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Return of Organization Exempt From Income Tax

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

Department of the Treasury
Internal Revenue Service

» Do not enter social security numbers on this form as it may be made pubilic.
» Go to www.irs.gov/Form990 for instructions and the latest information.

OMB No. 1545-0047

2017

Open to Public
Inspection

For the 2017 calendar year, or tax year beginning

,2017, and ending

, 20

Check if applicable:

C Name of organization Charcot—-Marie-Tooth Association

Address change Doing business as

D Employer identification no.
22-2480896

Number and street (or P.O. box if mail is not delivered to street address)
PO Box 105

Name change

Initial return

Room/suite

E Telephone number

(610) 499-9264

Final return/terminated City or town, state or province, country, and ZIP or foreign postal code

G Gross receipts

OO0O0000 w | »

Amended return Glenolden, PA 19036 3,300,962
Application pending F Name and address of principal officer: Amy Gray H(a) s this a group return for subordinates? |:| Yes |X No
Same as C above H(b) Are all subordinates included? |:| Yes |:| No
| Tax-exempt status: |X 501(c)(3) |:| 501(c) ( ) <4 (insert no.) |:| 4947(a)(1) or |:| 527 If "No," attach a list. (see instructions)
Website: » WWwW.cmtausa.org H(c) Group exemption number P
K Form of organization: |X Corporation |:| Trust |:| Association |:| Other » ‘ L Year of formation: 1983 M State of legal domicile: ~PA
|Partl| Summary
1 Briefly describe the organization's mission or most significant activities: 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.
(=)
=
% 2 Check this box » |:| if the organization discontinued its operations or disposed of more than 25% of its net assets.
g 3 Number of voting members of the governing body (Part Vl,linet1a) . ... ... ... 0. 3 9
9 4 Number of independent voting members of the governing body (Part Vl,line1b) . . .. ... ... ... ... 4 9
Z'; 5 Total number of individuals employed in calendar year 2017 (Part V,line2a) . ... ... ... 5 10
E 6 Total number of volunteers (estimate if necessary) . . . ¢ ¢« v v v i i i i bt i e e e e e e e e e e e e e e 6
7a Total unrelated business revenue from Part VIII, column (C),line12 . . . . . . ¢ ¢ v v v v v v v v v v v o v 7a 0
b Net unrelated business taxable income from Form 990-T,line34 . . . . . ¢ ¢ ¢ v v v v v v v v v v v v oo 7b 0
Prior Year Current Year
8 Contributions and grants (Part VlIl,line1h) . . . . . . ¢ ¢ @ i i v i i i i i ittt e e 1,642,776 2,088,880
g 9 Program service revenue (Part VIILIINE2g) . . v ¢ ¢« v v v v v o v v ittt e e e e e e . 783,564 494,088
@ (10 Investmentincome (Part VIIl, column (A),lines 3,4,and7d) . . ... ... ... 695 835
& 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9c, 10c,and 11e) . . . . . . ... ... 749,994 555,026
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line12) .. ... .. 3,177,029 3,138,829
13 Grants and similar amounts paid (Part IX, column (A),lines1-3) . . .. .. ... ... ... 1,392,292 884,528
14 Benéefits paid to or for members (Part IX, column (A),line4) . . ... ... ... 0
® 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) . . . . .. 900, 907 600,482
g 16a Professional fundraising fees (Part IX, column (A),line11e) . . . ... ... oo oo .. 6,921
2 b Total fundraising expenses (Part IX, column (D), line 25) » 216,448
i 17 Other expenses (Part IX, column (A), lines 11a-11d,11f-24e) . . . . . . . ... ... ... 1,114,998 1,047,756
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A),line25) . ... ... ... 3,408,197 2,539,687
19 Revenue less expenses. Subtract line 18 fromline12 . . ... ... ... .. ....... (231,168 599,142
'5§ Beginning of Current Year End of Year
$5 |20 Totalassets (PartX, e 16) . . v v v v v ittt 1,191, 444 1,835,763
%; 21 Total liabilities (Part X, NE26) « v v v v v v v e e e e e e e e e e e e e e e e e 392,442 73,1731
27 |22  Net assets or fund balances. Subtract line 21 fromline20 . . . . . . o oo . ... 799,002 1,762,032
|Partll | 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 belief, it is
true, correct, and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.
amy cray e (Pacie 06/19/2018
Slgn } Signature of officer / y / Date
Here } Amy Gray, Chief Executive Officer
Type or print name and title
Print/Type preparer's name Preparer's signature Date Check |X if | PTIN
Paid George Fieo CPA 06-19-2018 self-employed P00231326
Preparer Firm's name  » Peterson Fieo & Co LLP Firm's EIN »
Use Only | Firm's address » 103 Chesley Drive Suite 102 Phone no.
Media PA 19063-1757 610-457-1486
May the IRS discuss this retum with the preparer shown above? (seeinstructions) . . . . . . . . . . 0 0 v v i v v v v v v v v v 0o |:| Yes |X No

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

Form 990 (2017)



Form 990 (2017) Charcot-Marie-Tooth Association 22-2480896 Page 2
Part lll Statement of Program Service Accomplishments
Check if Schedule O contains a response or note to any lineinthisPart Il . . . . . . . . . . 0 i i i it i i vt v v eeeeasn |:|
1 Briefly 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.

2 Did the organization undertake any significant program services during the year which were not listed on the
prior FOrm 990 0r 990-EZ7 . . & o i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e []ves [x| 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
SEIVICES? 4 v v e e et e e e e e e e e e e e e e e e e e et e e e e e e e e e e e e e e [] Yes [l 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 $ 1,858,108 including grants of $ 884,528 ) (Revenue $ 2,020,783)
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. 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 $ 203, 733 including grants of $ ) (Revenue $ 59,415)
The organization organize and conducts support groups, conferences and educational webinars
for patients, their families and medical practitioners to share knowledge and promote

awareness of Charcot-Marie-Tooth Disease.

4c (Code: ) (Expenses $ 177,950 including grants of $ ) (Revenue $ 502,770)
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.

4d Other program services (Describe in Schedule O.)
(Expenses $ including grants of $ ) (Revenue $ )

4e Total program service expenses » 2,239,791
EEA Form 990 (2017)




Form 990 (2017) Charcot—-Marie—-Tooth Association 22-2480896 Page 3

[Part IV | Checklist of Required Schedules

Yes No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? /f "Yes,"
complete SChedUIB A . . . & o i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e et e e 1 X
2 Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? . . . ... ... ... .. 2 X
3  Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If "Yes," complete Schedule C, Part| . . . . . .« v v o v i i i i i i i i e e et 3 X
4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h)
election in effect during the tax year? If "Yes," complete Schedule C, Part Il . . . . ¢ ¢ ¢ ¢ ¢ v v v v v v i i e et e e o o o 4 X
5 Is the organization 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 98-197? If "Yes," complete Schedule C,
T 0 | 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 distribution or investment of amounts in such funds or accounts? If
"Yes," complete Schedule D, Part] . . . . « « c i i i i i i et e e e e e e e e e e e e e e e e e e e e e e 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? If "Yes," complete Schedule D, Part!l . . . . . ... ... .. .. 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes,"
complete Schedule D, Part lll . . . . v« v o v i e e e e i e e e e e e e e e e e e e e e e e e e e e e e e e 8 X
9 Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a
custodian for amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or
debt negotiation services? If "Yes," complete Schedule D, Part IV . . . .« « v i i v i i i et i e e e e e e e e e e e 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted
endowments, permanent endowments, or quasi-endowments? If "Yes," complete Schedule D, PartV . . . . . . ... ... 10 X
11 If the organization's answer to any of the following questions is "Yes," then complete Schedule D, Parts VI,
VII, VIIL, IX, or X as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes,"
complete Schedule D, Part VI . « v v v v v o v v e e e e e e e o o et e o o oo oo e e e oea e 11a | X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more
of its total assets reported in Part X, line 16? If "Yes," complete Schedule D, Part VIl . . . . . . ¢ v v o v v v v v v v v v v o 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more
of its total assets reported in Part X, line 16? If "Yes," complete Schedule D, Part VIIl . . . . . . v« o v v v v v v v v v v o 11c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets
reported in Part X, line 167 If "Yes," complete Schedule D, Part IX . . . . « v v o i i v v i i i i i e e e e e e et e 11d X
e Did the organization report an amount for other liabilities in Part X, line 25? If "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 liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X . . . . . 11f X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts XIand XII . . .« ¢ v o v i i i e e i e i e e e e e e e e e e e e e e e e e e e e e e e e e 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 Xll is optional . . . . . . . 12b X
13  Is the organization a school described in section 170(b)(1)(A)(ii)? If "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, business, investment, and program service activities outside the United States, or aggregate
foreign investments valued at $100,000 or more? If "Yes," complete Schedule F, Parts land IV . . . . . . . . . . v e v o o 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? If "Yes," complete Schedule F, Parts lland IV . . . . .« ¢« v v v v v v i i i i v i e e e e 15 | X
16  Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If "Yes," complete Schedule F, Parts llland IV . . . . . . .« o v v v v v v v v v v o 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on
Part IX, column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part | (see instructions) . . . . ... ... ... .... 17 X
18  Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VIII, lines 1c and 8a? If "Yes," complete Schedule G, Partl. . . . . . ¢ ¢« i v i i i i i i o e e e e e e e e e o oo 18 | X
19  Did the organization report more than $15,000 of gross income from gaming activities on Part VIII, line 9a?
If "Yes," complete Schedule G, Part lll. . . . . . . . . i v v v v v v v v v v e e e e o o oo oo oo oo o oo s s s 19 X
EEA Form 990 (2017)



Form 990 (2017) Charcot—-Marie-Tooth Association 22-2480896 Page 4
|Part IV | Checklist of Required Schedules (continued)

Yes No
20a Did the organization operate one or more hospital facilities? If "Yes," complete Schedule H . . . . . . . . . .« ..o .. 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to thisretum? . . . . .. ... ... 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule I, Parts land Il . . . . . . . . ... ... .. 21 | X
22  Did 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 land Ill . . . .« o v v v v i i v i v ittt e e 22 | X

23  Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5 about compensation of the
organization's current and former officers, directors, trustees, key employees, and highest compensated
employees? If "Yes," complete Schedule J . . . . ¢ ¢ ¢ i i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e 23 | X

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

through 24d and complete Schedule K. If "No," gotoline25a . . . . « « « i i i i i i i i i e e e e e e e e e e e e e e e e 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . . ... .. ... .. 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? . . . . . L L L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during theyear? . . . .. ... ... .. 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? If "Yes," complete Schedule L, Part| . . . . . . .« ¢« v v v v v oo 25a X

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

26  Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any
current or former officers, directors, trustees, key employees, highest compensated employees, or
disqualified persons? If "Yes," complete Schedule L, Part Il . . . . . « v ¢ v i v v i i i i i i e e e e e e e e e e e 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee,
substantial contributor or employee thereof, a grant selection committee member, or to a 35% controlled
entity or family member of any of these persons? If "Yes," complete Schedule L, Partlll . . . . . . . . . v v v v v v v oo 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, Part1V . . . . . . ... ... .. 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete
Schedule L, Part IV . . . o o o e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 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, Part1V . . . . . . ... ... .. 28¢ X
29  Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete ScheduleM . . . . . . . .. .. 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If "Yes," complete Schedule M . . . . . . ¢ ¢ i i i i i e e e e e e e e e e e e e e e e e e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes," complete Schedule N,
T 2 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? If "Yes,"
complete Schedule N, Part Il . . . « v o i o i i e e e e i e e e e e e e e e e e et et et e e e e e e e 32 X
33  Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-37? If "Yes," complete Schedule R, Part] . . . . ¢ ¢ ¢ v v v v i i i i i i e et e e e e o s 33 X
34  Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part Il, Ill,
oriV,and Part V, liNE 1 . . v« v v e i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? . . . « ¢ ¢ ¢ ¢ ¢ ¢ v v v v v v e o o« 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a
controlled entity within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V, line2 . . . ... ... ... 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable
related organization?/f "Yes," complete Schedule R, Part V, iNn€ 2 . . . . « v v o i i v v i i i i i e et e e e et 36 X

