedule J R . 23 | X

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

Schedule K If *No®, go to line 25a ) 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary penod exception? . 24b
¢ Dud the organization maintain an escrow account other than a refunding escrow at any time dunng the year to defease
any tax-exempt bonds? . X . 24c
d Did the organization act as an “on behalf of" issuer for bonds outstanding at any time dunng the year’7 . 24d
25a Section 501(c}{(3), 501(c){(4), and 501(c){29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? /f "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 pnor year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 890-EZ? If "Yes, " complete
Schedule L, Part | 25b X

26 Did the organization report any amount on Part X line 5, 6, or 22 for recewvables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? /f “Yes,®
complete Schedule L, Part /! 26 X

27 Did the organization provide a grant or other assrstance to an officer, director, trustee, key employee, substantial
contnbutor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member

of any of these persons? /f "Yes," complete Schedule L, Part Il 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions).
a 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? /f “Yes, " complete Schedule L, Part IV 28b X
¢ 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, Part IV 28¢c X
Did the organization receive more than $25,000 in non-cash contnbutions? /f "Yes, " complete Schedule M 29 X
30 D the organization receive contnbutions of art, historical treasures, or other similar assets, or qualified conservation
contnbutions? /f *Yes,* complete Schedule M 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete Schedule N, Part | 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of ts net assets?/f "Yes,® complete
Schedule N, Part I/ 32 X
33 Dud the organization own 100% of an entrty disregarded as separate from the organization under Regulations
sections 301 7701-2 and 301 7701-3? /f "Yes,® complete Schedule R, Part | ] 33 X
34 Was the organization related to any tax-exempt or taxable entity? /f "Yes, " complete Schedule R, Part /i, Ill, or IV, and
Part V, ne 1 ) 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? . 35a X
b If “Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controfled entity
within the meaning of section 512(b)(13)? /f "Yes, " complete Schedule R, Part V, line 2 35b
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 Did the organization conduct more than 5% of its actlvrtres through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes,* complete Schedule R, Part VI B 37 X
38 D the organization complete Schedule O and provide explanations in Schedule O for Part VI, ines 11b and 19?7
Note. All Form 990 filers are required to complete Schedule O i 38 | X
Form 990 (2014)
432004
11-07-14
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Form 990 (2014) Charcot-Marie-Tooth Association 22-2480896  page5

| Part V| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any line in this Part V

]

Yes | No
1a Enter the number reported in Box 3 of Form 1096 Enter -0- if not applicable 1a 13
b Enter the number of Forms W-2G included in line 1a Enter -0- if not applicable 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to pnze winners? . 1c | X
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements
filed for the calendar year ending with or within the year covered by this return 2a 7
b If at least one Is reported on line 2a, did the organization file ali required federal employment tax returns? 2 | X
Note. If the sum of lines 1a and 2a 1s greater than 250, you may be required to e-file (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If “Yes," has it filed a Form 990-T for this year? /f *No, ® to line 3b, provide an explanation in Schedule O 3b
d4a At any time dunng the calendar year, did the organization have an interest in, or a signature or other authonty over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a X
b If "Yes," enter the name of the foreign country »
See instructions for fiing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time duning the tax year? 5a X
b Did any taxable party notify the organization that it was or 1s a party to a prohibited tax shelter transaction? 5b X
¢ If "Yes," to ine 5a or 5b, did the organization file Form 8886-T? 5¢
6a Does the organization have annual gross receipts that are normally greater than $1 00,000, and did the organization solicit
any contnbutions that were not tax deductible as charitable contributions? 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contnbutions or gifts
were not tax deductible? 6b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receve 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 7c X
d If "Yes," ndicate the number of Forms 8282 flled during the year I 7dL
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 personal benefit contract? 7f X
g f the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? | 7g
h If the organization received a contrnibution of cars, boats, arplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distnibutions under section 49667? 9a
b Did the sponsoring organization make a distribution to a donor, donor adwvisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter:
a Inttiation fees and capital contributions included on Part VIII, line 12 10a
b Gross receipts, included on Form 990, Part VI, ine 12, for public use of club facnlltles 10b
11 Section 501(c)(12) organizations. Enter:
a Gross Income from members or shareholders R 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)(1) non-exempt charitable trusts. Is the organlzatlon filng Form 990 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year I 12b
13 Section 501(c)(29) qualified nonprofit health insurance issuers.
a Is the organization licensed to 1ssue qualfied health plans in more than one state? 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 iIssue qualified health plans 13b
¢ Enter the amount of reserves on hand i 13c
14a Did the organization receive any payments for indoor tanning services dunng the tax year? 14a X
b If "Yes," has it filed a Form 720 to report these payments? /f "No, " provide an explanation in Schedule O 14b
Form 990 (2014)
432005
11-07-14
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Form 990 (2014) Charcot-Marie-Tooth Association 22-2480896 page6
ovemance, Management, and Disclosure For each *Yes" response fo lines 2 through 7b below, and fora "No* response

[N

to line 8a, 8b, or 10b below, descnbe the circumstances, processes, or changes in Schedule O See instructions

Check if Schedule O contains a response or note to any line in this Part Vi i L R [X]
Section A. Governing Body and Management
Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year 1a 14
If there are material differences in voting nghts among members of the governing body, or if the governing
body delegated broad authority to an executive committee or similar committee, explain in Schedule 0.
b Enter the number of voting members inciuded in line 1a, above, who are independent 1b 14
2 Dd 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 organization delegate control over management dut:es customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? 3 X
4 Did the organization make any significant changes to its governing documents since the pnor Form 990 was filed? 4 X
5 Did the organization become aware dunng the year of a significant diversion of the organization’s assets? 5 X
6 Did the organization have members or stockholders? 6 X
7a 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? 7a X
b Are any govemance decisions of the organization reserved to {(or subject to approval by) members, stockholders or
persons other than the goveming body? i 7b X
8 Did the organization contemporaneously document the meetmgs held or written actions undenaken dunng the year by the following:
a The goveming body? ) . ) |8 X
b Each committee with authority to act on behalf of the governing body? R gb | X
9 Is there any officer, director, 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 Interal Revenue Code )
Yes | No
10a Did the organization have local chapters, branches, or affiiates? 10a X
b If "Yes," did the organization have written policies and procedures governing the actlvmes of such chapters, affiliates,
and branches to ensure their operations are consistent with the organization’s exempt purposes? 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 1Mal| X

12a

13
14
15

16a

Describe in Schedule O the process, if any, used by the organization to review this Form 990

Did the organization have a wnitten conflict of interest policy? /f "No, " go to fine 13 12a | X

Were officers, directors, or trustees, and key employees required to disclose annually interests that could glve rise to confhcts" 12b | X

Did the organization regularly and consistently monitor and enforce compliance with the policy? /f "Yes, * describe

n Schedule O how this was done . . . 12¢ X
Did the organization have a written whistleblower policy? R o 13 | X

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

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?

The organization's CEO, Executive Director, or top management official 15a | X
Other officers or key employees of the organization o i 15b X
If "“Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).

Did the organization invest in, contnbute assets to, or participate in a joint venture or similar arrangement with a

taxable entity dunng the year? 16a X
If "Yes," did the organization follow a wntten policy or procedure requiring the orgamzatlon to evaluate its participation
In joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization's

exempt status with respect to such arrangements? . X X 16b

Section C. Disclosure

17
18

19

List the states with which a copy of this Form 980 is required to be filed >PA
Section 6104 requires an organization to make its Forms 1023 (or 1024 f applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection Indicate how you made these available. Check all that apply.

Own website I:' Ancther’s website [Xl Upon request [:] Other (explain in Schedule O)
Descnbe in Schedule O whether (and if so, how) the organization made its goveming documents, conflict of interest policy, and financial
statements available to the public during the tax year.

20 State the name, address, and telephone number of the person who possesses the organization's books and records: P
Kimberly Magee - 610-499-9264
P. 0. Box 105, Glenolden, PA 19036
432006 11-07-14 Form 990 (2014)
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Form 990 (2014 Charcot-Marie-Tooth Association 22-2480896  page?
[Part VII] Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
. Check if Schedule O contains a response or note to any line in this Part Vil . . i |:]
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be histed. Report compensation for the calendar year ending with or within the organization's tax year.

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

® | st all of the organization’s current key employees, if any. See instructions for definition of *key employee *

® |)st the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

® | st 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 capacnty as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations

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

L__\ Check this box if nerther the organization nor any related organization compensated any current officer, director, or trustee.

