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Return of Organization Exempt From lncome Tax

Under section 5o1(cl, 527 , or 4947(a)(1) of the lnternal Revenue Code (except private foundations)

) Do not enter social security numbers on this form as it may be made public.
) lnformation about Form 99O and its instructions is atwww.irs.aov/form990.

A For the 2016 calendar or tax be

B check if
applicable:

and en

T------lAddress
I lchange

---NameI lchange
T - - llnitral
I lreturn
f lFrnalI lreturn/

termin
ated

I rilAmended
L-Alreturn
f'--lApptrca-I ltion

pen drng

D Employer identilication number

22-2480896
E Telephone number

H(a) ls this a group return

for subordinates? ......
H(b) nre aff subordinates included?

41_ 0 875.

Yes IXlNo
Yes f_-]No

Gross $

501 lf "No," attach a list. (see instructions)

J Website: cmtausa. or exem number

Summ
1 Briefly describe the organization's mission or most significantactivities: To support the development of

cot-Marie-Tooth Association

C Name of organization

business asDoin

Number and street (or P,0. box if mail is not delivered to street address)

P.O. Box 105
R oo m/s u ite

City or town, state or province, country, and ZIP or foreign postal code

F Name and address of principal officer:Alll[ Gf ay
same as c above

494 1 0r 527rt no.

n Trust Association Other )
Paft I

4
5

6

7a

7b

Prior Year

2 .297 .7 05 .
618 .370.

1 .191_.
734.828.

8

9

10

11

12

Contributions and grants (Pad Vlll, line t h)

Program service revenue (Part Vlll, line 29)

lnvestment income (Part Vlll, column (A), lines 3,4, and 7d) ..............
Other revenue (Part Vlll, column (A), lines 5, 6d, 8c, 9c, 10c, and 11e)

tne IPad Vlll columnTotal revenue-add lines B throu 11 3.652.094.
1- . 87 9 .71-7 .

0
955.751.

0

L,t94,770.
4.039.538.

13 Grants and similar amounts paid (Part lX, column (A), lines 1.3)

14 Benefits paid to or for members (Part lX, column (A), line 4)

15 Salaries, other compensation, employee benefits (Pad lX, column (A), llnes 5-10)

16a Professional fundraising fees (Part lX, column (A), line 11e)

b Total fundraising expenses (Part lX, column (D), line 25) >
17 Other expenses (Part lX, column (A), lines 11a-1 1d, 111-24e)

18 Total expenses. Add lines 13-1 7 (must equal Part lX, column (A), line 25)

3L9 ,238.

ses. Subtract line 1B from line 1219 Revenue less -387 ,544.
Beoinnino of Current Yeal

L,546.625.
515.45s.

20

21

22

Total assets (Pan X, line 16)

Total liabilities (Pad X, line 26)

Net assets or fund balances. Subtract line 2'1 from li 1_.030.170.
Pafi ll

C)o
fit

o)

oo
od
oo

:>
o

2

3

4

5

6

-Marie-Tooth disease
Checkthis box ) if the organ ization discontinued its operations or disposed of more lhan 25yo of its net assets

Number of voting members of the governing body (Part Vl, line 1a)

Number of independent voting members of the governing body (Pad Vl, line 1b)

Total number of individuals employed in calendar year 2016 (Part V, line 2a)

Total number of volunteers (estimate if necessary)

7 a Iotal unrelated business revenue from Paft Vlll, column (C), line 12

b Net unrelated business taxable income from Form 990'T line 34

the

1,4
L4

0

0

1 642 776.
4.

695.
4

3 L77
2

q)

o
o

cc
4
9
2
0
7

2
2

0

UI
oo
o
x

u,.l

0

LL4 998.
1

-23L 168.