37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R,

T 20 7 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and
19? Note. All Form 990 filers are required to complete Schedule O. 38 | X

EEA Form 990 (2017)



Form 990 (2017) Charcot—-Marie-Tooth Association 22-2480896 Page 5

Part V| Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any lineinthisPart V.. . . . . . . . . . . 0 i i i i i i v v v oo oo oo |:|
Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable . . . . .. ... .. .. 1a 21
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 prize winners? . . . . . . . 0t i et h e e e e e e e e e e e e e e e 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 thisretum . . . . .. 2a 10
b If at least one is reported on line 2a, did the organization file all required federal employment tax retums? . . . . . . ... ... 2b | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) . . . ... ... ...
3a Did the organization have unrelated business gross income of $1,000 or more during theyear? . . . . . . . . .« . v o o .. 3a X
b If"Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation in Schedule O . . . . . . ... ... 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority
over, a financial account in a foreign country (such as a bank account, securities account, or other financial
= To% oY 1310 J 4a X
b If "Yes," enter the name of the foreign country:  »
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts
(FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? . . . ... ... ... ... 5a X
Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? . . ... ... ... 5b X
c If"Yes"to line 5a or 5b, did the organization file Form 8886-T? . . . . & ¢ ¢ ¢ i i i i e e e e e e e e e e e e e e e e e 5c
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the
organization solicit any contributions that were not tax deductible as charitable contributions? . . . . . ... ... .o 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or
gifts were nottax deductible? . . . v o o i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 6b
7  Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods
and services provided to the PayOr? . . o v i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 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 o file FOrm 82827 . . v v i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 7c X
d If "Yes," indicate the number of Forms 8282 filed duringtheyear . . . . . ... ... ... .. ... ’ 7d ‘
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? . . . . ... .. 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . . . ... ... ... 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? 79 X
h  If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? . . . . . . . . . 7h X
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? . . . . . . . . ¢ o 0. 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667 . . . . . . . . L0 e bt e e e e e 9a
b  Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? . . . .. .. 0000 . 9b
10  Section 501(c)(7) organizations. Enter:
a Initiation fees and capital contributions included on Part Vlil,line12 . . . . . ... ... o0 10a
b  Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilites . . . . . . .. 10b
11 Section 501(c)(12) organizations. Enter:
a Grossincome fommembers or shareholders . . . . . . . . oL L e L L e e e e e e 11a
b Gross income from other sources (Do not net amounts due or paid to other sources
againstamounts due or received fromthem.) . . . . . . . L L L L it e e e e e e e e e e e 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? . . . . . . . . .. 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during theyear . . . . . . . .. ’ 12b ‘
13  Section 501(c)(29) qualified nonprofit health insurance issuers.
a s the organization licensed to issue qualified health plans in more than one state? . . . . . . . . . .. . i it oo 13a
Note. See the instructions for additional information the organization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which
the organization is licensed to issue qualified healthplans . . .. .. ... ..o oo 13b
¢ Enterthe amountofreservesonhand . . . . . . . ... i i il ool l e 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? . . . . . . .. oo o e . 14a X
b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O . . . ... ... .. 14b
EEA Form 990 (2017)



Form 990 (2017) Charcot—-Marie—-Tooth Association 22-2480896

Part VI

Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No"

response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.
Check if Schedule O contains a response or note to any lineinthisPart VI . . . . . . . . . . 000ttt i i i v e eeeeea |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 taxyear . . . ... ... .. 1a 9
If there are material differences in voting rights among members of the governing body, or
if the governing body delegated broad authority to an executive committee or similar
committee, explain in Schedule O.
b Enter the number of voting members included in line 1a, above, who are independent . . . . . ... ... 1b 9
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, director, trustee, or key employee? . . . . . L Lt i e e e e e e e e e e e e e e e e e e e e e e e e e e 2 X
3  Did the organization delegate control over management duties customarily performed by or under the direct
supervision of officers, directors, or trustees, or key employees to a management company or other person? . . . ... .. .. 3 X
4  Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? . .. . .. 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . ... ... ... 5 X
6 Did the organization have members or stockholders? . . . . o o i i i i i e e e e e e e e e e e e e e e e 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? . . . . . L L L L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or persons other than the governing body? . . . . . . & L L L L e e e e e e e e e e e e e e e e e e e e 7b X
8  Did the organization contemporaneously document the meetings held or written actions undertaken during
the year by the following:
a Thegoverning body? . . & v v v v i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 8a | X
b Each committee with authority to act on behalf of the governing body? . . . . . . ¢ ¢ ¢ ¢ i i i i e e e e e e e e .. 8b | 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 . . . . . . . . . ..o v .. 9 X
Section B. Policies (7his Section B requests information about policies not required by the Internal Revenue Code.)
Yes No
10a Did the organization have local chapters, branches, or affiliates? . . . . ¢ ¢ ¢« v v v i i i i i i e e e e e e e e e e 10a X
b If "Yes," did the organization have written policies and procedures governing the activities 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? 11a | X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? If "No,"gotoline 13 . . . . ¢ ¢ ¢ ¢ ¢ ¢ ¢ i e e e e e e e o o 12a | X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? 12b | X
c Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes,"
describe in Schedule O how thiswas done . . . v v v v v v i i i i i i e e e e e e e et e ot e ettt e 12¢| X
13 Did the organization have a written whistleblower policy? . . . . . 0 o 0 L i e e e e e e e e e e e e e e e e e e e e e e e 13 | X
14  Did the organization have a written document retention and destruction policy? . . . . ¢ ¢ ¢ ¢ ¢ i i i ittt i e e e . 14 | X
15  Did the process for determining compensation of the following persons include a review and approval by
independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEO, Executive Director, or top managementofficial . . . . . . .« ¢« ¢t v v v v v i i b b e e e e e 15a | X
b Other officers or key employees of the organization . . . . . . & & i i i i i i e e e e e e e e e e e e e e e e e e e e e 15b X
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? . . . . . . i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 16a X
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization's exempt status with respect to such arrangements? . . . . o . i i e e i it h e e i e e e e e e e e e e e 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed » Pennsylvania
18  Section 6104 requires an organization to make its Forms 1023 (or 1024 if 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.

X own website [] Another's website [l Upon request [] Other (explain in Schedule O)
19  Describe in Schedule O whether (and if so, how) the organization made its governing 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: >

Kimberly Magee (610)499-9264, PO Box 105, Glenolden, PA 19036

EEA Form 990 (2017)



Form 990 (2017) Charcot—-Marie—-Tooth Association

22-2480896

Page 7

Part VIl | 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 VI

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the
organization's tax year.

® |istall of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® |istall of the organization's current key employees, if any. See instructions for definition of "key employee."

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

® | istall 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.

® | st all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations.
List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest
compensated employees; and former such persons.
|:| Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

(€)
Position
D E F
A ® (do not check more than one ® ® )
Name and Title Average box, unless person is both an Reportable Reportable Estimated
hours per officer and a director/trustee) compensation compensation from amount of
week (list any from related other
hours for - the organizations compensation
related 23 3 9 3 33 4 organization (W-2/1099-MISC) from the
oganizations | F & & 8 ¢ :% g 3| w-21099-MISC) organization
below dotted _% 5 S 5 3 § - and related
line) = 5 3 organizations
o & o 3
3 [ =1
3 &
gl
(1) Herbert Beron _ _ _ __ __ _________| _____
Secretary X X q 0 0
(2) Giles Bouchard _ _____ _________| _____
Chairman X Q 0 0
() Thomas Dubensky _ _ _ _ __ _________| _____
Director X Q 0 0
(4) Laura Fava __ _ _ _ _ _____________|_____
Director X Q 0 0
() Gary Gasper _ _ _ _ _ _ ____________|_____
Treasurer X Q 0 0
(6) Alan Korowitz _ _ _ _____________|_____
Director X Q 0 0
(7) Steven O'Donnell _ _____________| _____
Director X Q 0 0
(8) Chris Ouellette _ _____________| _____
Director X Q 0 0
() Phyllis Sanders __ __ ___________| _____
Director X Q 0 0
(10Kimberly Magee = _ _____________| “ 40.00_
Director of Finance X 75,000 0 0
(MAmy Gray _ __ _ __ ______________|“ 40.00_
Chief Executive Officer X 152, 692 0 0
0. _ o _________|_____
a3 o _______l_____
a8 ________lL_____

Form 990 (2017)



Form 990 (2017) Charcot—-Marie-Tooth Association 22-2480896 Page 8
’ Part Vil \ Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
(€)
() (B) Position (D) (E) (F
(do not check more than one
Name and title Average box, unless person is both an Reportable Reportable Estimated
hours per officer and a director/trustee) compensation compensation from amount of
week (list any - from related other
hours for g‘_ 3 3 g E g % E the organizations compensation
related 35 g8 8 g :% g 3 organization (W-2/1099-MISC) from the
organizations | &8 S 8 §g | (W-2/1099-MISC) organization
below dotted g % % _g and related
line) & g @ ] organizations
5] g 2
g
as_ _ _ o ____l_____
ae_ _ _ o ____l_____
an_ _ _ o ____l_____
as._ _ o ____l_____
a_ o ___l_____
@0 _ _ o ______l_____
@) _ o _____l_____
@ _ o _____l_____
@) o _____l_____
@y o _____l_____
@) _ o _____l_____
1b Subtotal . . . . . . . . . e e e e e e e e e e e >
c Total from continuation sheets to Part VII, SectionA . . ... ... ...... >
d Total(addlinestbandi1c) . . . . . . . . . . . .00 i i i eeeeeoososa > 227,692 0 0
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of
reportable compensation from the organization » 1
Yes | No
3  Did the organization list any former officer, director, or trustee, key employee, or highest compensated
employee on line 1a? If "Yes," complete Schedule J for such individual . . . . . « « ¢ v v v v v v i i i e e e e 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the
organization and related organizations greater than $150,000? If "Yes," complete Schedule J for such
o1 o 7 4 | X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual
for services rendered to the organization? If "Yes," complete Schedule J forsuchperson . . . . . . v v v v v v v v o o 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) (€)
Name and business address Description of services Compensation
HumanFirst Therapeutics LLC, 9600 Dewitt Drive Suite 1, MD 20910 medical research 151, 997

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 ~ »

EEA

Form 990 (2017)