(A) (B) (€ (D) (E) (F)
Name and Title Average [ o o cfe‘gks:}"g?m anone Reportable Reportable Estimated
hours per | box, untess person is both an compensation compensation amount of
week officer and a director/trusiee) from from related other
(st any £ the organizations compensation
hours for % . ] organization (W-2/1099-MISC) from the
related é g8 2 (W-2/1099-MISC) organization
organizations| £ | 5 ElE. and related
below S18|.|E (88 s organizations
me) |E|E|E|al5E|E
(1) Herbert Beron 0.00
Chairman/President X X 0. 0. 0.
(2) Stephen D. Blevit 0.00
Director X 0. 0. 0.
(3) Gary J. Gasper 0.00
Treasurer x X 0 - 0 . 0 .
(4) Alan Korowitz 0.00
Director X 0. 0. 0.
(5) Steven O'Donnell 0.00
Director X 0. 0. 0.
(6) Elizabeth Ouellette 0.00
Secretary x X 0. 0 . 0.
(7) Phyllis Sanders 0.00
Director X 0. 0. 0.
(8) Dr. Steven S, Scherer 0.00 ‘
Director X 0. 0. 0.
(9) Dr. Michael Shy 0.00
Director X 0. 0. 0.
(10) Dr, John Svaren 0 . 00
Director X 0. 0. 0.
(11) william Vangelos 0.00
Director X 0. 0. 0.
(12) Dr, Peter I Warfield 0 .0 0
Director X 0. 0. 0.
(13) Stephen C. Weiss 0.00
Director X 0. 0. 0.
(14) Robert DeRosa 0.00
Director X 0. 0. 0.
(15) patrick Livney 40.00
CEO X 275,000. 0. 0.
(16) Kimberly J. Magee 40.00
Director of Finance X 58, 000. 0. 1,739.
432007 11-07-14 Form 990 (2014)
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Form 990 (2014) Charcot-Marie-Tooth Association’ 22-2480896 Ppage8
lﬁa"t W! | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(A) (8) © D) (E) (F)
Name and title Average | Losition Reportable Reportable Estimated
hours per | box, unless person 1s both an compensation compensation amount of
week officor and a cirector/trustes) from from related other
(hstany |2 the organizations compensation
hours for | S = organization (W-2/1099-MISC) from the
related | 3 | & 3 (W-2/1099-MISC) organization
organizations| g | £ g e and related
below ;‘f % o f% g:; 5 organizations
ne)  |S1E2|5|5[2E] 5
1b Sub-total [ 333,000. 0. 1,739.
¢ Total from continuation sheets to Part VI, Section A » 0. 0. 0.
d Total (add lines 1b and 1c) . > 333,000. 0. 1,739.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization » 1
Yes | No
3 D the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line 1a? If "Yes," complete Schedule J for such individual . . 3 X
4  For any individual listed on line 13, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,000? /f "Yes, " complete Schedule J for such individual ] 4 | X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated orgamization or individual for services
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. Report compensation for the calendar year ending with or within the organization's tax year

(A) (B) (C)
Name and business address Descnption of services Compensation
HumanFirst Therapeutics LLC, 9600 Dewitt Medical Research
Drive, Suite 1, Silver Spring, MD 20910 Consultant 155,212.
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 P
Form 990 (2014)

432008
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.

Form 990 (2014) Charcot-Marie-Tooth Association 22-2480896 Page9
Statement of Revenue —
Check if Schedule O contains a response or note to any line in this Part Vill |:]
(A) “B) ©)
Total revenue Related or Unrelated R?ygﬁum;ﬁ%g?d
exempt function business sections
revenue revenue 512 -514
gé 1 a Federated campaigns 1a 57591
& g b Membership dues 1b ’ 9 .
S ¢ Fundraising events 1c
g E| d Related organizations 1d
g ‘% e Government grants (contributions) 1e
2 5 f Al other contributions, gifts, grants, and
BE simitar amounts not included above #]2,273,681.
g% 9 Noncash contnbutions included in hines 1a-1f $
08 h Total. Add lines 1a-1f » 12,361,672,
usiness Cod
2 | 2a Support Group Revenue 624100 336,617.| 336,617.
z b
82| . )
§3| «
el
a f All other program service revenue
_g Total. Add lines 2a-2f > 336,617,
3 Investment income (including dividends, interest, and
other similar amounts) 2 2,615. 2,615.
4  Income from investment of tax-exempt bond proceeds P>
5 Royalties . >
(i) Real (i) Personal
6 a Gross rents
b Less. rental expenses
¢ Rental income or (loss)
d Net rental Income or (loss) »
7 a Gross amount from sales of 1) Securties (1) Other
assets other than inventory
b Less cost or other basis
and sales expenses
¢ Gan or (loss)
d Net gain or (loss) »
2 8 a Gross income from fundraising events (not
g including $ of
g» contrbutions reported on line 1¢) See
5 Part IV, ine 18 _alp07,963.
g b Less: direct expenses bL55,865.
¢ Net income or (loss) from fundraising events > 452,098. 452,098.
9 a Gross income from gaming activities. See
Part IV, ine 19 a
b Less drrect expenses b
¢ Net income or (loss) from gaming activities »
10 a Gross sales of inventory, less retums
and allowances i a
b Less: cost of goods sold b
¢ Net income or (loss) from sales of inventory | 4
Miscellaneous Revenue Business Code]
11 a
b
c
d All other revenue
e Total. Add ines 11a-11d >
12 Total revenue. See instructions. » |3,153,002.] 336,617. 2,615.] 452,098.
10714 Form 990 (2014)
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rm 990 (2014)

Fo
| Part |X|

Charcot-Marie-Tooth Association

Statement of Functional Expenses

22-2480896 Page 10

Section 501(c)(3) and 501(c)(4) organizations must complete all columns All other organizations must complete column (A)

Check if Schedule O contains a response or note to any line in this Part 1X L
Do not Include amounts reported on lines 6b, Total éfgenses Progra(n?)service Managtg%)ent and Fuﬂ?a)lsmg
7b, 8b, 9b, and 10b of Part VIll. expenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 1,493,285.f 1,493, 285.
2 Grants and other assistance to domestic
individuals See Part IV, Iine 22
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, ines 15 and 16 93,298. 93,298.
4 Benefits paid to or for members
5 Compensation of current officers, directors,
trustees, and key employees 333,000. 235,250. 17,400, 80, 350.
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Other salanes and wages 210,534. 156,928. 53,606.
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions) 5,587. 4,207. 522. 858.
9 Other employee benefits 15,806. 14,003. 215. 1,588.
10  Payroll taxes 35,223. 25,243, 1,614, 8,366.
11 Fees for services (non-employees):
a Management 130,165. 76,793. 53,372.
b Legal
¢ Accounting
d Lobbying .
e Professional fundraising services. See Part IV, ine 17
f Investment management fees
g Other. (If ine 11g amount exceeds 10% of line 25,
column (A) amount, hst line 11g expenses on Sch 0.)
12 Advertising and promotion 133,933. 66,434, 67,499,
13 Office expenses
14 Information technology
15 Royalties
16 Occupancy 150,131. 55,554, 55,266. 39,311.
17 Travel
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 77,566. 72,522, 5,044.
20 Interest
21 Payments to affiliates
22 Depreciation, depletion, and amortization
23 Insurance
24 (ther expenses. ltemize expenses not covered
above. (List miscellaneous expenses in line 24e. If ine
24e amount exceeds 10% of hine 25, column (A)
amount, list ine 24e expenses on Schedule 0.)
a Direct Program Expenses 119,565. 92,715. 26,850.
b
c
d
e All other expenses
25 Total functional expenses. Add lines 1 through 24e 2,798,093. 2,386,232. 80,061. 331,800.
26 Joint costs. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
Check here P if following SOP 98-2 (ASC 958-720)
432010 11-07-14 10 Form 990 (2014)
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Form 990 (2014)