L 191 444.
4

Signature Block
Under penalties 0f perjury, I declare that I have examined this return, including accompanying schedules and slalements, and to the best of my knowledge and belief, it is

true. cor and co Declaration of other than is based on all information of which arer has knowled

1

o

Sign

Here

Signalure of officer

Kimberly Masee, Director of Finance
Date

Type or print name and title

Pa id

Preparer

Use 0nly

PT IN

008
Firm's EIN 35-3858249

Phone no. 3L2 263*9100
see instruction

632001 11 11-16 LHA For Paperwork Reduction Act Notice, see the separate instructions. form 990 1ZOtOl

See Schedule O for Organization Mission Statement Continuation

PrinVType preparer's name

James R. Stern
I I)a

lot
Preparer's siqnature

James R. Stern
Cleck

sell-em

Firm'sname r- Stern Cassello & Associates. LLP
Firm'saddress> 1 N. LaSalle St. , Suite

Chicaoo. IL 60602
L620

           KImberly J. Magee 07/13/2017 
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(Rev. January 20 1 7)

Department of the Treasury
lnternal Fevenue Service

Application for Automatic Extension of Time To File a
Exempt Organization Return

) File a separate application for each return.

) lnformation about Form 8868 and its instructions is at www.irs.gov/form8868

OMB No. 1545-1709

Electronic llling (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, lnformation Return for Transfers Associated With Cedain 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, visil www.irs.gov/efile, click on Charities & Non-Profits, and click on e-file Ior Charities and Non-Profits.

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

All corporations required to file an income tax return other than Form 990-T (includin g 112O-C filers), padnerships, REMlCs, and trusts

must use Form 7004 to request an extension of time to file income tax returns-

Enter filer's

Type or
print

Employer identification number (ElN) or

22-24 B 0 B 6

number

Social security number (SSN)
File by the
due date for
filing your
return. See
instructions.

o The books are in the care of )

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

Glenolden PA 19036
Enter the Return Code for the return that this application is for (file a separate application for each return)

Application

Form 990 or Form 990-EZ

Form 990-BL

Form 4720

Form 990-PF

Form 990-T 401 or

Form 990'T other than

Kimberly Magee
P. O. Box 105 - Glenolden, PA l-9036

Return

Code
07

OB

09

10

11

12

Name of exempt organization or other filer, see instructions.

Charcot -Marie-Tooth Association
Number, street, and room or suite no. lf a P.O. box, see instructions

P.O. Box 105

Return

Code ls For

Application

o2 Form 1041-A

4 th

o4 Form 5227

06 Form BB70

Terephone No )> 6 L0 - 499 -926 4 Fax No. F
o If the organization does not have an office or place of business in the United States, check this box . .... > n
o lf this is for a Group Return, enter the organization's four digit Group Exemption Number (GEN) . lf this is for the whole group, check this

box ) l-_-l .lf itisforpartof thegroup,checkthisbox >I andattachAlislw4hrhenur".ulqelNroJall memberstheextensionisfor.

1 I request an automatic 6-month extension of time until NOVenber 15 , 2Ul , to file the exempt organization return

for the organization named above. The extension is for the organization's return for:

> m calendar year 201-6 or

> E tax year beginning , and ending

2 lf the tax year entered in line 1 is for less than 12 months, check reason: lnitial return Final return

in accounti

3a lf this application is for Forms 990-8L, 990-PF, 99O-T,4720, or 6069, enter the tentative tax, less any

nonrefundable credits. See instructions.

b lf this application is for Forms 990-PF, 99O-f , 4720, or 6069, enter any refundable credits and

estimated tax nts made. lnclude ove allowed as a credit

c Balance due. Subtract line 3b from line 3a. Include your payment with this form, if required,

US EFTPS Federal

Caution: lf you are going to make an electronic funds withdrawal (direct debit) with this Form 886B, see Form 8453-EO and Form 8879.EO for payment
instructions.

LHA For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev. 1-2017)

Mail to: Department of the Treasury
Internal Revenue Service Center
Ogden, UT 84201-0045

623841 01-1 1 17

68.3
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3a
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3c
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Paft lll
ociation 22-24 B 0 B 2

ment rogram ce mp shments
ECheck if Schedule O contains a response or note to anv

Briefly describe the organization's mission:

To support the development of new druos to treat Charcot-Marie-Tooth
disease(CMT), to imnrove the oualitv of life for peonl e wit-h CMT and
ultimatelv. 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 or 990.E2?

lf "Yes," describe these new services on Schedule O.