Form 990 (2017) Charcot—-Marie—-Tooth Association 22-2480896 Page 9
Part VIII Statement of Revenue
Check if Schedule O contains a response or note to any lineinthisPart VIII - . . . . . . . . 0 0 00 i i it i i v v v v v eeeaesa |:|
(A) (B) (C) (D)
Total revenue Related or Unrelated Revenue
exempt business excluded from tax
function revenue under sections
revenue
20 1a Federated campaigns . . . ... .. 1a
S5 | b Membershipdues . . ........ 1b 59,415
3‘?: ¢ Fundraisingevents ... ...... 1c
f—;é d Related organizations . . ... ... 1d
2‘% e Government grants (contributions) . . 1e
-%E, f  All other contributions, gifts, grants,
25 and similar amounts not included above 1f 2,029,465
gg g Noncash contributions included in lines 1a-1f: $
h Total. Addlinesta-1f . ... ........0..... > 2,088,880
Business Code
% 2a Support group revenue 624100 494,088 494,088
é b
g c
g d
177
£ e
? f All other program service revenue . . . . . . .
* g Total. Addlines2a-2f . . .. ...t ... , 494,088
3 Investmentincome (including dividends, interest,
and other similaramounts) . . . . .. ... 00000 .. > 835 835
4 Income from investment of tax-exempt bond proceeds A
5 Royalties . . . ¢ ¢ v i it e e e e e e e e e e e e e e >
(i) Real (ii) Personal
6a Grossrents ... .....
b Less:rental expenses . . . .
¢ Rental income or (loss) . . .
d Netrentalincomeor(I0oss) . . . . ..o v v v v v v >
7a Gross amount from sales of (i) Securities (ii) Other
assets other than inventory
b Less: cost or other basis
and sales expenses . . . .
c Gainor(loss) .......
d Netgainor(loss) « « « v v v v v v v v vt i b e e e e e e >
] 8a Gross income from fundraising
§ events (notincluding  $
& of contributions reported on line 1c).
g SeePartIV,linet8 . . ... ....... a 708,477
e} b Less:directexpenses . ... ...... b 153,017
¢ Netincome or (loss) from fundraisingevents . . . . .. .. > 555,460 555,460
9a Gross income from gaming activities.
SeePartIV,line19 . . .. ... ... .. a
b Less:directexpenses . ... ...... b
¢ Netincome or (loss) from gaming activities . . . . ... .. >
10a Gross sales of inventory, less
retums and allowances . . ... ..... a 8,682
b Less:costofgoodssold ... ...... b 9,116
¢ Netincome or (loss) fromsales of inventory . . . . .. ... > (434) (434)
Miscellaneous Revenue Business Code
11a
b
c
d Allotherrevenue . . ... ... ......
e Total. Addlines11a-11d . ... ... ... ... ... >
12 Total revenue. Seeinstructions . . ... ... ...... » 3,138,829 494,923 555,026
EEA Form 990 (2017)
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Charcot-Marie—-Tooth Association

22-2480896

|Part IX | Statement of Functional Expenses

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 IX

Page 10

Do not include amounts reported on lines 6b, 7b, (A B (© (b
Total expenses Program service Management and Fundraising
8b, 9b, and 10b of Part VIII. expenses general expenses expenses
1 Grants and other assistance to domestic organizations
and domestic governments. See Part IV, line 21 874,028 874,028
2  Grants and other assistance to domestic
individuals. See Part IV, line22 . ... ... ..... 10,500 10,500
3  Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 . . . . . ..
4 Benefitspaidtoorformembers . . . .. ... ....
5  Compensation of current officers, directors,
trustees, and key employees . . . . . . .. ... .
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 Othersalariesandwages . . . ... ..o ... 546,775 434,342 22,500 89,933
8  Pension plan accruals and contributions (include
section 401 (k) and 403(b) employer contributions) 12,727 10,072 531 2,124
9  Other employee benefits . . . . ... ... ..... 3,993 3,224 154 615
10 Payrolltaxes . . ¢ v v v v v v v v b v e e e e e e 36,987 29,362 1,524 6,101
11 Fees for services (non-employees):
a Management . . . . . . . . 0o e e e e e e
b Legal. o v v v i e e e e e e e e e e e e e e e 21,326 21,085 241
c Accounting . . ¢ v v v ittt e e e e e e e e e e 17,290 17,290
d Lobbying. ... ...t 30,520 30,520
e Professional fundraising services. See Part IV, line 17 6,921 6,921
f Investmentmanagementfees . ... ... ... ...
g Other. (If line 11g amount exceeds 10% of line 25, column
(A) amount, list line 11g expenses on Schedule O.) 194,247 181,778 12,469
12  Advertising and promotion . . . . . . ... ... .. 22,487 22,487
13 Officeexpenses . . . . . . .o i i v vt v v v v 33,185 22,723 7,460 3,002
14  Informationtechnology . . .. ... ... ... ... 79,560 67,626 11,934
15 Royalties . . . ¢ v v v v vt e e e e e e e e e e
16 OCCUPANCY « v v v v v v v v e e e e e e e e e o oo 14,695 12,241 1,602 852
17 Travel . . o i i e e e e e e e e e e e e e e e e e e 77,721 72,734 3,969 1,018
18  Payments of travel or entertainment expenses
for any federal, state, or local public officials . . . . .
19  Conferences, conventions, and meetings . . . .. .. 63,870 63,870
20 Inferest. . . . . . L L e e e e e e
21 Payments to affiliates . . . . . . ... 00000
22  Depreciation, depletion, and amortization . . ... .. 12,239 12,239
23 INSUMANCE & v v v 4 o e e e e e e e e e e e e e e e 9,764 9,764
24  Other expenses. Itemize expenses not covered
above (List miscellaneous expenses in line 24e. If
line 24e amount exceeds 10% of line 25, column
(A) amount, list line 24e expenses on Schedule O.)
a bank charges & collection fe 34,977 34,977
b direct expenses 259,053 234,223 24,830
¢ publications & supplies 62,472 61,580 892
d recruiting expense 99,150 79,320 19,830
e All other expenses 15,200 8,076 6,174 950
25 Total functional expenses. Add lines 1 through 24e 2,539,687 2,239,791 83,448 216,448
26  Joint costs. Complete this line only if the
organization reported in column (B) joint costs
from a_c_ombin(_ad_ educational campaign aﬁ _
fundraising solicitation. Check here  » if
following SOP 98-2 (ASC958-720) - « « « - =« . . .
EEA Form 990 (2017)



Form 990 (2017) Charcot—-Marie—-Tooth Association 22-2480896 Page 11
|Part X| Balance Sheet
Check if Schedule O contains a response or note to any lineinthisPart X . . . . . . . . . 0 0 i i i i i i i v oo oo oo |:|
(A) (B)
Beginning of year End of year
1 Cash- non-interest-bearing . . . . . . . . . . . i i i 1,002,637 1 1,685,878
2  Savings and temporary cashinvestments . . . .. .. .. 00000l 2
3 Pledges and grantsreceivable,net . . . . . . . .00 e e e e e e e e e 160,544 3 125,000
4 Accountsreceivable,net . . . .. .. oL Ll Ll e e e e e e 4
5 Loans and other receivables from current and former officers, directors,
trustees, key employees, and highest compensated employees.
Complete Partllof Schedule L . . . . . . . . o o 0 i i i i i i i i i e e e e e 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 contributing employers and
sponsoring organizations of section 501(c)(9) voluntary employees' beneficiary
organizations (see instructions). Complete Part Il of ScheduleL . . . . . . . ¢ ¢ o o o .. 6
@ 7 Notesandloansreceivable,net . . . . . ... .00 i i e e e 7
§ 8 Inventoriesforsaleoruse . . .. .. .. ittt i e e e e 8
é’;’ 9 Prepaid expenses and deferredcharges . . . . . ¢ ¢« o 0 i it e h e e e . 8,789 9 7,650
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of ScheduleD . . . . | 10a 55,718
b Less: accumulated depreciation . . . . . ... ... 10b 38,483 19,474 | 10c 17,235
11 Investments - publicly traded securities . . . . . . . . o0 oo e e e e e e 1
12 Investments - other securities. SeePart IV, line11 . . . .. ... ... ... .. 12
13  Investments - program-related. SeePartIV,line11 . . . ... ... ... .... 13
14 Intangible assets . . . ¢ v v v i it e e e e e et e e e e e e e e e e e e e e e 14
15 Otherassets. SeePartIV,line11 . . . . . . .o v i v i it i i i it v vt 15
16  Total assets. Add lines 1 through 15 (mustequalline34) .. ... ... ... .. 1,191,444 16 1,835,763
17  Accounts payable and acCrued €XPENSES v v « v v ¢ ¢ ¢ o ¢ o o o o o e 0 . .o 28,554 17 73,731
18 Grantspayable . . . . . ot i i i e e e e e e e e e e e e e e e e e e e e e e e 363,888 | 18
19  Deferredrevenue . . . . . @t i i i i i i i e e e e e e e e e e e e 19
20 Tax-exemptbondliabiliies . . . . ¢ ¢« v v v i i i e e e e e e e e e e e 20
21 Escrow or custodial account liability. Complete Part IV of ScheduleD . . . .. .. 21
9 22  Loans and other payables to current and former officers, directors,
E trustees, key employees, highest compensated employees, and
§ disqualified persons. Complete Part Il of ScheduleL . . . .. ... ... .... 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 liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X
of Schedule D . . . . & @ i i i i e e e e e e e e e e e e e e e e e 25
26 Total liabilities. Add lines 17through25 . . . . . . . . . . ¢ v v v v v 392,442 26 73,731
Organizations that follow SFAS 117 (ASC 958), check here » X and
@ complete lines 27 through 29, and lines 33 and 34.
e 27 Unrestricted Net assets . . v v v v v v i i it e e e e e e e e e e e e e e e e e (47,139)| 27 641,278
§ 28 Temporarily restrictednetassets . . . . ¢ . ¢ i ittt e e h e e e e e e e e 846,141 28 1,120,754
) 29 Permanently restrictednetassets . . . . . . o o i Lot heelh e e e e e . 29
u=_’ Organizations that do not follow SFAS 117 (ASC 958), check here » [] and
6 complete lines 30 through 34.
% 30 Capital stock or trust principal, or currentfunds . . . . . . . . ... ... 30
ﬁ 31 Paid-in or capital sumplus, or land, building, or equipmentfund . . . . . ... .. 31
g 32 Retained earnings, endowment, accumulated income, or other funds . . . . . .. 32
33 Totalnetassetsorfundbalances . . . . .. . .. ittt it 799,002 33 1,762,032
34 Total liabilities and net assets/fundbalances . . .. ... ... ......... 1,191,444 34 1,835,763

EEA

Form 990 (2017)



Form 990 (2017) Charcot—-Marie—-Tooth Association

22-2480896

Page 12

Part XI Reconciliation of Net Assets
Check if Schedule O contains a response or note to any lineinthisPart XI . . . . . . . . . . 0 0 i i i i i v v v v v e eeoan |:|

© 0O NO G & WDN =

-
o

Total revenue (must equal Part VIIl, column (A),liINe12) . . .« v v v v v v i i v b i et e e e e e e
Total expenses (must equal Part IX, column (A),line25) . . . . . . v v v i v i ittt oo
Revenue less expenses. Subtract line2 fromline1 . . . . . . o v v v i i it l i et e
Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) . . ... ..
Net unrealized gains (losses) oninvestments . . . . . . ¢ ot 0 i i i i i i e e e e e e e e
Donated services and use of facilities . . . . . . . o oL 0oLl e
INVESIMENt EXPENSES & v v v v v it e et et et e e e e e e e e e e e e e e e e e e e
Priorperiod adiustments . . . . . . i i i e e e e e et e e e e e e e e e e e e e e e e e e e e
Other changes in net assets or fund balances (explain in Schedule O) . . . . ... ... ... ...

Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line

33,c0lumn (B)) . . . i i e e e e e e e e e e e e e e e e e e e e e e e e e e s e e e e e e e s

3,

138,829

2,

539, 687

599,142

799,002

363,888

0

1,

762,032

Part Xl | Financial Statements and Reporting

Check if Schedule O contains a response or note to any lineinthisPart XII . . . . . . . . . . 0 0 i i i i i i v v v eeenon |:|

2a

b

3a

Accounting method used to prepare the Form 990: |:| Cash |X Accrual |:| Other

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:
|:| Separate basis |:| Consolidated basis |:| Both consolidated and separate basis

Were the organization's financial statements audited by an independent accountant? . . . . . . . . . . . . oo

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:

|X Separate basis |:| Consolidated basis |:| 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 audit, review, or compilation of its financial statements and selection of an independent accountant?
If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O.

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-13837 . . o i i i i i i e e e e e e e e e e e e e e e e e e e e e e e e

If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits

2a

2b

2c

3a

3b

EEA
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. . . OMB No. 1545-0047
SCHEDULE A Public Charity Status and Public Support >

(Form 990 or 990-E2) Complete if the organization is a section 501(c)(3) organization or a section 4947(a)(1) nonexempt charitable trust. 201 7
Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open to P_ublic
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
Charcot-Marie—-Tooth Association 22-2480896

|Part 1| Reason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 A church, convention of churches, or association of churches described in section 170(b)(1)(A)(i)-

A school described in section 170(b)(1)(A)(ii). (Attach Schedule E (Form 990 or 990-EZ).)

A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).

A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the

hospital's name, city, and state:

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

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

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

described in section 170(b)(1)(A)(vi). (Complete Part I1.)

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

An agricultural research organization described in section 170(b)(1)(A)(ix) operated in conjunction with a land-grant college

or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or

university:

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

receipts from activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its

support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses

acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part Ill.)

An organization organized and operated exclusively to test for public safety. See section 509(a)(4).

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

of one or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3).

Check the box in lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a |:| 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 Il. 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 |:| 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, and E.

d |:| Type Il 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 written determination from the IRS that it is a Type I, Type Il, Type IlI
functionally integrated, or Type Il non-functionally integrated supporting organization.

f  Enter the number of supported organizations . . . . . . . . . . L L L L e e e e e e e e e e e e e e e e I:]
g Provide the following information about the supported organization(s).

2
3
4

(3]
Oodo oo o Oogdod

X

10

"
12

O™

(i) Name of supported organization (ii) EIN (iii) Type of organization (iv) Is the organization (v) Amount of monetary (vi) Amount of
(described on lines 1-10 listed in your governing support (see other support (see
above (see instructions)) document? instructions) instructions)

Yes No

(A)

(8)

©

(D)

(E)

Total
IE?/{ Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2017




Schedule A (Form 990 or 990-EZ) 2017 Charcot-Marie—-Tooth Association 22-2480896 Page 2
Part Il Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)
(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under
Part Ill. If the organization fails to qualify under the tests listed below, please complete Part Ill.)
Section A. Public Support
Calendar year (or fiscal year beginning in) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total

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

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

3  Thevalue of services or facilities
fumished by a governmental unit to the
organization without charge . . . . ..

4  Total. Add lines 1 through3 . . .. ..
5  The portion of total contributions by
each person (other than a
governmental unit or publicly
supported organization) included on
line 1 that exceeds 2% of the amount
shown online 11,column (f) . ... ..
6 Public support. Subtract line 5 from line4 . .
Section B. Total Support
Calendar year (or fiscal year beginning in) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
7 Amounts fromline4 ... ... .. ..

8  Gross income from interest, dividends,
payments received on securities loans,
rents, royalties and income from
similarsources . . . . . .00 e ..

9 Net income from unrelated business
activities, whether or not the business
isregularly carriedon . . . . ... ..

10  Other income. Do not include gain or
loss from the sale of capital assets

(ExplaininPartVIL) . . . . .. ... ..
11 Total support. Add lines 7 through 10
12 Gross receipts from related activities, etc. (seeinstructions) . . . . . . . . . . L i i i i i e e e e e e e 12 \
13  First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check thisbox and Stop here . . . . . . . 0 i i i i i i i e i et e e e e e e e e e e e e e e e e e e e e e s e e ee e e > |:|
Section C. Computation of Public Support Percentage
14  Public support percentage for 2017 (line 6, column (f) divided by line 11, column (f)) . . . . ... ... ... .. 14 Y%
15  Public support percentage from 2016 Schedule A, Part Il,line14 . . . . . . . v v v v v v it v i i e e e 15 %
16a 33 1/3% support test - 2017. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this

box and stop here. The organization qualifies as a publicly supported organization . . . . ¢ ¢ ¢ ¢t v vt v v b i v b b o o v e o o o o > |:|

b 33 1/3% support test - 2016. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check
this box and stop here. The organization qualifies as a publicly supported organization . . . . . . ¢ ¢ v v v v v v v v v v v v v v o v > |:|

17a 10%-facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is
10% or more, and if the organization 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
Lo o =T 2= i o o > |:|
b 10%-facts-and-circumstances test - 2016. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
15 is 10% or more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here.
Explain in Part VI how the organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly

[S18] o] o] £ (=To le] (o - U 141 [ o > |:|
18  Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see
e ] I » |:|

EEA Schedule A (Form 990 or 990-EZ) 2017



Schedule A (Form 990 or 990-EZ) 2017 Charcot—-Marie—-Tooth Association 22-2480896 Page 3
Part lll Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 10 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 11.)
Section A. Public Support

Calendar year (or fiscal year beginning in) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
1  Gifts, grants, contributions, and membership fees
received. (Do not include any "unusual grants.") 1,114,359 2,361,672 2,297,705 1,642,776 2,088, 880 9,505,392

2 Gross receipts from admissions, merchandise
sold or services performed, or facilities
furnished in any activity that is related to the
organization's tax-exempt purpose . . . . . . 958, 215 944,580 1,628,420 1,767,404 494,923 5,793,542

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

4  Tax revenues levied for the
organization's benefit and either paid to
orexpended onitsbehalf . . . ... ...

5 The value of services or facilities
furnished by a governmental unit to the
organization withoutcharge . . . . . . . . .

6 Total. Add lines 1through5 .« « « . . . . . 2,072,574 3,306,252 3,926,125 3,410,180 2,583,803 15,298,934

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

C Addlines7aand7b . . . . . . ... ...
8 Public support. (Subtract line 7c from
[ 15,298,934
Section B. Total Support
Calendar year (or fiscal year beginning in) » (a) 2013 (b) 2014 (c) 2015 (d) 2016 (e) 2017 (f) Total
9 Amountsfromline6 . . .. ... ..... 2,072,574 3,306,252 3,926,125 3,410,180 2,583,803 15,298,934

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

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

C Addlines10aand10b . . . . . ... ...

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

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

(ExplaininPartVL) . ... ... .. ..
13 Total support. (Add lines 9, 10c, 11,

and 12.) . v vt e e e e e e e e 2,072,574 3,306,252 3,926,125 3,410,180 2,583,803 15,298,934
14 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

organization, check thisbox and Stop here . . . . . . . . 0 i i i i i it e e e e e e e e e e e e e e e e e e e e e e e e s e e e e > |:|
Section C. Computation of Public Support Percentage
15 Public support percentage for 2017 (line 8, column (f) divided by line 13,column (f)) . . . . .. ... ... ... 15 100.00 %
16 Public support percentage from 2016 Schedule A, Partlll,line15 . . . . . . . . . . i v v v v v v v v v v v o 16 0.00 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2017 (line 10c, column (f) divided by line 13, column(f)) . . ... ... .. .. 17 0.00 %
18 Investment income percentage from 2016 Schedule A, Partlll, line 17 . . . . . . . . o ¢ o v v v v v v v v v o 18 0.00 %
19a 33 1/3% support tests - 2017. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line

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

b 33 1/3% support tests - 2016. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization . .. ... .. > |:|

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

EEA Schedule A (Form 990 or 990-EZ) 2017



Schedule B Schedule of Contributors OMB No. 1545-0047
(Form 990, 990-EZ,

or 990-PF) > Attach to Form 990, Form 990-EZ, or Form 990-PF. 2017
Department of the Treasury . . .

Internal Revenue Service » Go to www.irs.gov/Form990 for the latest information.

Name of the organization Employer identification number
Charcot-Marie—-Tooth Association 22-2480896

Organization type (check one):
Filers of: Section:
Form 990 or 990-EZ 501(c)( 3 ) (enter number) organization

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization

Form 990-PF

501(c)(3) exempt private foundation

4947(a)(1) nonexempt charitable trust treated as a private foundation

O O 0O 00K

501(c)(3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule.

Note: Only a section 501(c)(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See
instructions.

General Rule

|:| For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000
or more (in money or property) from any one contributor. Complete Parts | and Il. See instructions for determining a
contributor's total contributions.

Special Rules

|X For an organization described in section 501(c)(3) filing Form 990 or 990-EZ that met the 33 1/3% support test of the
regulations under sections 509(a)(1) and 170(b)(1)(A)(vi), that checked Schedule A (Form 990 or 990-EZ), Part I, line
13, 16a, or 16b, and that received from any one contributor, during the year, total contributions of the greater of (1)
$5,000 or (2) 2% of the amount on (i) Form 990, Part VI, line 1h; or (ii) Form 990-EZ, line 1. Complete Parts | and 1.

|:| For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the year, total contributions of more than $1,000 exclusively for religious, charitable, scientific,
literary, or educational purposes, or for the prevention of cruelty to children or animals. Complete Parts I, Il, and IlI.

|:| For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one
contributor, during the year, contributions exclusively for religious, charitable, etc., purposes, but no such
contributions totaled more than $1,000. If this box is checked, enter here the total contributions that were received
during the year for an exclusively religious, charitable, etc., purpose. Don't complete any of the parts unless the
General Rule applies to this organization because it received nonexclusively religious, charitable, etc., contributions
totaling $5,000 or more dufing the Year . . . v« v v v v i i i it e e e e e e e e e e e e e e e e e e > 3

Caution: An organization that isn't covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990,
990-EZ, or 990-PF), but it must answer "No" on Part 1V, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its
Form 990-PF, Part |, line 2, to certify that it doesn't meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF) (2017)
EEA









OMB No. 1545-0047

2017

Department of the Treasury open to Public
Internal Revenue Service |nspecti0n
If the organization answered "Yes," on 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 I-A and B. Do not complete Part I-C.

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

® Section 527 organizations: Complete Part I-A only.
If the organization answered "Yes," on 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) organizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B. Do not complete Part II-A.
If the organization answered "Yes," on Form 990, Part IV, line 5 (Proxy Tax) (see separate instructions) or Form 990-EZ, Part V, line 35c (Proxy
Tax) (see separate instructions), then

® Section 501(c)(4), (5), or (6) organizations: Complete Part Il1.
Name of organization

SCHEDULE C
(Form 990 or 990-EZ)

Political Campaign and Lobbying Activities

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

» Complete if the organization is described below. » Attach to Form 990 or Form 990-EZ.
» Go to www.irs.gov/Form990 for instructions and the latest information.