Charcot-Marie-Tooth Association

22-2480896 page 11

[Part X | Balance Sheet

Check if Schedule O contains a response or note to any line in this Part X LI
) (A) (8)
Beginning of year End of year
1 Cash - non-interest-beanng 1,064,667.] 1 1,688,854,
2 Savings and temporary cash investments 2
3 Pledges and grants recevable, net 3 7,750.
4 Accounts receivable, net o 4
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of Schedule L 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contnbuting
employers and sponsoring organizations of section 501(c)(9) voluntary
% employees’ beneficiary organizations (see instr). Complete Part Il of Sch L 6
@ 7 Notes and loans receivable, net 7
< 8 Inventores for sale or use 8
9 Prepaid expenses and deferred charges 6,496.] o 3,319.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of Schedule D 10a 162,636.
b Less: accumulated depreciation 10b 155,175. 2,572.] 10¢c 7,461.
11 Investments - publicly traded securities 11
12 [Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, hine 11 13
14 Intangible assets 14
15 Other assets. See Part IV, Ime 11 15
16 Total assets. Add lines 1 through 15 (must equal e 34) 1,073,735.] 16 1,707,384.
17  Accounts payable and accrued expenses 10,930.| 17 23,342,
18 Grants payable 18 266,328,
19 Deferred revenue 19
20 Tax-exempt bond habilities 20
21 Escrow or custodial account liability Complete Part IV of Schedule D 21
b4 22 Loans and other payables to current and former officers, directors, trustees,
g key employees, highest compensated employees, and disqualified persons.
_g Complete Part Il of Schedule L 22
- |23 secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other habilities (including federal income tax, payables 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 10,930.] 26 289,670.
Organizations that follow SFAS 117 (ASC 958), check here p (X1 and
3 complete lines 27 through 29, and lines 33 and 34.
g 27  Unrestncted net assets 1,062,805.] 27 1,397,594.
S |28 Temporanly restricted net assets 28 20,120.
o 29 Permanently restricted net assets i 29
a Organizations that do not follow SFAS 1 17 (ASC 958), check here P D
] and complete lines 30 through 34.
% 30 Capital stock or trust pnncipal, or current funds 30
£ 31 Paidn or capital surplus, or land, building, or equipment fund 31
4 |32 Retaned eamings, endowment, accumulated income, or other funds 32
Z 133 Total net assets or fund balances . 1,062,805.] a3 1,417,714,
34 Total liabilties and net assets/fund balances 1,073,735.] 34 1,707,384.
Form 990 (2014)
432011
11-07-14
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Form 990 (2014) Charcot-Marie-Tooth Association 22-2480896 page12

| Part XI| Reconciliation of Net Assets

Check If Schedule O contains a response or note to any line in this Part XI

]

© ONOOAEWOWN S

-
o

3,153,002.

2,798,093.

354,9009.

1,062,805.

0.

Total revenue (must equal Part VIiI, column (A), line 12) 1
Total expenses (must equal Part I1X, column (A), line 25) 2
Revenue less expenses. Subtract line 2 from line 1 3
Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) 4
Net unrealized gains (losses) on investments 5
Donated services and use of facilities 6
Investment expenses 7
Prnior penod adjustments R X 8
Other changes in net assets or fund balances (explain in Schedule O) 9
Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, ine 33,

column (B)) . R 10

1,417,714.

[ Part Xl Financial Statements and Reporting

Check if Schedule O contains a response or note to any ine in this Part Xil

x]

2a

3a

Accounting method used to prepare the Form 990: [ Cash IXI Accrual :] Cther

If the organization changed its method of accounting from a prior year or checked "Other,” explain in Schedule O
Were the organization’s financial statements compiled or reviewed by an independent accountant?

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:

1] Separate basis E:] Consolidated basis [ Both consolidated and separate basis
Were the organization’s financial statements audited by an independent accountant?

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

X1 Separate basis D Consolidated basis 1] Both consolidated and separate basis

If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audtt,
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.
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-133? .
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 descnbe any steps taken to undergo such audits

Yes| No

2¢ X

3a X

3b

432012

11-07-14
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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 20 1 4

4947(a)(1) nonexempt charitable trust.
P> Attach to Form 990 or Form 990-EZ.

Name of the organization

Charcot-Marie-Tooth Association

OMB No 1545-0047

Open to Public

P> Information about Schedule A (Form 990 or 990-EZ) and its instructions is at www.Irs.qgov/form990. Inspection

Employer identification number

22-2480896

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

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

A church, convention of churches, or association of churches described in section 170({b)(1)(A)(i).
A school descrnbed in section 170(b){1)(A)(ii). (Attach Schedule E.)
A hosprtal or a cooperative hospital service organization descnbed in section 170{b){ 1)(A}{iii).

A medical research organization operated in conjunction with a hospital descnbed in section 170(b)(1){(A)(iii). Enter the hosprtal's name,

S WN -

city, and state:

%0 00 O

An organization operated for the benefit of a college or university owned or operated by a governmental unit descnbed in

section 170(b)(1)(A)(iv). (Complete Part Il )

A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v)-

An organization that normally receives a substantial part of its support from a governmental unit or from the general public descnbed in
section 170(b)(1)(A)(vi). (Complete Part I} )

A community trust described in section 170(b)( 1){A)(vi). (Complete Part Il )
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from

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

1

more publicly supported organizations descnbed in section 509(a)(1) or section 509(a)(2). See section 509(a}(3). Check the box in
ines 11a through 11d that describes the type of supporting organization and complete lines 11e, 111, and 11g.

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

b ] Type ll. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s) You must complete Part IV, Sections A and C.

c I:] Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, andE.

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

e [ Check this box If the organization received a wntten determination from the IRS that it 1s a Type |, Type lI, Type Il
functionally integrated, or Type lll non-functionally integrated supporting organization.

f Enter the number of supported organizations

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

L ]

(1) Name of supported {ii) EIN (iii) Type of orgarization )v) Is the organization| (v) Amount of monetary {vi) Amount of
K listed in your
organization (described on lines 1-9 support (see other support (see
overning document?
above or IRC section {3 9 Instructions) Instructions)
(see instructions)) Yes No

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for

Form 990 or 990-EZ. 432021 09-17-14
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(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 listed below, please complete Part lll.)

Section A. Public Support
Calendar year (or fiscal year beginning in) > (a) 2010 _(b) 2011 (c) 2012 (d) 2013 (e) 2014 {f) Total

1 Gifts, grants, contnbutions, and
membership fees received. (Do not
include any "unusual grants “)

2 Tax revenues levied for the organ-
1zation's benefit and either paid to
or expended on its behalf .

3 The value of services or facilities
furmished by a governmental untt to
the organization without charge

4 Total. Add lines 1 through 3

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

6 Public support. Subtract line 5 from tine 4
Section B. Total Support
Calendar year (or fiscal year beginning in) > (a) 2010 {b) 2011 (c) 2012 (d) 2013 (e) 2014 {f) Total

7 Amounts from line 4

8 Gross income from interest,

dividends, payments received on
securities loans, rents, royalties
and income from similar sources

9 Net income from unrelated business

activities, whether or not the
business i1s regularly carned on

10 Other income. Do not include gain
or loss from the sale of caprtal
assets (Explain in Part VI.}

11 Total support. Add lines 7 through 10

12 Gross receipts from related activities, etc (see instructions) . 12 I
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(c)(3)
organization, check this box and stop here X X i . i ZD
Section C. Computation of Public Support Percentage
14 Public support percentage for 2014 (ine 6, column (f) divided by line 11, column (f)) 14 %
15 Public support percentage from 2013 Schedule A, Part |l, ine 14 15 %
16a 33 1/3% support test - 2014. If the organization did not check the box on line 13 and line 14.s 33 1/3% or more, check this box and
stop here. The organization qualfies as a publicly supported organization > :I
b 33 1/3% support test - 2013. If the organization did not check a box on line 13 or 163, and line 15 1s 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization > I:]

17a 10% -tacts-and-circumstances test - 2014. If the organization did not check a box on I|ne 13, 16a, or 16b, and Iine 14 is 10% or more,
and if the organization meets the “facts-and-circumstances" test, check this box and stop here. Explan in Part VI how the organization
meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported organization » l:l
b 10% -facts-and-circumstances test - 2013. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 151s 10% or
more, and If the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part VI how the

organization meets the “facts-and-circumstances® test. The organization qualifies as a publicly supported organization > D
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 . » D

Schedule A (Form 990 or 990-EZ) 2014

432022
09-17-14
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22-2480896 Pages

(Complete only if you checked the box on line 9 of Part | or if the organization failed to qualify under Part Il If the organization fails to
qualify under the tests listed below, please complete Part I1.)

Section A. Public Support

Calendar year (or fiscal year beginning in) p»
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.®)
2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilties furnished in

any activity that is related to the
organization's tax-exempt purpose

3 Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513

4 Tax revenues levied for the organ-
1zation’s benefit and either paid to
or expended on its behalf

5§ The value of services or facilties
furnished by a governmental untt to
the organization without charge

6 Total. Add ines 1 through 5

7a Amounts included on lines 1, 2, and

3 received from disqualified persons

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 for the year

¢ Add lines 7a and 7b X
8 Public support i ng §)

(a) 2010

(b) 2011

(c) 2012

(d) 2013

(e) 2014

(f) Total

479, 246.

1,137,223,

896,651.

1,114,359,

2,361,672,

5,989,151,

737,852.

563,260.

911, 366.

958, 215.

944,580.

4,115,273,

1,217,098,

1,700,483,

1,808,017,

2,072,574,

3,306,252,

10,104,424,

0.