Did the organization cease conducting, or make significant changes in how it conducts, any program services?.

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

f_lv", lxlruo

f--]y"" E-lruo3

4

4a (cooe: _ ) (expenses $

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 repod the amount of grants and allocations to others, the total expenses, and

revenue. if anv. for each proqram service reported.

t_ 724 733. inctudinssrantsor$ t,392,29 2. ) (nuuunuu$

The orcranization awards research fe llowshins and qrants for research on
Ckrarcot-Marie-Tooth Disease. It also hosts bi-annual meet 1ncf S of all
researchers receivinq its fundinq to nromote knowledoe exchanoe and
srznercrv. as well as meetinos and consortiums of others workin CT in this
field. It uses the services of a cal research consultant to oversee
t-he seleetion of the recioients of the research fund I nct and to wr it-e
the orants and contracts with these researchers. (See Part VTT. Section
B)

4b (cooe:-)(e^p"n.""s l-18,41-3.
The orsanization publishes a

inctudinggrantsof$ ) (nuuunuu$-)
bi-monthlv newsletter and other

educational oublications and maintai ns a website for oatients. their
families, and medical practitioners to assist in understandinq and
treatino Charcot-Marie-Tooth Disease

4c (coo": 

- 

) (e"p"n"""s l-80 , 556 . includinssrantsof$ ) (nevenue $ 783,564.1
The oraanization orqanizes and condu cts suooort crrouos. conf erences and
educational webinars for patients, their families, and medical
nractitioners. to share knowledqe a nromote awareness of CMT Disease.

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

(Expenses$ 823'900.lncludinqqrantsor$ ) (n"u"nr. $

4e Total proqram service exp enses ) 2,847 .702.
rorm 990 lzot o1

2
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3

1

2

3

4

5

6

7

8

9

10

11

a

b

c

d

e

f

12a

b

13

14a

b

15

16

't7

18

19

Checklist of uired Schedules

ls the organization described in section 501(cX3) or 4947(a)(1) (other than a private foundation)?

It "Yes," complete Schedule A

Is the organization required to complete Schedule B, Schedule of Contributor9
Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for

public office? lf "Yes," complete Schedule C, Part I

Section 501(cX3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect

Is the organization a section 501(cXa), 501(cX5), or 501(c)(6) organization that receives membership dues, assessments, or

similar amounts as defined in Revenue Procedure 9B-19? lf "Yes," complete Schedule C, Part lll
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? lf "Yes," complete Schedule D, Part I

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 ll . ....

Did the organization maintain collections of works of arl, historical treasures, or other similar assets? lf "Yes," complete

Schedule D, Part lll
Did the organization reporl an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodian for

amounts not listed in Parl X; or provide credrt counseling, debt management, credit repair, or debt negotiation services?

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, Paft V

lf the organization's answer to any of the following questions is "Yes," then complete Schedule D, Pads Vl, Vll, Vlll, lX, or X

as applicable.

Did the organization repolt an amount for land, buildings, and equipment in Pad X, line 10? lf "Yes," complete Schedule D,

Did the organization repoft an amount for investments ' other securities in Pad X, line 12 that is 5oZ or more of its total

assets repoded in Part X, line 16? lf "Yes," complete Schedule D, Part Vll

Did the organization repon an amount for investments-program related in Pad X, line 13 that is 5%o or more of its total

assets repoded in Part X, line 16? lf "Yes," complete Schedule D, Part VIll

Drd the organization report an amount for other assets in Part X, line 15 that is 5%o or more of its total assets repoded in

Did the organization repod an amount for other liabilities in Part X, line 25? lf "Yes," complete Schedule D, Part X
Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses

the organization's liability for uncertain tax positions under FIN 48 (ASC 74O)? lf "Yes," complete Schedule D, Part X
Did the organization obtain separate, independent audited financial statements for the tax year? lf "Yes," complete

Was the organization included in consolidated, independent audited financial statements for the tax year?

lf "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Pafts Xl and Xll is optional

ls the organization a school described in section 170(bxlXAXiD? lf "Yes," complete Schedule E . .