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 organization’s direct and indirect political campaign activities in Part IV. (see instructions for
definition of "political campaign activities")

2  Political campaign activity expenditures (see instructions) . . . ¢ ¢ ¢ ittt it e e e e e e e e e e e e > 3
3 Volunteer hours for political campaign activities (seeinstructions) . . . . . . . . 0 i L i i h e e e e e .
|PartI-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 section4955 . . . .. ... ... ... > $
2  Enter the amount of any excise tax incurred by organization managers under section4955 . . .. ... .. .. > $
3 If the organization incurred a section 4955 tax, did it file Form 4720 for thisyear? . . . . . .« . v v v v v v v v v v v v . X Yes ] No
da Was acorrectionmade? . . v v v v v i i i i e e e e e e e e e e e e e e e e e e e e et e e e e |:| Yes |:| No
b If "Yes," describe in Part IV.
|PartI-C| Complete if the organization is exempt under section 501(c), except section 501(c)(3).
1 Enter the amount directly expended by the filing organization for section 527 exempt function
ACHVILIES & v v e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e > 3
2  Enter the amount of the filing organization's funds contributed to other organizations for section
527 exemptfunction activities .« v & ¢« v v v it i i e e e e e e e e e e e e e e et e e e e e e e e e > 3
3  Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1120-POL,
3T 174 > 3
4  Did the filing organization file FOrm 1120-POL fOr thiS YEar? « « v v v v v v v v v e e e e e e e e e e e e e e e e e [] Yes [] No
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 contributions received that were promptly and directly delivered to a separate political organization, such
as a separate segregated fund or a political action committee (PAC). If additional space is needed, provide information in Part IV.
(a) Name (b) Address (c) EIN (d) Amount paid from (e) Amount of political
filing organization's contributions received and
funds. If none, enter -0-. promptly and directly
delivered to a separate
political organization.
If none, enter -0-.
oy [T TTTT ST TS ss-= ==
22
<) nlt sl
. e
(- N
e [T TTT T TTT ST oT- o=

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.
EEA
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Schedule C (Form 990 or 990-EZ) 2017

Charcot-Marie—-Tooth Association

22-2480896

Page 2

Part II-A

section 501(h)).

Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under

A Check » |:| if the filing organization belongs to an affiliated group (and listin Part IV each affiliated group member's name,

address, EIN, expenses, and share of excess lobbying expenditures).

B Check » [] ifthe filing organization checked box A and "limited control" provisions apply.

Limits on Lobbying Expenditures
(The term "expenditures" means amounts paid or incurred.)

(a) Filing
organization's totals

(b) Affiliated
group totals

1a Total lobbying expenditures to influence public opinion (grass roots lobbying) . . . . . . ... .. ..
b Total lobbying expenditures to influence a legislative body (direct lobbying) . . . . . . .. ... ... 30,520
C Total lobbying expenditures (add lines Taand 1b) . . . . . . ¢ o v v v v o b i it e e e e e e e e 30,520
d  Other exempt purpOSe eXPenditUrES v v v v v v v vt e e e e e e e e e e e e e e e e e e e 2,332,560
€ Total exempt pumpose expenditures (add lines Tcand 1d) . . . .« ¢ ¢ ¢ v v v o bt e et e e e e . 2,363,080
f  Lobbying nontaxable amount. Enter the amount from the following table in both
columns. 268,154
If the amount on line 1e, column (a) or (b) is: The lobbying nontaxable amount is:
Not over $500,000 20% of the amount on line 1e.
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000.
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000.
Over $17,000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of line1f) . . . . . . . . . . L o oottt e e e e . 67,039
h Subtractline 1gfromline 1a. If zeroorless,enter-0- . . . . . . o v v v v i i i b v i i i e e e
i Subtract line 1f fromline 1c. If zeroorless,enter-0- . . . ¢ v v v v v v v v i i b bt e e e e e
j If there is an amount other than zero on either line 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax forthisyear? . . . . . 0 i i i i i i i i e e e e e e e e e e e e e e e e e e e e e e e |X Yes |:| 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
Calendar year (or fiscal year (a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) Total
beginning in)
2a Lobbying nontaxable amount
269,312 314,955 293,971 268,154 1,146,392
b Lobbying ceiling amount
(150% of line 2a, column (e)) 1,719,588
¢ Total lobbying expenditures
26,250 30,300 31,725 30,520 118,795
d Grassroots nontaxable amount
67,328 78,739 73,493 67,039 286,599
e Grassroots ceiling amount
(150% of line 2d, column (e)) 429,899
f Grassroots lobbying expenditures
EEA Schedule C (Form 990 or 990-EZ) 2017



Schedule C (Form 990 or 990-EZ) 2017 Charcot—-Marie—-Tooth Association 22-2480896 Page 3
Part 1I-B Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).

For each "Yes," response on lines 1a through 1i below, provide in Part |V a detailed (@ (b)
description of the lobbying activity. Yes | No Amount

1 During the year, did the filing organization attempt to influence foreign, national, state or local
legislation, including any attempt to influence public opinion on a legislative matter or
referendum, through the use of:
VOIUNEEIS? v v v i i i i e e e e e e e e e e e e e e e e e et e e e e e e e e e e e e e e e e e e
Paid staff or management (include compensation in expenses reported on lines 1c through 1)? . . . . .. ..
Media advertisements? . . ¢ v v i i i e e e e e e e e e e e e e e e e e e e e e e e e e e
Mailings to members, legislators, or the public? . . . . . . . . . L L i i e e e e e e e e e e e e e e e
Publications, or published or broadcast statements? . . . . . . . . . L o L L L e e e e e e e e e e e
Grants to other organizations for lobbying purposes? . . . . & ¢ ¢ i i it e e e e e e e e e e e e e e ..
Direct contact with legislators, their staffs, government officials, or a legislative body? . . . . ... ... ...
Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means? . . ... ... ...
Other activitiesS? .« v v v v v i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e
j Total. Addlines 1cthrough 1i & & v v v v v i i it e et e e et e e e e e et e e e s e e e e e e e e e e
2a Did the activities in line 1 cause the organization to be not described in section501(c)(3)? . . ... ... ...
b If "Yes," enter the amount of any tax incurred under section4912 . . . . . . . . i it i it e e e e e e ..
c If"Yes," enter the amount of any tax incurred by organization managers under section4912 . . . . ... ...
If the filing organization incurred a section 4912 tax, did it file Form 4720 for thisyear? . . . . . . ... . ...
Part 11-A Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section
501(c)(6).

SKQ "0 o 0 T o

Yes | No

1 Were substantially all (90% or more) dues received nondeductible by members? . . . . . . . . . ... 0 oo o 1

2  Did the organization make only in-house lobbying expenditures of $2,000 orless? . . & & & ¢ ¢ i i 4 e e e e e e e e .. 2

3  Did the organization agree to carry over lobbying and political campaign activity expenditures from the prioryear? . . . .. 3

Part lll-B 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 lll-A, lines 1 and 2, are answered "No," OR (b) Part llI-A, line 3, is
answered "Yes."

1 Dues, assessments and similar amounts frommembers . . . . . . o 0000 0 e d l h t t e e e e e e e e 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 CUITBNEYEAI v v v i i i e i e i e e e e e o o o o o o o o o o o o o o oo oo oo oo oo aeeeeeeeeeeas 2a
Carryover fromlastyear . . . o v v i i i it e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 2b

[ I ) - 2c
3  Aggregate amount reported in section 6033(e)(1)(A) notices of nondeductible section 162(e)dues . . . . . . . . .. 3

4  If notices were sent and the amount on line 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? . . . v v v i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 4
Taxable amount of lobbying and political expenditures (SEeINSIrUCONS) v« v v v v v v v v v v v v e o v o e o o s 5
] Part IV] Supplemental Information

Provide the descriptions required for Part I-A, line 1; Part I-B, line 4; Part I-C, line 5; Part II-A (affiliated group list); Part II-A, lines 1 and
2 (see instructions); and Part II-B, line 1. Also, complete this part for any additional information.

EEA Schedule C (Form 990 or 990-EZ) 2017



SCHEDULE D Supplemental Financial Statements OMB No. 1545-0047

(Form 990) » Complete if the organization answered "Yes" on Form 990, 2017
PartlV, line6,7,8,9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12b.

Department of the Treasury » Attach to Form 990. Open to Public

Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number

Charcot—Marie—-Tooth Association 22—-2480896

Part | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.

Complete if the organization answered "Yes" on Form 990, Part IV, line 6.

(a) Donor advised funds (b) Funds and other accounts
1 Total number atendofyear . . . . . . ... ...
2  Aggregate value of contributions to (during year)
3  Aggregate value of grants from (during year)
4  Aggregate value atendofyear . .. ... .. ..
5 Did the organization inform all donors and donor advisors in writing that the assets held in donor advised
funds are the organization's property, subject to the organization's exclusive legal control? . . . . . . . . . . . ... ... |:| Yes |:| No
6  Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used
only for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose
conferring impermissible private benefit? . . . . . L L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e []Yes []No
Part Il Conservation Easements.
Complete if the organization answered "Yes" on 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) |:| Preservation of a historically important land area
|:| Protection of natural habitat |:| Preservation of a certified historic structure
|:| Preservation of open space
2  Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation
easement on the last day of the tax year. Held at the End of the Tax Year
a Total number of conservationeasements . . . . . . . it ettt et e e e e e e e e e e 2a
b Total acreage restricted by conservationeasements . . . . . . . i L 0 0t et h et e e e e 2b
¢ Number of conservation easements on a certified historic structure includedin(a) . . . ... ... .. 2c
d Number of conservation easements included in (c) acquired after 7/25/06, and not on a
historic structure listed in the National Register . . . . ¢« ¢ o ¢ v v i i i i i i it e e e e e e e e e 2d
3  Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the
tax year »
4  Number of states where property subject to conservation easementis located »
5  Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? . . . . . . ¢ o v i it L L e e e e e e e e . |:| Yes |:| No
6  Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
>—
7  Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
L
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
and section 170(N)(4)(B)(i)?  «+ « « « e e e e e e e e e e e e e e e e e e e e e e e []vYes []No
9  In Part XIlIl, describe how the organization reports conservation easements in its revenue and expense statement, and

balance sheet, and include, if applicable, the text of the footnote to the organization's financial statements that describes the
organization's accounting for conservation easements.

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

Complete if the organization answered "Yes" on Form 990, Part IV, line 8.

1a

a
b

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

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

(i) Revenue included on Form 990, Part VIII,line 1 . . . o v v o i i i it i e e e e e e e e e e e e e e e e > $

(ii) Assetsincluded in Form 990, Part X . . . . o o i i i i i e e e e e e e e e e e e e e e e e e e e e > $

If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide the
following amounts required to be reported under SFAS 116 (ASC 958) relating to these items:
Revenue included on Form 990, Part VIIL line 1 . . . v 0 v v v v i i e e e e e e e e e e e e e e e e e e >3

Assets included in Form 990, Part X . . . . 0 0 v i i i i e et e e e e e e e e e e e e e e e e e e e e e e e > $

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

EEA
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Schedule D (Form 990) 2017 Charcot-Marie-Tooth Association 22-2480896 Page 2
|Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
3  Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its
collection items (check all that apply):
a [ Public exhibition d [J Loanor exchange programs
b [ Scholarly research e [] 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
Xl
5  During the year, did the organization solicit or receive donations of art, historical treasures, or other similar
assets to be sold to raise funds rather than to be maintained as part of the organization's collection? . . ... ... ... .. |:| Yes |:| No
Part IV | Escrow and Custodial Arrangements.
Complete if the organization answered "Yes" on 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 contributions or other assets not
included on Form 990, Part X? . . . i i i i it e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e |:| Yes |:| No
b If "Yes," explain the arrangement in Part XlIl and complete the following table:

Amount
¢ Beginningbalance . . . . . L i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1c
d Additionsduringtheyear . . . ¢ v i i i i i e e e e e e e e e e e e e e e e e e e e e e e 1d
e Distributions duringthe year . . . & ¢ o i i i it e e e e e e e e e e e e e e e e e e e e e e 1e
f Endingbalance . . . . v v i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e 1f
2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability? . . . . . . . .. []Yes []No
If "Yes," explain the arrangement in Part XlIl. Check here if the explanation has been providedonPart XIIl . . . . . . ... ... . ... [
Part Vv Endowment Funds.
Complete if the organization answered "Yes" on Form 990, Part 1V, line 10.
(a) Current year (b) Prior year (c¢) Two years back (d) Three years back (e) Four years back
1a Beginning of year balance . .. ... ..
Contributions . . . . . . ..o oo
¢ Net investment earnings, gains, and
losses . . . .. oo i i i e e e
d Grants or scholarships . ... ... ...
e Other expenditures for facilities and
Programs v v v v ¢ v v e e e e e e e
f Administrative expenses . . . . ... ..
g Endofyearbalance . ..........
2  Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment » %
Permanent endowment » %
¢ Temporarily restricted endowment  » %
The percentages on lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the
organization by: Yes | No
(i) unrelated Organizations . . v ¢ ¢ttt it e e e e e e e e e e e e e e s e e e e e et e e e e e e e e e e e e e 3a(i)
(i) related organizationS . & . v i i i e e e e e e e e e e e e e e e e e e e e e e e e et e e e e e e e e e e e e 3a(ii)
b If "Yes" on 3a(ii), are the related organizations listed as required on Schedule R? . . . . . . . . . o v vt v i v i oo 3b

Describe in Part Xl the intended uses of the organization's endowment funds.