0.

0.

10,104,424,

Section B. Total Support

Calendar year (or fiscal year beginning in) p»

9 Amounts from line 6
10a Gross income from interest,
dwidends, payments received on
securnties loans, rents, royaltties
and income from 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 business
activities not included in line 10b,
whether or not the business is
regularly carned on i

12 Other income. Do not include gain
or loss from the sale of caprtal
assets (Explan in Part V1)

13 Total support. (acd nes 9, 10c, 11,and 12)

{a) 2010

{b) 2011

(c) 2012

(d) 2013

(e) 2014

(f) Total

1,217,098,

1,700,483,

1,808,017,

2,072,574,

3,306,252,

10,104,424,

2,057.

1,290.

1,778.

2,165.

2,615.

9,9050

2,057.

1,290.

1,778.

2,165.

2,615.

9,905.

1,219,155,

1,701,773,

1,809,795.

2,074,739,

3,308,867,

10,114,329,

14 First five years. If the Form 990 1s for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

check this box and stop here

> ]

Section C. Computation of Public Support- Percehtage

15 Public support percentage for 2014 (lne 8, column (f) divided by line 13, column (f})
16__Public support percentage from 2013 Schedule A, Part 1ll, line 15

15

99.90

16

99.84

Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2014 (line 10c, column (f) divided by line 13, column (f))
18 Investment income percentage from 2013 Schedule A, Part ll}, line 17 . .
19a 33 1/3% support tests - 2014. If the organization did not check the box on line 14, and line 15 1s more than 33 1/3%, and line 17 1s not
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 - 2013. If the organization did not check a box on line 14 or line 19a, and hne 16 1s more than 33 1/3%, and
line 18 1s not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

17

.10 o

18

.16 o

»Xl
»[_]

> ]

Schedule A (Form 990 or 990-EZ) 2014

20 Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions
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Schedule A (Form 990 or 990E2) 2014 Charcot-Marie-Tooth Association 22-2480896 Pages
Supporting Organizations

(Complete only if you checked a box on line 11 of Part I. If you checked 11a of Part |, complete Sections A

and B. If you checked 11b of Part |, complete Sections A and C. If you checked 11c of Part |, complete

Sections A, D, and E. If you checked 11d of Part |, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations

Yes | No

1 Are all of the organization’s supported organizations listed by name in the organization's governing
documents? /f *No" descnbe in pary yy how the supported organizations are designated If designated by
class or purpose, descnbe the designation If histonc and continuing relationship, explaim. 1
2 Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)? If *Yes, " explain in pgry yj how the organization determined that the supported
organization was described in section 509(a)(1) or (2) 2
" 3a Did the organization have a supported organization descnbed in section 501(c)(4), (5), or (6)? If "Yes, " answer
| (b) and (c) below 3a
b Did the organization confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? /f "Yes, " describe in pgr \yy when and how the
organization made the deterrmination. 3b
Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)
(B) purposes? If "Yes," explain in pgp \j What controls the organization put in place to ensure such use 3c
4a Was any supported organization not organized in the United States ("foreign supported organization")? /f
"Yes" and if you checked 11a or 11b in Part I, answer (b) and (c) below. 4a
b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? /f "Yes, ® describe in Part VI how the organization had such control and discretion
despite being controlied or supervised by or in connection with its supported organizations 4b
c Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or (2)? /f "Yes, ® explain in pgrt \ what controls the organization used
to ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B)
purposes. 4c
5a Did the organization add, substitute, or remove any supported organizations during the tax year? /f "Yes,*
answer (b) and (c) below (if applicable) Also, provide detall In pgpt v, lnc/uc\jlng (i) the names and EIN
numbers of the supported organizations added, substituted, or removed, (i) the reasons for each such action,
(i) the authonty under the organization's organizing document authonzing such action, and (i) how the action
was accomplished (such as by amendment to the organizing document) 5a
b Type |l or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization's organizing document? 5b
¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control? 5¢
6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than (a) ts supported organizations; (b) individuals that are part of the chartable class
benefited by one or more of its supported organizations; or (c) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? /f “Yes, " provide detail in
Part V1. 6
7 Did the organzation provide a grant, loan, compensation, or other similar payment to a substantial
contributor (defined in IRC 4958(c)(3)(C)), a family member of a substantial contributor, or a 35-percent
controlled entity with regard to a substantial contnbutor? /f "Yes," complete Part | of Schedule L (Form 990). 7
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not descnbed in line 7?
If "Yes, " complete Part | of Schedule L (Form 990) 8
9a Was the organization controlled directly or indirectly at any time dunng the tax year by one or more
| disqualified persons as defined in section 4946 (other than foundation managers and organizations descrnbed
in section 509(a)(1) or (2))? /f "Yes, * provide detail in pgpt 1. 9a
b Did one or more disqualified persons (as defined in ine 9(a)} hold a controlling interest in any entity in which
| the supporting organization had an interest? If *Yes," provide detail in pgr v, gb
| ¢ Did a disqualified person (as defined in line 9(a)) have an ownership interest in, or derive any personal benefit
\ from, assets In which the supporting organization also had an interest? /f *Yes, " provide detail n pgrt vy, 9¢
10a Was the organization subject to the excess business holdings rules of IRC 4943 because of IRC 4943(f)
(regarding certain Type |l supporting organizations, and all Type IIl non-functionally integrated supporting
organizations)? /f *Yes," answer (b) below 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings ) 10b

432024 09-17-14 Schedule A (Form 990 or 990-EZ) 2014
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Schedule A (Form 990 or 990.E7) 2014 Charcot-Marie-Tooth Association 22-2480896 pages

[Part V] Supporting Organizations oniinieq)

Yes

No

11 Has the organization accepted a gift or contnbution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons descnbed in (b) and (c)
below, the goveming body of a supported organization? 11a

b A family member of a person descrbed in (a) above? 11b

¢ A35% controlled entity of a person descnbed in (a) or (b) above?/f *Yes" to a, b, or ¢, provide detail in part v i1c

Section B. Type | Supporting Organizations

Yes

No

1 D the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization’s directors or trustees at all times during the
tax year? /If "No, " describe in pgpp s how the supported organization(s) effectively operated, supervised, or
controlled the organization's activities. If the organization had more than one supported organization,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what condrtions or restnctions, If any, applied to such powers dunng the tax year. 1

2 Dd the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? /f *Yes, ® explain in
Part V] how providing such benefit carred out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization 2

Section C. Type |l Supporting Organizations

Yes

No

1 Were a majonity of the organization’s directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization’s supported organization(s)? /f *No, " describe in pgry vy how control
or management of the supporting organization was vested in the same persons that controlled or managed
the supported organization(s) 1

Section D. Type lIt Supporting Organizations

Yes

No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
organization’s tax year, (1) a written notice describing the type and amount of support provided during the prior tax
year, (2) a copy of the Form 990 that was most recently filed as of the date of notification, and (3) copies of the
organization's governing documents in effect on the date of notification, to the extent not previously provided? 1

2 Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (1) serving on the governing body of a supported organization? /f *No," explain in pgrp yj how
the organization maintained a close and continuous working relationship with the supported organization(s) 2

3 By reason of the relationship described in (2), did the organization's supported organizations have a
significant voice in the orgamzation's investment policies and in directing the use of the organization's
income or assets at all times during the tax year? /f "Yes,* describe in par 7 the role the organization's

supported organizations played in this regard 3

Section E. Type llI Functionally-Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test dunng the yearsegg Instructions):
a [_1The organization satisfied the Activities Test. Complete jjng 2 below.
b l:' The organization Is the parent of each of its supported organizations Complete j,g 3 below
c D The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions,

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

Yes

No

a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization(s) to which the organization was responsive? /f "Yes, " then n pgpp i Identity
those supportad organizations and explain how these actwities directly furthered their exempt purposes,
how the organization was responsive to those supported organizations, and how the organization determined
that these activities constrtuted substantially all of its activities 2a

b Did the activities descnbed in (a) constitute activities that, but for the organization’s involvement, one or more
of the organization’s supported organization(s) would have been engaged in? /f "Yes, " explan in pgr \p the
reasons for the organization's position that its supported organization(s) would have engaged in these
activities but for the organization's involvement. 2h

3 Parent of Supported Organizations. Answer (a) and (b) below.
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or
trustees of each of the supported organizations? Provide details in part 1. 3a

b Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each

of its supported organizations? If "Yes," descnbe in pgt 7 the role played by the organization in this regard 3b

432025 08-17-14 Schedule A (Form 990 or 990-EZ) 2014
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Schedule A (Form 990 or 990-E7) 2014 Charcot-Marie-Tooth

Association 22-2480896 pages

] Part V Type 11l Non-Functionally Integrated 509{a)(3) Supporting Organizations

1 Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970. See instructions. All
other Type 1ll non-functionally integrated supporting organizations must complete Sections A through E.