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

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

Did the organization repod on Part lX, column (A), line 3, more than $5,000 of grants or other assistance to or for any

foreign organizalion? lf "Yes," complete Schedule F, Parts ll and lV

Did the organization report on Part lX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to

or for foreign individuals? lf "Yes," complete Schedule F, Parts lll and lV ...........
Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Parl lX,

column (A), lines 6 and 11e? lf "Yes," complete Schedule G, Part I

Did the organization report more than $15,000 total of fundraising event gross income and contributions on Pad Vlll, lines

1c and Ba? /f "Yes, " complete Schedule G, Paft ll
Did the organizat jon repod more than $1 5,000 of gross income from gaming activities on Part Vlll, line 9a? lf "Yes,"

X

X

x

X

x

X

X

x

X

X

X

X
rorm 990 lzot o1

3
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X
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Yes

1 X
2 x

3

4 X

5

6

7

a

I

10

11a X

11b

11c

11d

11e

11f

12a X

12b

13

14a

14b X

15 X

16

17

18 X

19

L25L0713 7982L5 CHAR0B96



Form 990 rI -Tooth Ass 4

20a

b

21

22

23

24a

b

c

d

25a

b

26

27

28

a

b

c

29

30

31

32

33

34

35a

b

36

37

oo

ules @ontinued)

Did the organization operate one or more hospital facilities? lf "Yes," complete Schedule H

lf "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return?

Did the organization repod more than $5,000 of grants or other assistance to any domestic organization or

domestic government on Part lX, column (A), line 1? lf "Yes," complete Schedule l, Parts land ll ...._....._.

Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on

PartlX,column(A), line22 lf "Yes,"completeSchedulel,Partslandlll ..........
Did the organization answer "Yes" to Part Vll, Section A, line 3, 4, or 5 about compensation of the organization's current

and former offrcers, directors, trustees, key employees, and highest compensated employees? lf "Yes," complete

Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100,000 as of the

Iast day of the year, that was issued after December 31 ,2OO2? If "Yes," answer lines 24b through 24d and complete

Did the organization invest any proceeds of tax'exempt bonds beyond a temporary period exception? ... ..............
Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease

Did the organization act as an "on behalf of " issuer for bonds outstanding at any time during the year?

Section 501(c)(3), 501(c)(a), and 501(cX29) organizations. Did the organization engage in an excess benefit

transaction with a disqualified person during ihe year? lf "Yes," complete Schedule L, Paft I

ls the organization aware that it engaged rn 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? lf "Yes," complete

Schedule L, Part I

Did the organization repod any amount on Part X, line 5, 6, or 22 lor receivables from or payables to any current or

former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? lf "Yes,"

Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial

contrlbutor or employee thereof, a grant selection committee member, or Io a 35%o controlled entity or family member

of any of these persons? lf "Yes," complete Schedule L, Part lll
Was the organization a pady to a business transaction with one of the following pafties (see Schedule L, Pad lV

instructions for applicable filing thresholds, conditions, and exceptions):

A current or former officer, director, trustee, or key employee? lf "Yes," complete Schedule L, Part lV

A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Pari lV .....

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? lf "Yes," complete Schedule L, Pari IV . . . .. . ..

Didtheorganizationreceivemorethan$25,000innon'cashcontributions?/f "Yes,"completeScheduleM..................
Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation

Did the organization liquidate, terminate, or dissolve and cease operations?

Did the organization sell, exchange, dispose of , or transfer more than 25%o of its net assets? lf "Yes," complete

Schedule N, Pari ll
Did the organization own 1OO%o oI an entity disregarded as separate from the organization under Regulations

sections 3O1 .7701-2 and 301 .7701-3? lf "Yes," complete Schedule R, Part I

Was the organization related to any tax'exempt or taxable enIiIy? lf "Yes," complete Schedule R, ParI ll, Ill, or lV, and

Did the organization have a controlled entity within the meaning of section 512(bX13)?

lf "Yes" to line 35a, did the organization receive any payment from or engage in any transactron with a controlled entity

withinthemeaningof section5l2(bX13)? lf "Yes,"completeScheduleR,PaftV, line2 .............
Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?