Part VI | Land, Buildings, and Equipment.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

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

1a Land . ... ... 0 oo oo
b Buidings ..........000000000..
¢ Leasehold improvements . ... ........

d Equipment . ........00000 0000 55,718 38,483 17,235
e Other . ... v i i i v i i iiiiinenn.

Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10c.) . . . . . ... ... .. » 17,235

EEA Schedule D (Form 990) 2017



Schedule D (Form 990) 2017 Charcot—-Marie-Tooth Association 22-2480896 Page 3
Part VII Investments - Other Securities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of security or category (b) Book value (¢) Method of valuation:
(including name of security) Cost or end-of-year market value

(1) Financial derivatives . . . . . . . .. o oo

(2) Closely-held equity interests . . . . . . . o v v v v .

(3) Other
(A)
B)
C)
)
)
)
G)
(H)

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

Part VlIll| Investments - Program Related.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11c. See Form 990, Part X, line 13.

O

m

=

(
(
(
(
(
(

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

(1)
(2
3)
4
()
(6)
@)
()]
(C)]
Total. (Column (b) must equal Form 990, Part X, col. (B) line 13.) >
Part IX Other Assets.
Complete if the organization answered "Yes" on Form 990, Part 1V, line 11d. See Form 990, Part X, line 15.

(a) Description (b) Book value

(1)
(2
3)
4
(5)
(6)
7
(8)
9
Total. (Column (b) must equal Form 990, Part X, col. (B) in€ 15.) . v v v v v v v v v v v v e e e e e e o o o o o o oo »
Part X Other Liabilities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 990, Part X,

line 25.

1. (a) Description of liability (b) Book value

(1) Federal income taxes

2

(3)

4)

5)

(6)

@)

(8)

)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 25.) >
2. Liability for uncertain tax positions. In Part Xlll, provide the text of the footnote to the organization's financial statements that reports the
organization's liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part XIIL . . . . . . [

EEA Schedule D (Form 990) 2017



Schedule D (Form 990) 2017 Charcot—-Marie-Tooth Association

22-2480896 Page 4

Part XI

Complete if the organization answered "Yes" on Form 990, Part 1V, line 12a.

Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

1 Total revenue, gains, and other support per audited financial statements . . . . . . .. ... ..o 000 1 3,138,829
2  Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Netunrealized gains (losses) oninvestments . . . . ... ... ... 2a

b Donated services and use of facilities . . . . . . . ... o o000 oo oo 2b

c Recoveriesofprioryeargrants . . . ¢ ¢« ¢« v i i it b it e e e e e e e e e e e 2c

d Other (DescribeinPart XIIL) . . . . . . 0 v i i i i i i i i i i e e e e e e e 2d

e Addlines2athrough2d . . . . . . ¢ ¢ i i i i i i i i i ittt e et s e e e e e e e e e e e 2e
3 Subtractline2efromline1 . . . . . . i i i i i i i i e e e e e e e e e e e e e e e e e e e e e e 3 3,138,829
4  Amounts included on Form 990, Part VIIl, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part VIl line7b . . . . . . ... 4a

b Other (DescribeinPart XIIl.) . . . . . v v v v v i i i e e e e e e e e e e e .. 4b

c Addlinesd4aanddb . . . . . . L L L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 4c
5 Total revenue. Add lines 3 and 4c. (This must equal Form 990, Partl, line 12.) . . . . . . . .. .o v 5 3,138,829
Part Xl Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.

Complete if the organization answered "Yes" on Form 990, Part 1V, line 12a.

1 Total expenses and losses per audited financial statements . . . . . . . . . 0 L 0oLt e e h e e e e e 1 2,539,687
2  Amounts included online 1 but not on Form 990, Part IX, line 25:

a Donated services and use of facilities . . . . . . . ... o000 oL 2a

b Prioryearadjustments . . . . . . . . L it e e e e e e e e e e e e e e e 2b

C OtherloSSes . v v v v v v i i it e e e e e e e e e e et 2c

d Other (DescribeinPart XIIL) . . . . . . v i i i i i i i i i i e e e e e e e 2d

e Addlines2athrough2d . . . . . . ¢ ¢ i i i i i i i i i i et b e et s e e e e e e e e e e e e e 2e
3 Subtractline2efromline1 . . . . . ¢ i i i i i i i i e e e e e e e e e e e e e e e e e e e e 3 2,539,687
4  Amounts included on Form 990, Part IX, line 25, but not on line 1:

a Investment expenses not included on Form 990, Part VIl line7b . . . . . . ... 4a

b Other (DescribeinPart XIIl.) . . . . o v v v v v i i i e e e et e e e e e e .. 4b

c Addlinesd4aanddb . . . . . . L L L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 4c
5 Total expenses. Add lines 3 and 4c. (This must equal Form 990, Partl, line 18.) . . . . . ¢ v v v v v v v v v . 5 2,539,687

|Part Xlll [ Supplemental Information.

Provide the descriptions required for Part Il, lines 3, 5, and 9; Part lll, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line
2; Part XI, lines 2d and 4b; and Part XlI, lines 2d and 4b. Also complete this part to provide any additional information.

EEA
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SCHEDULE F Statement of Activities Outside the United States
(Form 990)
» Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.

| 4
Department of the Treasury Attach to Form 990.

OMB No. 1545-0047

2017

Open to Public

Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. 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
grantsS Or @sSiStAnCe? v v v v vttt e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e

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

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

(a) Region (b) Number of (¢) Number of (d) Activities conducted in the (e) If activity listed in (d) is
offices in the employees, region (by type) (such as, a program service,
region agents, and fundraising, program services, describe specific type of
independent investments, grants to recipients service(s) in the region
located in the region)
contractors

in the region

(f) Total
expenditures for
and investments

in the region

Europe (including
(1)Iceland and Greenland) 1 Grant making grant making

75,145

(2

(©)

4

®)

(6)

@)

@®)

9

(10

(11)

(12)

3

14

s)

(16)

a7n

3a Subtotal . . ........ 1

75,145

b Total from continuation
sheetstoPart!l . . . . ...

¢ Totals (add lines 3a and 3b) 1

75,145

For Paperwork Reduction Act Notice, see the Instructions for Form 990.
EEA
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Schedule F (Form 990) 2017

Charcot-Marie-Tooth Association

22-2480896

Page 2

Part Il

Part IV, line 15, for any recipient who received more than $5,000. Part Il can be duplicated if additional space is needed.

Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered "Yes" on Form 990,

1 (a) Name of (b)IRS code (c) Region (d) Purpose of (e) Amount of (f) Manner of (@) Amount of (h) Description (M \’)"aelltj‘a?g Ig'
organization section and EIN grant cash grant cash noncash of noncash (book, FMV
(if applicable) disbursement assistance assistance appraisél, othér)

Europe (including

(1) Tceland and Greenland#igh Dosag 14,949| wire trans n/a Fair marke
Europe (including L

2) Tceland and Greenlandfenetherap 43,449| wire trans n/a Fair marke
Europe (including

(3) Tceland and Greenlandfenetherap 16,747 wire trans n/a Fair marke

4)

(5)

(6)

(7)

(8)

9)

(10)

(11)

(12)

(13)

(14)

(15)

(16)

2  Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt
by the IRS, or for which the grantee or counsel has provided a section 501(c)(3) equivalency letter . . . . . . . . o o 0 v v v v v v v oo 3
3  Enter total number of other organizationsorentities . . . . . . . . L L L L L L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e
EEA Schedule F (Form 990) 2017



Schedule F (Form 990) 2017 Charcot—-Marie-Tooth Association 22-2480896 Page 3

Part lll | Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes" on Form 990, Part IV, line 16.
Part Ill can be duplicated if additional space is needed.

(a) Type of grant or assistance (b) Region (c) Number of (d) Amount of (e) Manner of (f) Amount of (g) Description (h)ya?ltjg?i%ﬁf
recipients cash grant cash noncash of noncash assistance

disbursement assistance (bo_ok, FMV,
appraisal, other)

(1)

()

(©)

4

®)

(6)

@)

@®)

9

(10

(1)

(12)

(13

14

(15

(16)

a7

(18)
EEA Schedule F (Form 990) 2017




Schedule F (Form 990) 2017 Charcot—-Marie—-Tooth Association 22-2480896 Page 4
|PartIlV| Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If "Yes,"
the organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign
Corporation (see Instructions for FOrm 926) . . . v v v v v v v v i e e e e e e e e e e e e e e e e e e e e |:| Yes |X No

2 Did the organization have an interest in a foreign trust during the tax year? If "Yes," the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain 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; don't file with Form990) . . . . . .. ] Yes X No

3 Did the organization have an ownership interest in a foreign corporation during the tax year? If "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) . v v v v v v v i i i 6 6 e v v v v e e e e 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? If "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) v v v v v vt i v i v o e e e e o s s e o e e e et e e e e e e |:| Yes |X No

5 Did the organization have an ownership interest in a foreign partnership during the tax year? If "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) . . . « ¢ v ¢ ¢ ¢ v 0 vt e bt e e e e e e e e e e |:| Yes |X No

6 Did the organization have any operations in or related to any boycotting countries during the tax year? If
"Yes," the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713; don't file with FOrm 990)  « « v v v v v e v e e e e e e e e e e e e e ] Yes XK No

EEA Schedule F (Form 990) 2017



Schedule F (Form 990) 2017 Charcot—-Marie-Tooth Association 22-2480896 Page 5
PartV | Supplemental Information
Provide the information required by Part I, line 2 (monitoring of funds); Part I, line 3, column (f) (accounting method;
amounts of investments vs. expenditures per region); Part Il, line 1 (accounting method); Part lll (accounting method); and
Part 1, column (c) (estimated number of recipients), as applicable. Also complete this part to provide any additional
information. See instructions.

0l. Use of grant monitoring procedures (Part I, line 2)

CMTA requires by contract period progress reports on the funded research. 1Its contracts

also include a full research plan with budgets & deliverables.