Section A - Adjusted Net Income

(B) Current Year

(A) Prior Year R
(optional)

Net short-term capital gain

Recoveries of pnor-year distnbutions

Other gross income (see instructions)

Add hines 1 through 3

Depreciation and depletion

Qb |W|N[=

OO |d DN |-

Portion of operating expenses paid or incurred for production or
collection of gross iIncome or for management, conservation, or
maintenance of property held for production of income (see instructions)

7 Other expenses (see instructions)

~

8 Adjusted Net Income (subtract lines 5, 6 and 7 from fine 4)

Section B - Minimum Asset Amount

(B) Current Year

(A) Prior Year .
(optional)

1 Aggregate far market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of year):

Average monthly value of securities

ja

Average monthly cash balances

1b

Fair market value of other non-exempt-use assets

1c

Total (add lines 13, 1b, and 1c)

id

o |a|0 o |

Discount claimed for blockage or other
factors (explain in detal in Part VI)

2 Acquisition indebtedness applicable to non-exempt-use assets

[

Subtract line 2 from hne 1d

W

H

see instructions)

Cash deemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,

Net value of non-exempt-use assets (subtract line 4 from line 3)

Multiply ine 5 by .035

Recoveries of prior-year distributions

O IN|O |

Minimum Asset Amount (add line 7 to line 6)

® N[O |0 |

Section C - Distributable Amount

Current Year

Adjusted net income for prior year (from Section A, line 8, Column A)

Enter 85% of ine 1

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

Enter greater of ine 2 or line 3

Income tax imposed in prior year

Qb0 |-

DN D[N [

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

6

~

instructions).

Check here if the current year 1s the organization’s first as a non-functionally-integrated Type lll supporting organization (see

432026
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Schedule A (Form 990 or 990-E2) 2014 Charcot-Marie-Tooth Association 22-2480896 Page7_
|PartV T Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations /~ontinued)
Section D - Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts paid to perform actvity that directly furthers exempt purposes of supported
organizations, in excess of income from activity
Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets
Qualified set-aside amounts (pnor IRS approval required)
Other distnbutions (descnbe in Part VI). See instructions.
Total annual distributions. Add lines 1 through 6.
Distributions to attentive supported organizations to which the organization 1s responsive
(provide details in Part V). See instructions.
9 Distributable amount for 2014 from Section C, line 6
10 Line 8 amount divided by Line 9 amount

(N[O [ |W

0] (ii) iii)
Excess Distributions Underdistributions Distributable

Section E - Distribution Allocations (see instructions
' I { ) Pre-2014 Amount for 2014

1 Distributable amount for 2014 from Section C, line 6

2 Underdistnbutions, If any, for years prior to 2014
(reasonable cause required-see instructions)

3 Excess distnbutions carryover, If any, to 2014:

From 2013
Total of lines 3a through e

9 Applied to underdistnbutions of prior years

h Applied to 2014 distnbutable amount

i Carryover from 2009 not applied (see instructions)
~_j Remainder Subtract ines 3g, 3h, and 3 from 3f

4 Distributions for 2014 from Section D,
line 7: $

a Applied to underdistnbutions of prior years
b Applied to 2014 distnbutable amount
¢ Remainder Subtract lines 4a and 4b from 4.

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

6 Remaining underdistributions for 2014. Subtract ines 3h

and 4b from line 1 (if amount greater than zero, see

a
b
c
d
e
f

instructions).
7 Excess distributions carryover to 2015. Add lines 3]
and 4c.
8 Breakdown of line 7:
a
| b
[
d Excess from 2013
e Excess from 2014
Schedule A (Form 990 or 990-EZ) 2014
432027
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Schedule A (Form 990 or 990-E2) 2014 Charcot-Marie-Tooth Association 22-2480896 pages
| Part VI l Supplemental Information. Provide the explanations required by Part I, line 10; Part Il, ine 17a or 17b; and Part Il line 12,
Also complete this part for any additional information (See instructions).

432028 09-17-14 Schedule A (Form 990 or 990-EZ) 2014
20

15150428 798215 CHARO0B896 2014.03040 Charcot-Marie-Tooth Associa CHAR0891



SCHEDULE C Political Campaign and Lobbying Activities OMB No 15450047
990-EZ
(Form 990 or ) For Organizations Exempt From Income Tax Under section 501(c) and section 527 20 1 4
: o rof th P Complete if the organization is described below. P> Attach to Form 990 or Form 990-EZ. Open to Public
e A e o= | > Information about Schedule C (Form 990 or 890-EZ) and its instructions is at www.Irs.gov/form990. TnSpectionl

If the organization answered "Yes," to Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then
® Section 501(c)(3) organizations Complete Parts |-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 |-B
® Section 527 organizations: Complete Part I-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
® Section 501(c)(3) orgamizations that have NOT filed Form 5768 (election under section 501(h)) Complete Part 1-B. Do not complete Part 11-A.
If the organization answered "Yes," to Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions) or Form 990-EZ, Part V, line 35¢ (Proxy
Tax) (see separate instructions), then
® Section 501(c)(4), (5), or (6) organizations: Complete Part lll.
Name of organization Employer identification number

Charcot-Marie-Tooth Association 22-2480896
[PartI-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 political campaign activities in Part IV
2 Political expenditures o >3
3 Volunteer hours

|Part I-B| Complete if the organization is exempt under section 501(c)(3).
1 Enter the amount of any excise tax incurred by the organization under section 4955 >3
2 Enter the amount of any excise tax incurred by organization managers under section 4955 | 2K
3 |If the organization incurred a section 4955 tax, did it file Form 4720 for this year? . I ves L_INo
4a Was a correction made? . C1ves [:‘ No
b If "Yes," describe in Part IV
art I- omplete It the organization is exempt under section c), except section C
1 Enter the amount directly expended by the filing organization for section 527 exempt function activities | K
2 Enter the amount of the filing organization's funds contributed to other organizations for section 527
exempt function activities | 3
3 Total exempt function expenditures. Add lines 1 and 2 Enter here and on Form 1120-POL,
line 17b >3
4 Did the filing organization file Form 1120-POL for this year? X L Ives [_INo
5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which the filing organization
made payments For each organization listed, enter the amount paid from the filing organization’s funds. Also enter the amount of political
contnibutions received that were promptly and directly delivered to a separate political organization, such as a separate segregated fund or a
political action committee (PAC). !f additional space is needed, provide information in Part IV.

(a) Name {b) Address (c) EIN {d) Amount paid from (e) Amount of poltical
filng organization’s contnbutions received and
funds If none, enter -0-. promptly and diectly

delivered to a separate
political organzation.
If none, enter -0-.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule C (Form 990 or 990-EZ) 2014
LHA
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Schedule C (Form 990 or 990-£2 2014 Charcot-Marie-Tooth Association 22-2480896 page2
. omplete | b8 (election under
section 501(h)).

A Check P [__] ifthe filng organization belongs to an affiliated group (and list in Part IV each affiliated group member's name, address, EIN,
expenses, and share of excess lobbying expenditures).
B Check P D if the filng organmization checked box A and "iimited control* provisions apply.

Limit§ on Lobbying Expenditure_s ) or g(:rllzlah:gn's (b) Afﬁ{?::g group
(The term “expenditures" means amounts paid or incurred.) totals
1a Total lobbying expenditures to influence public opinion (grass roots lobbying)
b Total lobbying expenditures to influence a legisiative body (direct lobbying) X 26,250.
¢ Total lobbying expendrtures (add lines 1a and 1b) ) 26,250.
d Other exempt purpose expenditures 12,359,982,
e Total exempt purpose expendrtures (add lines 1c and 1d) 2,386,232.
f Lobbying nontaxable amount. Enter the amount from the following table in both columns. 269,312.
It 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.
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000
QOver $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) 67,328.
h Subtract line 1g from line 1a. If zero or less, enter -0- 0.
i Subtract line 1f from line 1¢. If zero or less, enter -0- . 0.
j If there 1s an amount other than zero on etther line 1h or ine 1i, did the organization file Form 4720
reporting section 4911 tax for this year? L [ ves L I 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 separate instructions for lines 2a through 2f.)
Lobbying Expenditures During 4-Year Averaging Period
(orfméngZIfi;ijzgmgin) (a) 2011 (b) 2012 (c) 2013 (d)2014 (e) Tota
2a Lobbyingnontaxableamount 194,132. 177,898- 232,000. 269,312. 873,342.
b Lobbying ceiling amount
{(150% of line 2a, column(e)) 1,310,013.
c_Total lobbying expendrtures 32,108. 18,475. 26,250. 76,833.
d Grassroots nontaxable amount 48,533. 44,475, 58,000. 67,328. 218,336.
e Grassroots celling amount
{150% of line 2d, column (g)) 327,504.
f _Grassroots lobbying expendrures

Schedule C (Form 990 or 990-EZ) 2014
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2014 Charcot-Marie-Tooth Association 22-2480896 Ppages
omplete if the organization is exempt under section iled Form 5768
(election under section 501(h)).