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 pafinership for federal income tax purposes? // "Yes, " complete Schedule R, Part Vl

Did the organization complete Schedule O and provide explanations in Schedule O for Pad Vl, lines 1 1b and 19?

No

X

x

x

x

X

X

X

X

X

X

o
rorm 990 lzot o;
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Yes

2Oa

20b

21 X

22

23

24a

X

24b

24c
24cl

25a

25b

26

27

28^

2Ab

28c
29

3r)

31

32

33

34
35a

35b

36

37

38 X
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5
Statements Regarding Other IRS Filings and Tax pliance
Check if Schedule O contains a response or note to any line in this Part V

1a Enter the number reported in 8ox 3 of Form 1096. Enter-0- if not applicable

b Enter the number of Forms W-2G included in line 1 a. Enter -0- if noi applicable . . .... .. . . .... .. . .

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

(gambling) winnings to prize winners?

2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,

filed for the calendar year ending with or within the year covered by this return

1a 19
No

X

X

b

3a

b

4a

repodable gaming

lf at least one is repoded on line 2a, drd the organization file all required federal employment tax returns?

Note. lf the sum of lines 1a and 2a is greater than 250, you may be required Io elile (see instructions) . ,,

Did the organization have unrelated business gross income of $1 ,000 or more during the year?

lf "Yes," has it filed a Form 990-T for this year? lf "No," to line 3b, provide an explanation in Schedule O

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 account)?

10a

13b

b lf "Yes," enter the name of the foreign country: )
See instructions for f iling requirements for FinCEN Form 1 14, 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 tax year?

b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction?

c lf "Yes," to lrne 5a or 5b, did the organization file Form 8886-T?

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? ... .

b lf "Yes," did the organization include with every solicitation an express statement that such contributions or gifts

7 Organizations that may receive deductible contributions under section 17O(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?

b lf"Yes,"didtheorganizationnotifythedonorofthevalueofthegoodsorservicesprovided?
c Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required

to file Form 8282?

d lf "Yes," indicate the number of Forms B2B2 filed during the year

e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?

f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract?

g lf the organization received a contribution of qualif ied intellectual property, did the organization f ile Form BB99 as required? ...

h lf the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?

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?

9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 4966?

b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person?

10 Section 501(c)(7) organizations. Enter:

a Initiation fees and capital coniributions included on Part Vlll, line 12 . ........
b Grossreceipts,includedonForm990,PadVlll, linel2,forpublicuseof clubfacilities.......

1 1 Section 501(c)(12) organizations. Enter:

a Gross income from members or shareholders .. . .

b Gross income from other sources (Do not net amounts due or paid to other sources against

amounts due or received from them.)

12a Section a947@)(1) non-exempt charitable trusts. ls the organ ization filing Form 990 in lieu of Form 1041?

b lf "Yes," enterthe amount of tax'exempt interest received or accrued during the year ...-........,.,

13 Section 501(c)(29) qualified nonprofit health insurance issuers.

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

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

organization rs licensed to issue qualified health plans

c Enter the amount of reserves on hand

14a Did the organization receive any payments for indoor tanning services during the tax year?

vide an in Schedule O

X
x

X

X

X

?tf'
rorm 990 1zoto1

5
20L6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

632005 '1'1 11- 16

Pad

Yes

1b 0

1c X

2b X

3a

3k)

4a

5a

5b
5c

6a

6b

7a

7b

7c

7e

7f

7c1

7h

a

9a

9b

12a

'l3a

13c

14a

14b

1,251071-3 7 9821,5 CHAROB96



a -Tooth P 6
Governance, Management, and Disclosure For each "Yes" response to lines 2 through 7b below, and for a "No" response

to line Ba, 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 anv Iine in this Pad Vl m

2

3

4

5

6

7a

b

8

a

b

I

Section A- Governin and M ment

1a Enter the number of voting members of the governing body at the end of the tax year ...........
lf there are material differences in voting riqhts among members of lhe governing body, or if the governing

body delegated broad authority to an executive committee or similar committee, explain in Schedule 0.

b Enter the number of voting members included in line 1 a, above, who are independent . . . . .......

Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other

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?

Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? ..........
Did the organization become aware during the year of a significant diversion of the organization's assets?

Did the organization have members or stockholders? ... .. . ... ......

Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or

Are any governance decisions of the organization reserved to (or subject to approval by) members, stockholders, or

Did the organization contemporaneously document the meetings held or written actions undertaken during the year by the following:

Each committee with authority to act on behalf of the governing body?

ls there any officer, director, trustee, or key employee listed in Part Vll, Section A, who cannot be reached at the

the names and

Section B. Policies rs Sectlon B information about ln Revenue Code

Did the organization have local chapters, branches, or affiliates?

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?

Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form?

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

Did the organization have a written conflict of interest policy? /f "No, " 90 to line 13

Were officers, directors, 0r trustees, and key employees required to disclose annually interests that could give rise to conflicts?

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

in Schedule O how this was done

Did the organization have a written whistleblower policy? .... ..,.
Did the organization have a written document retention and destruction policy?

Did the process for determining compensation of the following persons include a review and approval by independent

persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

The organization's CEO, Executive Director, or top management official

lf "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).

Did the organization invest in, contribute assets to, or parlicipate in a joint venture or similar arrangement with a

taxable entitv durino the vear?

lf "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

X

X

10a

b

11a

b

12a

b

c

13

'14

15

a

b

16a

b

x

X

X

with res ect to such a ments?

Section C. Disclosure

Yes

1b TA

2 x

3

X4

5

6

7a

7b

8a x
8b X

I

Yes

1Oa

10b

11a X

12a X
12t) X

12c X
13 X
14 X

15a X
15b

16a

16b

17

18

List the states with which a copy of this Form 990 is required to be filed )PA
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. lndicate how you made these available. Check all that apply.

I X I o*n website f l Another's website I X I upon request f l ot 
"r. 

(explain in Schedule o)

19 Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of rnterest 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: )
Kimberlv Maqee - 61,0*499-9264
P. O. Box 105, G lenolden. PA 19036

632006 11-11-16 rorm 990 1zotol
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Form 990 ciation
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

7

Employees, and lndependent Contractors
Check if Schedule O contains a response or note to any line in this Pad Vll

Pad Vll

Section A. Officers. Directors. Trustees. Kev Emolovees. and Hiqhest Comoensated Emolovees

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

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

o List all of the organization's current key employees, if any. See instructions for definition of "key employee."
o List the organization's five current highest compensated employees (otherthan an officer, director, trustee, or key employee) who received repoft'

able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1099-MISC) of more than $100,000 from the organization and any related organizations.

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

o List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
more than $10,000 of reportable compensation from the organization and any related 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 ization nor an nsated current officer director or trustee.n

7
201,6. 04000 Charcot-Marie-Tooth

(F)

Estimated
amount of

other
compensation

from the
organization
and related

organizations

rorm 990 lzot o1

Associa CHAR0B92

(A)

Name and Title

(1) Herbert Beron
Secre
(2) stephen D. Blevit
Director
(3) GiIIes Bouchard
Chairman
(4) Laura Fava

Director
(5 ) cary ,f . casper
Trea sur er
(6) Alan Korowitz
Director
(7) Steven o Donnelf
Director
(8) Chris ouellette
Director
(9) Phyllis Sanders
Director
(10) Dr. st-even Scherer
Di rec t or

(14) Dr. Lawrence Wrabitz

(11) Dr. Michael Shy

D ec

(12) Dr. John Svaren

(13) Dr. Peter f Warfield

(16) Kimberfy J. Magee

(15) Patrick Livney

ofF

632007 11-11 16

(c)
Position

(do not check more than one
box, unless person is both an
officer and a director/trustee)