EEA Schedule F (Form 990) 2017



OMB No. 1545-0047

SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities

(Form 990 or 990-EZ)

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

2017

Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open to Public

Internal Revenue Service » Go to www.irs.gov/Form990 for the latest instructions. Inspection
Name of the organization Employer identification number
Charcot-Marie—-Tooth Association 22-2480896

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

1 Indicate whether the organization raised funds through any of the following activities. Check all that apply.
a [ Mail solicitations e [] Solicitation of non-government grants
b [] Internet and email solicitations t [ Solicitation of government grants
¢ [ Phone solicitations g 0 Special fundraising events
d |:| In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees,

or key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services? |:| Yes |:| No
b If "Yes," listthe 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization.
s . (v) Amount paid to . ;
(i) Name and address of individual (i) Activit ('gl)J 3::? d;ugggifrgr?e (iv) Gross receipts (or retained by) (v(lc))r/-\rr;c;?:;gn zlyd) o
i i ii) Activity i - - .
or entity (fundraiser) contributions? from activity fundra;el:r(lil)sted in organization
Yes No
1
2
3
4
5
6
7
8
9
10
Total . . . . L e e e e e e e e e e e e e e e e e e e >

3 Listall states in which the organization is registered or licensed to salicit contributions or has been notified it is exempt from
registration or licensing.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.
EEA
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Schedule G (Form 990 or 990-EZ) 2017

Charcot-Marie—-Tooth Association

22-2480896 Page 2

Part Il

Fundraising Events. Complete if the organization answered "Yes" on 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.

(a) Event #1

(b) Event #2

(c) Other events

(d) Total events

All Star NY Event 2 (add col. (a) through
(event type) (event type) (total number) col- (¢))
2
©| 1 GCrossreceipts . . « . .. ... 222,376 232,509 253,592 708,477
i
2 Less: Contributions . . . . ..
3 Gross income (line 1 minus
line2) . ......vvuu.. 222,376 232,509 253,592 708,477
4 Cashprizes ..........
5 Noncashprizes ........
§ 6 Rentfacilitycosts . . . . .. ..
c
3
g | 7 Foodandbeverages . ... ..
5]
.
a| 8 Entertainment .........
9 Other directexpenses . . . .. 74,108 54,522 24,387 153,017
10 Direct expense summary. Add lines 4 through Qincolumn(d) . . . . . ¢ ¢ ¢ v v v v v v v v v v v v oo > 153,017
11 Net income summary. Subtract line 10 fromline3,column (d) . . . . . v v v v v v v v v v v v v v v oo > 555,460

Part Il

Gaming. Complete if the organization answered "Yes" on 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

[0} . .
2 (a) Bingo bingo/progressive bingo () Other gaming col. (a) through col. (c))
3
o
1 Grossrevenue . . . ......
w| 2 GCashprizes ..........
3
5
g 3 Noncashprizes ........
i
S .
£ 4 Rentfacilitycosts . ......
a
5 Otherdirectexpenses . .. ..
|:| Yes % |:| Yes % |:| Yes %
6 Volunteerlabor . .. ... .. |:| No |:| No |:| No
7 Direct expense summary. Add lines 2 through S5incolumn (d) . . . ¢ ¢ ¢ ¢ v v v v v v v v v v v v v v o >
8 Net gaming income summary. Subtract line 7 from line 1, column (d) >

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

10a

a Is the organization licensed to conduct gaming activities in each of these states? . . . . . . . . . . . ... .. |:| Yes |:| No
b If "No," explain:
Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year? . . . . . ... .. |:| Yes |:| No

b If "Yes," explain:

EEA

Schedule G (Form 990 or 990-EZ) 2017



SCHEDULE | Grants and Other Assistance to Organizations, OMB No. 1545-0047

(Form 990) Governments, and Individuals in the United States 2017
Complete if the organization answered "Yes" on Form 990, Part IV, line 21 or 22. o) Publi

Department of the Treasury » Attach to Form 990. pen to -u IC

Internal Revenue Service » Go to www.irs.gov/Form990 for the latest information. Inspection

Name of the organization Employer identification number

Charcot-Marie-Tooth Association 22-2480896

|Part] | General Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the grants or assistance, the grantees' eligibility for the grants or assistance, and
the selection criteria used to award the grants or @ssiStanCE? . . . . . i i i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e IX| Yes |:| No

2 Describe in Part IV the organization's procedures for monitoring the use of grant funds in the United States.

Part Il

990, Part IV, line 21, for any recipient that received more than $5,000. Part Il can be duplicated if additional space is needed.

Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered "Yes" on Form

1 (a) Name and address of organization
or government

(b) EIN

(c) IRC section
(if applicable)

(d) Amount of cash
grant

(e) Amount of non-
cash assistance

(f) Method of valuation
(book, FMV, appraisal,
other)

(g) Description of
noncash assistance

(h) Purpose of grant
or assistance

(1)UB Foundation Services, Inc
PO Box 900
Buffalo, NY 14226

16-0865182

91,104

cash

CMT Research

(mUniversity of Iowa-Carver C
200 Hawkins Drive 2007 RCP

Iowa City, IA 52242

42-6004813

56,484

cash

CMT Research

(mUniversity of Miami
PO Box 405803
Atlanta, GA 30384

59-0624458

56,484

cash

CMT Research

(4)University of Missouri Colu
115 Business Loop 70W, Mizzou
Columbia, MO 65211

43-6003859

44,620

cash

CMT Research

(QUniversity of Pennsylvania
PO Box 785541
Philadelphia, PA 19178

23-1352685

93,706

cash

CMT Research

()University of Wisconsin Mad
21 N. Park Street, Suite 6401

Madison, WI 53715

39-6006492

12,500

cash

CMT Research

(7)Cedars—-Sinai Medical Center
8700 Beverly Blvd.

Los Angeles, CA 90048

95-1644600

72,021

cash

CMT Research

(8)Columbia University
622 W 113th Street
New York, NY 10025

13-5598093

60,964

cash

CMT Research

(g)MDA
8400 E. Grant Road 170

Tucson, AZ 85715

13-1665552

28,897

cash

CMT Research

(10pot itemized

CMT Research

2 Enter total number of section 501(c)(3) and government organizations listed in the line 1 table
3 Enter total number of other organizations listed in the line 1 table

EgAr Paperwork Reduction Act Notice, see the Instructions for Form 990.

Schedule | (Form 990) (2017)



Schedule | (Form 990) (2017) Charcot-Marie-Tooth Association

22-2480896 Page 2

Part lll | Grants and Other Assistance to Domestic Individuals. Complete if the organization answered "Yes" on Form 990, Part IV, line 22.
Part Ill can be duplicated if additional space is needed.

(a) Type of grant or assistance

(b) Number of
recipients

(c) Amount of
cash grant

(d) Amount of
noncash assistance

(e) Method of valuation (book,
FMV, appraisal, other)

(f) Description of noncash assistance

1 fellowships

10,500

cash value

7

| Part IV | Supplemental Information. Provide the information required in Part |, line 2; Part lIl, column (b); and any other additional information.

0l. Monitoring procedures (Part I, line 2)

CMTA requires by contract period progress reports on the funded research.

Its contracts also include a full research plan

with budgets & deliverables.

EEA

Schedule | (Form 990) (2017)



SCHEDULE J Compensation Information OMB No. 15450047

(Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees 201 7

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

D » Attach to Form 990. Open to Public
epartment of the Treasury ) A A A . )
Internal Revenue Service » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organization Employer identification number
Charcot-Marie—-Tooth Association 22-2480896

|Partl| Questions Regarding Compensation

Yes | No

1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form
990, Part VII, Section A, line 1a. Complete Part Il to provide any relevant information regarding these items.

|X First-class or charter travel |:| 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 initiation fees

0 Discretionary spending account [] Personal services (such as maid, chauffeur, chef)

b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment
or reimbursement or provision of all of the expenses described above? If "No," complete Part Ill to
12304 1= b | X

2  Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all
directors, trustees, and officers, including the CEO/Executive Director, regarding the items checked on line
- 2 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 Il1.

|:| Compensation committee |:| Written employment contract
|:| Independent compensation consultant |:| Compensation survey or study
|:| Form 990 of other organizations |X Approval by the board or compensation committee

4  During the year, did any person listed on Form 990, Part VII, Section A, line 1a, with respect to the filing
organization or a related organization:

a Receive a severance payment or change-of-control payment? . . . . . . L L L ittt e e e e e e e e e e e e e e e 4a X
b Participate in, or receive payment from, a supplemental nonqualified retirementplan? . . . . ... ... . 0000 4b X
c Participate in, or receive payment from, an equity-based compensation arrangement? . . . .. ... 00000 0o .. 4c X
If "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each itemin Part Ill.
Only section 501(c)(3), 501(c)(4), and 501(c)(29) organizations must complete lines 5-9.
5  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the revenues of:
a Theorganization? . . v v i v v i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 5a X
b Anyrelated organization? . . . . . . . . L i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 5b X
If "Yes" on line 5a or 5b, describe in Part Il1.
6  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization pay or accrue any
compensation contingent on the net earnings of:
a Theorganization? . . . v v i o i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 6a X
b Anyrelated organization? . . . . . . . . L i e e e e e e e e e e e e e e e e e e e e e e e e e e et e e e e e e 6b X

If "Yes" on line 6a or 6b, describe in Part Il1.
7  For persons listed on Form 990, Part VII, Section A, line 1a, did the organization provide any nonfixed
payments not described onlines 5 and 6? If "Yes,"describeinPartlll . . . . . . . . . 0 0 0ttt e e 7 X

8  Were any amounts reported on Form 990, Part VII, paid or accrued pursuant to a contract that was subject
to the initial contract exception described in Regulations section 53.4958-4(a)(3)? If "Yes," describe

QT U 11 8 X
9 If"Yes" online 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.4958-6(C)7 . v v v v v v i i i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e 9
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990) 2017

EEA



Schedule J (Form 990) 2017 Charcot-Marie-Tooth Association

22-2480896

Page 2

| Part Il |

Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees. Use duplicate copies if additional space is needed.

For each individual whose compensation must be reported on Schedule J, report compensation from the organization on row (i) and from related organizations, described in the
instructions, on row (ii). Do not list any individuals that aren't listed on Form 990, Part VII.
Note: The sum of columns (B)(i)-(iii) for each listed individual must equal the total amount of Form 990, Part VII, Section A, line 1a, applicable column (D) and (E) amounts for that individual.

(B) Breakdown of W-2 and/or 1099-MISC compensation

(C) Retirement and

(D) Nontaxable

(E) Total of columns

(F) Compensation

. . ) (iii) Other other deferred benefits (B)(i)-(D) in column (B) reported
(A) Name and Title (i) Base (ii) Bonus & incentive reportable compensation as deferred on prior
compensation compensation compensation Form 990

Amy Gray (M 152,692 152, 692 0

1 Chief Executive Offic|(ii) 0 0 0
(M
2 (ii)
(M
3 (ii)
(M
4 (ii)
(M
5 (ii)
(M
6 (ii)
(M
7 (ii)
(M
8 (ii)
(M
9 (ii)
(M
10 (ii)
(M
11 (ii)
(M
12 (ii)
(M
13 (ii)
(M
14 (ii)
(M
15 (ii)
(M
16 (ii)

EEA Schedule J (Form 990) 2017



(SFg:'ZgDOUO';EQ?_EZ) Supplemental Information to Form 990 or 990-EZ OB Mo, 15459047
Complete to provide information for responses to specific questions on 201 7
Form 990 or 990-EZ or to provide any additional information.
Department of the Treasury » Attach to Form 990 or 990-EZ. Open to Public
Internal Revenue Service » Go to www.irs.gov/Form990 for the latest information. Inspection
Name of the organization Employer identification number
Charcot-Marie—-Tooth Association 22-2480896

01. Officer, directors, etc. family relationship (Part VI, line 2)

Gilles Bouchard (board chairman) and Chris Ouellette (board member) are brothers—-in-law.