For each "Yes," response to lines 1a through 11 below, provide in Part IV a detailed descnption (a) (b}
of the lobbying activity

Yes No Amount

1 Dunng the year, did the filing organization attempt to influence foreign, national, state or
local legislation, including any attempt to influence public opinton on a legislative matter
or referendum, through the use of:
Volunteers? .
Paid staff or management (include compensation in expenses reported on lines 1¢ through 1i)?
Media advertisements? X
Mailings to members, legislators, or the public?
Publications, or published or broadcast statements?
Grants to other organizations for lobbying purposes?
Direct contact with legislators, their staffs, govermnment officials, or a legislative body?
Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?
i Other activities?
j Total Add lines 1c through 11
2a Did the activities In line 1 cause the organization to be not descrlbed in section 501(c)(3)?
b If "Yes," enter the amount of any tax incurred under section 4912
¢ 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?
|Part III-A| Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).

T -0 0 U o

Yes No

1 Were substantially all (90% or more) dues received nondeductible by members? . R 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? R
3 Did the organmization agree to carry over Iobbymg_nd political expendrures from the prior year? 3
_ Complete if the organization is exempt under section 501(c)(4), section 501 (c)(5), or section
501(c)(6) and if either (a) BOTH Part llI-A, lines 1 and 2, are answered "No," OR (b) Part llI-A, line 3, is
answered "Yes."
1 Dues, assessments and similar amounts from members 1

2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political
expenses for which the section 527(f) tax was paid).

a Current year . i . 2a
b Carryover from last year i . 2b
¢ Total i . . 2c
3 Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(g) dues . 3

4 If notices were sent and the amount on line 2c 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? | R R 4
Taxable amount of lobbying and polttical expenditures (see instructions) 5

Part IV | Supplemental Information
Provide the descnptions required for Part I-A, ine 1; Part I-B, line 4, Part |-C, line 5; Part II-A (affilated group list); Part II-A, lines 1 and 2 (see
nstructions); and Part II-B, line 1 Also, complete this part for any additional information

Schedule C (Form 990 or 990-EZ) 2014
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. - OMB No 1545-0047

SCHEDULE D Supplemental Financial Statements

(Form 990) » Complete if the organization answered "Yes" to Form 990, 20 1 4
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b. .

Department of the Treasury P> Attach to Form 990. Open to Public

internal Revenue Service P> Information about Schedule D (Form 990) and its instructions is at woww Irs. gav/formaQ0 Inspection

Name of the organization Employer identification number

Charcot-Marie-Tooth Association 22-2480896

I Part | [ Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.Complete if the
organization answered “Yes" to Form 990, Part 1V, line 6.

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

Total number at end of year

Aggregate value of contnbutions to (during year)
Aggregate value of grants from (dunng year)
Aggregate value at end of year

Did the organization inform all donors and donor advisors In writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal control? . D Yes D No
6 Dud the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only

for chanitable purposes and not for the benefit of the donor or donor adwisor, or for any other purpose confernng

impermissible private benefit? R X . [—_—l Yes |:] No
l 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 education) I:I Preservation of a histoncally important land area
Protection of natural habitat D Preservation of a certified historic structure
D Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contnbution in the form of a conservation easement on the last
day of the tax year.

O ON <

Held at the End of the Tax Year

a Total number of conservation easements . 2a
b Total acreage restricted by conservation easements 2h
¢ Number of conservation easements on a certified historic structure included in (a) 2c
d Number of conservation easements included in (¢) acquired after 8/17/06, and not on a historic structure

listed in the National Register i 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization dunng the tax
year p

4 Number of states where property subject to conservation easement is located P

5 Does the organization have a written policy regarding the pernodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? [:l Yes ':] No

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

7 Amount of expenses incurred in monitoring, inspecting, and enforcing conservation easements during the year p» $

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)()
and section 170(h)(4)(B)(1)? _ Clves [Ino

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

[PartliT] 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 [f the organization elected, as permitted under SFAS 116 (ASC 958}, not to report in its revenue statement and balance sheet works of art,
hustoncal treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part X,
the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art, histoncal
treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the following amounts
relating to these tems
(i) Revenue included in Form 990, Part ViI, hine 1 . i » %
(ii) Assets included in Form 990, Part X . . ) > 3

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

a Revenue included in Form 990, Part VI, line 1 . . > 3
b Assets included in Form 990, Part X } > $
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2014
0114
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Schedule D (Form 990) 2014 Charcot-Marie-Tooth Association 22-2480896 page2
[Part Hl' | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)
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 exhibrtion d ] Loan or exchange programs
b |:] Scholarly research . e D Other
c Preservation for future generations

4 Provide a description of the organization’s collections and explain how they further the organization’s exempt purpose in Part Xili.
5 Dunng the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection? . D Yes D No

I Part IV l 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 Is the organization an agent, trustee, custodian or other intermediary for contnbutions or other assets not included

on Form 990, Part X? . . D Yes [:' No
b If "Yes," explamn the arrangement in Part Xlll and complete the following table:

Amount

Beginning balance . . . 1c
Addrtions dunng the year i 1d
Distributions dunng the year i R 1e
Ending balance . . ) . . 1if
2a Did the organization include an amount on Form 980, Part X, line 21, for escrow or custodial account liability? LI Yes [_J No
b _If "Yes " explain the arrangement in Part Xlll_Check here if the explanation has been provided in Part XIII X
[Part V | Endowment Funds. Complete if the organization answered *Yes* to Form 990, Part IV, line 10
(a) Current year (b) Prior year (c) Two years back | (d) Three years back | (e) Four years back

-0 ao

1a Beginning of year balance
Contributions
Net investment eamings, gains, and losses
Grants or scholarships
Other expenditures for facilities
and programs
Administrative expenses
g End of year balance
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment P> %
b Permanent endowment p» %
¢ Temporanly restricted endowment P> %
The percentages in lines 2a, 2b, and 2c should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and admrnistered for the organization
by: Yes | No
(i) unrelated organizations i 3a(i)
(ii) retated organizations X . 3alii)
b If "Yes" to 3a(n), are the related organizations listed as required on Schedule R? 3b
4 Descnbe in Part Xill the intended uses of the organization's endowment funds.
[Part VI_]Land, Buildings, and Equipment.
Complete if the organization answered “Yes" to Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

Descnption of property (a) Cost or other (b) Cost or other (e) Accumulated (d) Book value
basis (iInvestment) basis (other) depreciation

[ 20 - S+ I -

-

1a Land
b Buildings X
¢ Leasehold mprovements
d Equipment X X
e Other . 162,636. 155,175. 7,461.
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), lne 10c) _ ] » 7,461.
Schedule D (Form 990) 2014
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Schedule D (Form 990) 2014 Charcot-Marie-Tooth Association 22-2480896 page3
- Investments - Other Securities.

Complete if the organization answered "Yes" to Form 9380, Part [V, line 11b. See Form 990, Part X, line 12
(a) Description of security or catégory nciuding name of secunty) (b) Book value (c) Method of valuation: Cost or end-of-year market value
(1) Financial denvatives
(2) Closely-held equity interests
(3) Other
_(A)
8)
©)
(D)
)
()
Q)
(H)
Total. (Col. (b) must equal Form 990, Part X, col. (B) line 12.) >
] Part VIli] Investments - Program Related.
Complete if the organization answered “Yes" to Form 830, Part IV, Iine 11c. See Form 990, Part X, Iine 13.
(a) Description of investment (b) Book value (c) Method of valuation: Cost or end-of-year market value

)

@)

3)

@)

(5

(6)

7)

8

)
Total. (Col. (b) must equal Form 990, Part X, col. (B) Iine 13.) >
] Part IX| Other Assets.

Complete if the organization answered "Yes" to Form 990, Part IV, line 11d See Form 990, Part X, line 15.