(B)

Average
hours per

week
(list any

hours for
related

organizations
below
line) E

E

E

E

E
oH

E

(D)

Repodable
compensation

from
the

organization
(w-2l1099-MrSC)

(E)

Reportable
compensation
from related
organizations

(w-2l1099.MrSC)

0.00
X X 0 0

0.00
X 0 0

0.00
X x 0 0

0.00
X 0 0

0.00
X x 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

0.00
X 0 0

40.00
X 325,000. 0

40.00
X B2.500. 0

1,25L07 L3 7 982L5 CHAR0 B 9 6



ie-Toot
Section A. Tru

(A)

Name and title

1b Sub-total
c Total from continuation sheets to Part Vll, Section A

d Total dd lines 1b and 1

2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable

3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on

line 1a? lf "Yes," complete Schedule J for such individual

4 For any individual lrsted on line 1a, is the sum of reportable compensation and other compensation from the organization

and related organizations greater than $1 50,000? lf "Yes," complete Schedule J for such individual ........

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services

rendered to the izalion? lf
Section B. lndependent Contractors

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

the ization n for endin with or within the anization's tax

0

No

X

(A)
Name and business address

HumanFirst Therapeutics LLC, 9600 Dewitt
Drive Suite 1 Silver S a 1-0

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

1,

(c)
Compensation

224 96

rorm 990 lzot o1

B

201,5. 04000 Charcot-Marie-Tooth Associa CHAR0B92

632008 1 1-1 1-16

aft
(c)

Position
(do not check more than one
box, unless person is both an
officer and a director/trustee)

(B)

Average
hours per

week
(list any

hours for
related

organizations
below
line)

'=

S

E
I
E

E

=
E

E

(D)

Repodable
compensation

from
the

organization
(w-2l1099-MrSC)

(E)

Repodable
compensation
from related

organizations
(w-2l1099-MrSC)

407.500. 0
0 0

407.500. 0

I

(F)

Estimated
amount of

other
compensation

from the
organization
and related

organizations

Yes

3

4 X

5

(B)
Description of services

Medical Research
Consultant

125L0713 7 98215 CHAR0B96
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Check if Schedule O contains a se or note to line in this Part Vlll

Form 990 P e9

o

f
o
E

s
E

@

o

o
c

o

N
Lo
ri
=o
6
o
F

'tr

o

o)o

bEaE
e(l)tr>
(Eq)
bcE

o-

Reven
from

u ded
derUN

0ns
514

149 99

l4 94
rorm 990 1zoto1

9

201,6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

o

o
C)
E
L
C)

o

632009 11-11-16

art

(A)
Total revenue Related or

exempt function
revenue

(c)
Unrelated
business
revenue

a

b

c

d

e

f

s

Federated campaigns

Membership dues

Fundraising events .. . . .

Related organizations

Government grants (contributions)

All other contributions, gifts, grants, and

similar amounts not included above .....

Noncash contributions included in lines la-11: $

773.

1d

4

1a

1b

L.642.176.

783.564. 783.554.

783.564.

2 a Support Group Revenue
b

c

d

e

f All other program service revenue

Total. Add lines

595. 595.

749,994.

lnvestment income (including dividends, interest, and

other similar amounts) ........ >
lncome from investment of tax-exempt bond proceeds )

Gross rents

Less: rental expenses ......
Rental income or (loss) ....

Net rental income or (loss)

Gross amount from sales of

assets other than inventory

Less: cost or other basis

and sales expenses

Gain or (loss) . ..................
Net gain or (loss)

8 a Gross income from fundraising events (not

contributions reported on line 1c). See

Pad lV, line 18 ..... .......... ... .. a

Less: direct expenses , b

Net rncome or (loss) from fundraising events

Gross income from gaming activities. See

Part lV, line 1 9 ........... a

Less: direct expenses b

Net income or (loss) from gaming activities ..