02. Organizational document changes (Part VI, line 4)

The By-Laws were changed to officially incorporate the Conflict of Interest Policy. In

addition, four physicians were added to the Board as voting members. However, they do not

vote on research spending.

03. Form 990 governing body review (Part VI, line 11)

Form 990 will be reviewed by the Board of Directors.

04. Conflict of interest policy compliance (Part VI, line 12c)

The organization had a workshop for all Board members on the Conflict of Interest Policy.

The physicians on the Board disclose all pertinent research work, and do not vote on

research spending.

05. CEO, executive director, top management comp (Part VI, line 1l5a)

The organization's Board of Directors determines the CEO's compensation annually,

considering whatever factors and information it deems appropriate.

06. Governing documents, etc, available to public (Part VI, line 19)

Upon request by mail, telephone, and/or email audited financial statements are available

on the CMTA's website.

07. Not undergone required audits or steps for audit (part XII, line 3b)

The CMTA has not changed its selection and oversight process during the tax year. The

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2017)
EEA



Schedule O (Form 990 or 990-EZ) (2017)

Page 2

Name of the organization

Charcot-Marie—-Tooth Association

Employer identification number

22-2480896

Board of Directors assumes oversight of the independent auditor and the annual audit.

EEA

Schedule O (Form 990 or 990-EZ) (2017)



990 Overflow Statement ngy 1
Name(s) as shown on return FEIN
Charcot—-Marie—Tooth Association 22—2480896
Description Amount
Telephone 8,076

Total: 8,076
Description Amount
Taxes & fees 5,699
Telephone 475

Total: 6,174
Description Amount
Telephone 950

Total: 950

OVERFLOW.LD




8868 Application for Automatic Extension of Time To File an
Form Exempt Organization Return

(Rev. January 2017)

> Fil t lication f h ret OMB No. 1545-1709
Department of the Treasury ile a separate application for each retum.

Internal Revenue Service » Information about Form 8868 and its instructions is at www.irs.gov/form8868.

Electronic filing (e-file). You can electronically file Form 8868 to request a 6-month automatic extension of time to file any of the
forms listed below with the exception of Form 8870, Information Return for Transfers Associated With Certain Personal Benefit
Contracts, for which an extension request must be sent to the IRS in paper format (see Instructions). For more details on the electronic
filing of this form, visit www.irs.gov/efile, click on Charities & Non-Profits, and click on e-file for Chairities and Non-Profits.

Automatic 6-Month Extension of Time. Only submit original (no copies needed).

All corporations required to file an income tax retum other than Form 990-T (including 1120-C filers), partnerships, REMICs, and trusts
must use Form 7004 to request an extension of time to file income tax retums.

Enter filer's identifying number, see instructions

Type or Name of exempt organization or other filer, see instructions. Employer identification number (EIN) or
print Charcot—Marie—-Tooth Association 22-2480896

File by the Number, street, and room or suite no. If a P.O. box, see instructions. Social security number (SSN)
fingyouw | |BQ Box 105 : —

return. See City, town or post office, state, and ZIP code. For a foreign address, see instructions.

instructions. Glenolden, PA 19036

Enter the Retum Code for the retumn that this application is for (file a separate application for each retum)

Application Return Application Return
Is For Code Is For Code
Form 990 or Form 990-EZ 01 Form 990-T (corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 (other than individual) 09
Form 990-PF 04 Form 5227 10
Form 990-T (sec. 401(a) or 408(a) trust) 05 Form 6069 11
Form 990-T (trust other than above) 06 Form 8870 12

® Thebooks are inthe care of » Kimberly Magee, PO Box 105, Glenolden, PA 19036

Telephone No. » 610-499-9264 FAX No. »
® |f the organization does not have an office or place of business in the United States, check this box
® |f this is for a Group Retum, enter the organization's four digit Group Exemption Number (GEN) . If thisis
for the whole group, check thisbox . . . . . . .. > |:| . If it is for part of the group, check thisbox . . . .» |:| and attach
a list with the names and EINs of all members the extension is for.

1 | request an automatic 6-month extension of time until 11-15 ,20 18 | to file the exempt organization retumn
for the organization named above. The extension is for the organization's retum for:

» [X| calendar year 20 17 or
> |:| tax year beginning ,20  ,and ending ,20

2 If the tax year entered in line 1 is for less than 12 months, check reason: [ mitial retum [ Final retum
|:| Change in accounting period
3a |[f this application is for Forms 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less
any nonrefundable credits. See instructions. 3a |$ 0
b If this application is for Forms 990-PF, 990-T, 4720, or 6069, enter any refundable credits and
estimated tax payments made. Include any prior year overpayment allowed as a credit. 3b | $ 0
¢ Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required, by
using EFTPS (Electronic Federal Tax Payment System). See instructions. 3c |$ 0
Caution: If you are going to make an electronic funds withdrawal (direct debit) with this Form 8868, see Form 8453-EO and Form 8879-EQO for payment
instructions.
For Privacy Act and Paperwork Reduction Act Notice, see Instructions. Form 8868 (Rev. 1-2017)
EEA




IRS e-file Signature Authorization

. . OMB No. 1545-1878
rom  8879-EO for an Exempt Organization °

For calendar year 2017, or fiscal year beginning , and ending
Department of the Treasury » Do not send to the IRS. Keep for your records. 201 7
Internal Revenue Service » Go to www.irs.gov/Form8879EO for the latest information.
Name of exempt organization Employer identification number
Charcot—-Marie—-Tooth Association 22-2480896

Name and title of officer

Amy Gray, Chief Executive Officer

|Partl | Type of Return and Return Information (Whole Dollars Only)

Check the box for the retum for which you are using this Form 8879-EO and enter the applicable amount, if any, from the retum. If you
check the box on line 1a, 2a, 3a, 4a, or 5a, below, and the amount on that line for the return being filed with this form was blank, then
leave line 1b, 2b, 3b, 4b, or 5b, whichever is applicable, blank (do not enter -0-). But, if you entered -0- on the return, then enter -0- on
the applicable line below. Do not complete more than one line in Part .

1a Form 990 check here » @ b Total revenue, if any (Form 990, Part VIII, column (A), line12) . . ... ... ... 1b 3,138,829
2a Form 990-EZ check here » |:| b Total revenue, if any (Form 990-EZ,line9) . .. ... ... o0 oo o o 2b
3a Form 1120-POL check here > |:| b Total tax (Form 1120-POL,line22) . ... .. .. ¢ v v v 3b
4a Form 990-PF check here » |:| b Tax based on investment income (Form 990-PF, Part VI, line5) .. ... .. 4b
5a Form 8868 check here » |:| b Balance Due (Form 8868,1ine3c) . . . . ¢ v v v v i i v v v v vt v v e e e e 5b

|Part Il | Declaration and Signature Authorization of Officer

Under penalties of perjury, | declare that | am an officer of the above organization and that | have examined a copy of the
organization's 2017 electronic returm and accompanying schedules and statements and to the best of my knowledge and belief, they
are true, correct, and complete. | further declare that the amount in Part | above is the amount shown on the copy of the

organization's electronic retum. | consent to allow my intermediate service provider, transmitter, or electronic retum originator (ERO)
to send the organization's return to the IRS and to receive from the IRS (a) an acknowledgement of receipt or reason for rejection of
the transmission, (b) the reason for any delay in processing the return or refund, and (c) the date of any refund. If applicable, |
authorize the U.S. Treasury and its designated Financial Agent to initiate an electronic funds withdrawal (direct debit) entry to the
financial institution account indicated in the tax preparation software for payment of the organization's federal taxes owed on this
return, and the financial institution to debit the entry to this account. To revoke a payment, | must contact the U.S. Treasury Financial
Agent at 1-888-353-4537 no later than 2 business days prior to the payment (settlement) date. | also authorize the financial institutions
involved in the processing of the electronic payment of taxes to receive confidential information necessary to answer inquiries and
resolve issues related to the payment. | have selected a personal identification number (PIN) as my signature for the organization's
electronic return and, if applicable, the organization's consent to electronic funds withdrawal.

Officer's PIN: check one box only

| authorize Peterson Fieo & Co LLP toentermy PIN 55455 as my signature

ERO firm name Enter five numbers, but
do not enter all zeros

on the organization's tax year 2017 electronically filed retum. If | have indicated within this retum that a copy of the retum is
being filed with a state agency(ies) regulating charities as part of the IRS Fed/State program, | also authorize the aforementioned
ERO to enter my PIN on the retum's disclosure consent screen.

I:I As an officer of the organization, | will enter my PIN as my signature on the organization's tax year 2017 electronically filed retum.
If I have indicated within this retum that a copy of the retum is being filed with a state agency(ies) regulating charities as part of
the IRS Fed/State program, | will enter my PIN on the retum's disclosure consent screen.

Officer's signature ~ » Date » 06-01-2018
[Part lll | Certification and Authentication

ERO's EFIN/PIN. Enter your six-digit electronic filing identification
number (EFIN) followed by your five-digit self-selected PIN. 243869 55455

Do not enter all zeros

| certify that the above numeric entry is my PIN, which is my signature on the 2017 electronically filed retum for the organization
indicated above. | confirm that | am submitting this return in accordance with the requirements of Pub. 4163, Modernized e-File (MeF)
Information for Authorized IRS e-file Providers for Business Returns.

ERO's signature ~ » Date » 06-19-2018

ERO Must Retain This Form - See Instructions
Do Not Submit This Form to the IRS Unless Requested To Do So
For Paperwork Reduction Act Notice, see instructions. Form 8879-EO (2017)
EEA




Peterson Fieo & Co LLP

103 Chesley Drive Suite 102
Media, PA 19063-1757
gfico@peters onfico.com

Phone: (610)457-1486 | Fax: (610)340-2370

June 19, 2018

Charcot-Marie-T ooth Association

PO Box 105

Glenolden, PA 19036

Your privacy is important to us. Read the following privacy policy.

We collect nonpublic personal information about you from various sources, including;

* Interviews regarding your tax situation

* Applications, organizers, or other documents that supply such information as your name, address, telephone number,
Social Security Number, number of dependents, income, and other tax-related data

* Tax-related documents you provide that are required for processing tax returns, such as Forms W-2, 1099R, 1099-INT
and 1099-DIV, and stock transactions

We do not disclose any nonpublic personal information about our clients or former clients to anyone, except as requested
by our clients or as required by law.

We restrict access to personal information concerning you, except to our employees who need such information in order
to provide products or services to you. We maintain physical, electronic, and procedural safegnards that comply with
federal regulations to guard your personal information.

If you have any questions about our privacy policy, contact our office at (610)457-14806.

Sincerely,

George Fico CPA
Peterson Fico & Co LLP




Acknowledgement and General Information for
Entities That File Returns Electronically 2017
Name(s) as shown on return Employer Identification Number
Charcot-Marie—-Tooth Association *F—***0896

Entity address

PO Box 105

Glenolden, PA 19036

Thank you for participating in IRS e-file.

1. 2017 990 income tax retum for Federal was filed electronically.
The electronic filing services were provided by Peterson Fieo & Co LLP

2. 990 income tax retum was accepted on 06-19-2018 using a Personal Identification Number (PIN) as
an electronic signature. The entity entered a PIN or authorized the Electronic Retum Originator (ERO) to enter or generate a PIN signature.
The submission ID assigned to thisretumis 2438692018170icl112vy0

PLEASE DO NOT SEND A PAPER COPY OF ENTITY'S RETURN TO THE
IRS. IF YOU DO, IT WILL DELAY THE PROCESSING OF THE RETURN.

EF_ACK.LD
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