(a) Description (b) Book value
()
2
3)
)
(5)
(6)
{7)
{8)
)
Total. (Column (b) must equal Form 990, Part X, col (B) ine 15) X . 2

[Part X ] Other Liabilities.
Complete if the organization answered "Yes" to Form 990, Part IV, line 11e or 11f See Form 990, Part X, line 25.
1. (a) Descnption of liability (b) Book value
~ (1) Federal ncome taxes
2
3)
)
{5)
(6)
_(
_©8
)
Total. (Column (b) must equal Form 990, Part X, col (B) ine 25) | 3
2. Liabilty for uncertain tax positions. In Part Xlll, provide the text of the footnote to the organization’s financial statements that reports the
organization's hability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided tn Part Xl D
Schedule D (Form 990) 2014
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Schedule D (Form 930) 2014 Charcot-Marie-Tooth Association 22-2480896 paged
]Part Xl | Reconciliation of Revenue per Audited Financial Statements With Revenue per Retum.
Complete if the organization answered "Yes" to Form 990, Part IV, line 12a.
1 Total revenue, gains, and other support per audited financial statements . 1 3,153,002.
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Net unreatized gains (losses) on investments 2a

b Donated services and use of facilities . 2b

¢ Recoveries of pnor year grants L . 2c

d Other (Describe in Part XIil ) X . i 2d

e Add lines 2a through 2d i 2e 0.
3 Subtract line 2e from line 1 ) ) ) ) 3 3,153,002.
4 Amounts included on Form 990, Part Vill, ine 12, but not on fine 1:

a Investment expenses not included on Form 990, Part VIii, line 7b 4a

b Other (Describe in Part XIll.) X 4b

¢ Add lnes 4a and 4b ] 4c 0.
5 _ Total revenue, Add lines 3 and 4c. (This must equal Form 990, F Part/ line 12.) 5 3,153,002.

xpenses 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 2,798,093.

2 Amounts Included on line 1 but not on Form 990, Part IX, ine 25:

a Donated services and use of facilities . 2a

b Pnor year adjustments 2b

¢ Other losses . i 2¢c

d Other (Describe in Part XIIl.) 2d

e Add lines 2a through 2d . 2e 0.
3 Subtract line 2e from line 1 3 2,798,093.
4 Amounts included on Form 990, Part iX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part Vill, line 7b . 4a

b Other (Describe In Part XIll.) i 4b

¢ Add lines 4a and 4b 4c 0.

(3}

Total expenses Add lines 3 and 4¢. (This must equal Form 990, Part/ line 18) 2,798,093.
] Part XIII| Supplemental Information.

Provide the descnptions required for Part |1, ines 3, 5, and 9; Part |ll, ines 1a and 4, Part IV, ines 1b and 2b; Part V, line 4; Part X, line 2; Part XI,
lines 2d and 4b; and Part Xil, lines 2d and 4b. Also complete this part to provide any additional information.

To0114 Schedule D (Form 990) 2014
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SCHEDULEF Statement of Activities Outside the United States !
(Form 990) P> Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16. 20 14
Department of the Treasury P> Attach to Form 990. Open to Public
Intemnal Revenue Service P> Information about Schedule F (Form 990) and its instructions is at www.irs.qov/form990, Inspection
Name of the organization Employer identification number
Charcot-Marie-Tooth Association 22-2480896

| Part| | General Information on Activities Outside the United States. Complete if the organization answered *Yes" on
Form 990, Part IV, line 14b.
1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees' eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? [ Yes No

2 For grantmakers. Describe in Part V the organization’s procedures for monitoring the use of its grants and other assistance outside the
Unrted States.

3 Activities per Region (The following Part |, line 3 table can be duplicated if addrtional space 1s needed.)

(a) Region (b) Number of | (c) Number of | (d) Activities conducted in region (e) If activity listed in (d) (f) Totat
\ offices employees, | (by type) (e.g., fundraising, program IS a program service, expendtures
‘ agents, and A for and
| in the region | independent servnc;es, mvestmel.'\ts, grants to describe specific type Investments
\‘ C?r:‘ rfé‘;g?]fs recipients located in the region) of service(s) In region 1n region
|
|
|
|
|
‘ 3a Subtotal . 0 0 0.
\ b Total from continuation
| sheets to Part | 0 0 0.
! ¢ Totals (add lines 3a
| and3b) .. . 0 0 0.
} LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2014
|
| 082414
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Schedule F (Form 990) 2014 Charcot-Marie-Tooth Association 22-2480896 pages
a | Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? /f “Yes," the
organization may be required to file Form 926, Retum by a U S Transferor of Property to a Foreign
Corporation (see Instructions for Form 926) . ] |:] Yes [Xl No

2 Did the organization have an interest in a foreign trust dunng the tax year? /f “Yes," the organization
may be required to file Form 3520, Annual Return To Report Transactions With Foreign Trusts and
Receipt of Certamn Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign Trust With

a U.S. Owner (see Instructions for Forms 3520 and 3520-A, do not file with Form 990) . D Yes No
3 Did the organization have an ownership interest in a foreign corporation during the tax year? /f *Yes,"

the organization may be required to file Form 5471, Information Return of U S Persons With Respect To

Certain Foreign Corporations (see Instructions for Form 5471) o ] Yes [X' No

| 4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

qualified electing fund during the tax year? /f “Yes, " the organization may be required to file Form 8621,

Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund

(see Instructions for Form 8621) . R D Yes l)_Ll No

5 Did the organization have an ownership interest in a foreign partnership during the tax year? /f *Yes, *
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain

Foreign Partnerships (see Instructions for Form 8865) X . T Yes [X] No
6 Did the organization have any operations in or related to any boycotting countnes during the tax year? /f
*Yes, " the organization may be required to file Form 5713, international Boycott Report (see Instructions
for Form 5713, do not file with Form 990) . Cdves [XIno
Schedule F (Form 990) 2014
|
|
|
\
|
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Schedule F (Form990) 2014 Charcot-Marie-Tooth Association 22-2480896 pages_
[PartV | supplemental Information
Provide the information required by Part |, line 2 (monrtoring of funds); Part |, line 3, column (f) (accounting method; amounts of
investments vs. expendrtures per region), Part [l line 1 (accounting method); Part Ili (accounting method); and Part ili, column (c)
(estimated number of recipients), as applicable Also complete this part to provide any addtional information.

Part I, Line 2:

The Association requires, by contract, periodic progress reports on the

funded research. The contract also includes a full Research Plan with

Budget and Deliverables.

Part II, Column (d4d):

i Region: Europe

(d) Purpose of Grant: To analyze the therapeutic effect of intravenously

injected AT-MSC's on neuropathic changes on an animal model for CMTI1X.

Region: Europe

(d) Purpose of Grant: Research on preclinical drug testing in a

transgenic rat model aimed at developing diagnostic applications and/or a

‘ pharmacological treatment of CMT1A disease.

Region: Europe

(d) Purpose of Grant: To conduct experimental therapy trial with

Bortezomib and Carfilzomib in 1A rats.

432075 09-24-14 Schedule F (Form 990) 2014
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- SCHEDULE G OMB No 1545-0047

Supplemental Information Regarding Fundraising or Gaming Activities

(Form 990 or 990-£2) Complete if the organization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19, or if the 20 1 4
organization entered more than $15,000 on Form 990-EZ, line 6a.
Depariment of the Treasury P> Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revenue Service

P> Information about Schedule G (Form 990 or 990- Inspection

and its instructions is at

Name of the organization

Employer identification number
Charcot-Marie-Tooth Association 22-2480896

Fundraising Activities. Complete if the organization answered “Yes* to Form 980, Part IV, iine 17. Form 990-EZ filers are not
required to complete this part.

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

a [ Mail solicitations e D Solicitation of non-govermment grants
b D Internet and email soliciations f D Solicitation of government grants
c D Phone solicrtations g D Special fundraising events

d l:] In-person solicitations
2 a Did the organization have a wntten or oral agreement with any individual (including officers, directors, trustees or
key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? [:] Yes D 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.

iii) 0wd v) Amount paid " .
(i) Name and address of individual o h(m raser | (iv) Gross receipts tﬁ, 2or retaine% by) (vi) Amount paid
or entity (fundraiser) (§) Activity ot control from activity fundraiser to (or retained by)
contrbutions? listed in col (i) organization
Yes | No
Total . _»
3 List all states in which the organization is registered or licensed to solicit contributions or has been notified it 1s exempt from registration
or licensing.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2014
432081
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.Schedule G (Form 990 or 990-E2) 2014 Charcot-Marie-Tooth Association 22-2480896 page2
I Part [l | 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 6b. List events with gross receipts greater than $5,000.

CMT(;) E(\;eontl #; CMT(;) EI\\/]e;t #2 (c) Other events (d) Total events
but ing - LiviEvent 4 (add col. (a) through
° (event type) (event type) (total number) col. (c)
3
C
5|1 Grossrecepts _ 203, 499. 169,238. 235,226. 607,963.
2 Less: Contnbutions
3 Gross income (line 1 minus line 2) 203,499. 169, 238. 235,226. 607,963.
4 Cash pnzes
5 Noncash prizes
[/}
[
§_ 6 Rent/facility costs
d
8|7 Food and beverages
a8
| 8 Entertainment o
| 9 Other direct expenses . 93, 795. 51,168. 10,902. 155,865,
| 10 Direct expense summary Add lines 4 through 9 in column (d) ] > 155,865.
‘ 11 Net iIncome summary. Subtract line 10 from line 3, column (d) > 452,098.

l Part 1l | Gaming. Complete If the organization answered "Yes" to Form 990, Part IV, line 19, or reported more than
| $15,000 on Form 990-EZ, line 6a.

: (b) Pull tabs/instant (d) Total gaming (add
]
‘ 2 (a) Bingo bingo/progressive bingo () Other gaming col (a) through col. (c))
[
| 8
| o
: 1__ Gross revenue
o | 2 Cashpnzes
3
]
L%— 3 Noncash prizes
3 ;_‘3 4 Rent/facility costs
! 8
‘ 5 Other direct expenses .
‘ LI ves % |L_ Yes % Yes %
6 Volunteer labor :] No [ ] No D No

7 Direct expense summary. Add lines 2 through 5 in column (d)

8 _Net gaming income summary Subtract line 7 from line 1, column (d)

i 9 Enter the state(s) in which the organization conducts gaming activities
| a Is the organization licensed to conduct gaming activities in each of these states? R Ives L_INo
1 b If "No," explain:

; 10a Were any of the organization’'s gaming licenses revoked, suspended or terminated during the tax year? L lves [_INo
1 b If “Yes," explain:

432082 08-28-14 Schedule G (Form 990 or 990-EZ) 2014
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. Schedule G (Form 990 or 990-E2) 2014 Charcot-Marie-Tooth Association 22-2480896

Page 3
11 Does the organization conduct gaming activities with nonmembers? L1 Yes dﬁ
12 Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnershrp or other entity formed
to administer chantable gaming? X [:] Yes ':] No
13 Indicate the percentage of gaming activity conducted n:
a The organization's faciity . . 13a %
b An outside facility 13b %

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

Name P>
Address P>
15a Does the organization have a contract with a third party from whom the organization receives gaming revenue? ] Yes [ ] No
b If "Yes," enter the amount of gaming revenue received by the organization P $ and the amount

of gaming revenue retained by the third party > $
c If “Yes," enter name and address of the third party’

Name P>

Address P>

16 Gaming manager information:

Name P>

Gaming manager compensation p $

Description of services provided P>

|:| Director/officer :' Employee E] Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make charitable distnbutions from the gaming proceeds to
retain the state gaming license? l:l Yes I:] No
b Enter the amount of distributions required under state law to be distnbuted to other exempt organizations or spent in the

organization’s own exempt activities during the tax year p» $
i Supplemental Information. Provide the explanations required by Part |, line 2b, columns (i) and (v), and Part IlI, ines 9, 9b, 10b, 15b,

15¢, 16, and 17b, as applicable. Also provide any additional information (see instructions).

432083 08-28-14 Schedule G (Form 990 or 990-EZ) 2014
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. Schedule G (Form 990 or 990-E7) Charcot-Marie-Tooth Association 22-2480896 pages
] Part IV | Supplemental Information (continued)

430084 Schedule G (Form 990 or 990-EZ)
05-01-14
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. Schedule | (Form 930) Charcot-Marie-Tooth Association 22-2480896 page2

art IV] Supplemental Information

genetically engineered to express coincidence reporters of secNIuc and

GFP to recapitulate expression of the PMP22 gene from its endogenous

locus.

Name of Organization or Government: PsychoGenics Inc.

(h) Purpose of Grant or Assistance: To produce HET animals to start

profiling of the CMT rat setting a base line of what a CMT1A and CMT2A

rat looks like.

Name of Organization or Government:

University of Iowa, Dept of Neurology, Carver College of Medicine

(h) Purpose of Grant or Assistance: To maintain a database of patients

afflicted with CMT in North America, "North America CMT Network".

Name of Organization or Government: University of Wisconsin, Madison

(h) Purpose of Grant or Assistance: To create a robust human Schwann

cell culture system in which PMP22 expression can be stably and

effectively measured and quantitated for use in the field.

Name of Organization or Government: Johns Hopkins University

(h) Purpose of Grant or Assistance: To characterize and validate

approaches that lead to efficient differentiation of Schwann cells from

human induced pluirpotent stem cells.
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. SCHEDULE J Compensation Information

{(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest

Compensated Employees
P Complete if the organization answered "Yes" on Form 990, Part IV, line 23.

OMB No 1545-0047

2014

Department of the Treasury P> Attach to Form 990. Open to Public
internal Revenue Service P Information about Schedule J (Form 990) and its instructions is at www Irs gov/formQ90 Inspection
Name of the organization Employer identification number
_ ____Charcot-Marie-Tooth Association 22-2480896
F’art I | Questions Regarding Compensation
Yes | No
ta Check the appropriate box(es) if the organization provided any of the following to or for a person listed in Form 980,
Part Vil, Section A, line 1a. Complete Part Il to provide any relevant information regarding these tems.
Firstclass or charter trave! Housing allowance or residence for personal use
Travel for companions Payments for business use of personal residence
Tax indemnification and gross-up payments Health or social club dues or inttiation fees
D Discretionary spending account |:| Personal services (e.g., maid, chauffeur, chef)
b If any of the boxes on Iine 1a are checked, did the organization follow a wntten policy regarding payment or
reimbursement or provision of all of the expenses described above? If "No," complete Part Il to explain i | X
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEQ/Executive Director, regarding the items checked in line 1a? 2 X
3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization’s
CEO/Executive Director Check all that apply Do not check any boxes for methods used by a related organization to
establish compensation of the CEO/Executive Director, but explain in Part Ill.
Compensation committee Written employment contract
|:| Independent compensation consultant Compensation survey or study
|:| Form 990 of other organizations Approval by the board or compensation committee
4 Dunng the year, did any person listed in Form 990, Part VII, Section A, line 1a, with respect to the filing
organization or a related organization:
a Recewve a severance payment or change-of-control payment? 4a X
b Participate in, or receive payment from, a supplemental nonqualified retirement plan? 4b X
¢ Participate in, or receive payment from, an equity-based compensation arrangement? i 4c X
If “Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part lll.
Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
5 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the revenues of
a The organization? 5a X
b Any related organization? 5b X
If “Yes" to line 5a or 5b, describe in Part |11
6 For persons listed in Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
a The organization? 6a X
b Any related organization? 6b X
If “Yes® to line 6a or 6b, describe in Part il
7 For persons listed in Form 990, Part Vil, Section A, line 1a, did the organization provide any non-fixed payments
not descnbed In ines 5 and 6? If "Yes," descnbe in Part Ill 7 X
8 Were any amounts reported in Form 990, Part VI, paid or accrued pursuant to a contract that was subject to the
inial contract exception descnbed in Regulations section 53.4958-4(a)(3)? If "Yes," describe in Part lll 8 X
9 If "Yes" toline 8, did the organization also follow the rebuttable presumption procedure descnbed in
Regulations section 53.4958-6(c)? . . 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2014
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- OMB No 1545-0047
- SCHEDULE O Supplemental Information to Form 990 or 990-EZ
(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 20 1 4
Form 990 or 990-EZ or to provide any additional information.
Department of the Treasury P> Attach to Form 990 or 990-EZ. Open to Public
Intemal Revenue Sarvice P> Information about Sch Form 990 or 990-EZ] and its instructions i 990 Inspection
Name of the organization Employer identification number
Charcot-Marie-Tooth Association 22-2480896

Form 990, Part I, Line 1, Description of Organization Mission:

To support the development of new drugs to treat Charcot-Marie-Tooth

disease(CMT), to improve the quality of life for people with CMT and,

ultimately, to find a cure.

Form 990, Part III, Line 4d, Other Program Services:

Allocated Program Services Expenses such as Salaries, Benefits,

Occupancy Expenses, and Management Services.

Expenses $ 517, 435. including grants of § 0. Revenue $ 0.

Form 990, Part VI, Section B, line 11:

From 990 will be reviewed by the Board of Directors.

Form 990, Part VI, Section B, Line 15a:

The organization's Board of Director's determines CEO's compensation

annually, considering whatever factors and information it deems

apporpriate.

Form 990, Part VI, Section C, Line 19:

Upon request by mail, telephone, and/or email. Audited Financial Statements

are avalable on the Organiztion's website.

Form 990, Part XII, Line 2c¢

The organization has not changed its selection and oversight process

during the tax year.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-E2) (2014)
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