Gross sales of inventory, less returns

and allowances . . ... . ......... . ...... ...... a

Less: cost of goods sold ........ . b

Real Personal

B

of

3

4

5

840.

including $

B3
33

Securities

Royalties

b

c

9a

b

c

1Oa

b

6a
b

c

d

7a

b

c

d

Miscellaneous Revenue Business Code

3.r11 .029. 783.564. 695.

d All other revenue

e Total.Add lines 11a'11d ...

12 Total revenue. See instructions.

'11 a

b

c

L25101L3 7 982L5 CHAR0B96



Ass 10

(D)
Fundraising

SCS

1

84 6L5

4 398.

47 382.

660.

76 032.

rorm 990 lzot o1

CHARO B 9 2

Statement of F NSES

Section 501 and 501 must

Check if Schedule O contains a

Do not include amounts repofted on lines 6b,
7b, 8b, 9b, and 10b of Part Vlll.

1

2

3

4

5

6

7

8

I
10

11

a

b

c

d

e

t
s

12

13

14

15

16

17

18

19

20

21

22

23

24

a

b

c

d

e All other expenses
Add lines 1 h 24e

26 J0int costs. Cornplete this line only il the organizalion

reported in column (B) loint costs from a combined

educational campaign and lundraising solicitation.

Grants and Other assistance lo domestic 0r0anizations

and domestic g0vernments. See Part lV, line 21

Grants and other assistance to domestic

indrviduals. See Part lV,line22
Grants and other assistance to foreign

organizations, foreign governments, and foreign

individuals. See Part lV, lines 15 and 16 .........
Benefits paid to or for members

Compensation of current officers, directors,

trustees, and key employees

Compensation not rncluded above, t0 disqualified

persons (as defined under sectlon 4958(f)(1)) and

persons described in section 4958(c)(3XB)

Other salaries and wages

Pension plan accruals and contributions (include

section 401 (k) and 403(b) employer contributions)

Other employee benefits

Payroll taxes

Fees for services (non-employees):

Management

Legal . . ... . . . . . .

Accounting

Lobbying

Professional lundraising services. See Part lV, line 1 7

lnvestment management fees ..... . ........ .........
Other. (l{ line 119 amount exceeds 10% of line 25,

column (A) amount, list line 119 expenses on Sch 0.)

Advertising and promotion

Office expenses....... .... ......
lnformation technology

Royalties

Occupancy

lravel

Payments of travel or entertainment expenses

for any federal, state, or local public officials

Conferences, conventions, and meetings ......
lnterest

Payments to affiliates

Depreciation, depletion, and amortization ......
I nsurance

0ther expenses. ltemize expenses n0t cOvered
above. (List miscellaneous expenses in ljne 24e. lf line
24e amount exceeds 10% of line 25, column (A)
amount, list line 24e expenses on Schedule 0.)

Direct Program Expenses

all columns. All other must column

or note to in this Pari lX

10
20L6. 04000 Charcot-Marie-Tooth Associa

Check here

632010 11 ',l1 16

rt

(B)
Program service

EXDCNSES

(c)
Management and
oeneral expenses

(A)
Total expenses

1.392.292.1.392,292.

538 .425 . 40s.938. 26 ,337 .

3L6 .1,77 . 23r .56L.

45.305. 40.551_. 1_.356.

98 .967 . 51.585.

550.

223 .252. 28 .992. L94.210.

7 .436 . 7 .436.

11.858. 11_, B5B.

696 .783.77 2 ,8L5 .

3.408.1,97. 2 ,847 .7 02. 24L,257 .

I25I071_3 7 9821.5 CHAROB96

954-



ciation 22*2480896 11

line in this Part X

(B)
End of year

l_ 47 4.

L 1- 1 444
2B 55

353 BBB.

3 2 442.

-41 139.
4 141".

199 002.
1_ 444.

rorm 990 lzot o;

1l_
20]-6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

Balance Sheet
Check if Schedule O contains a re nse

o
0)oo

U'
c)

E.;
.g
J

6

o
0)
o

=
m
Ec
I
o
o
ooo

C)z

632011 11 11 16

Paft X

(A)
Beginning of year

1,365, 87B. 1

2

1-42,000. 3

4

5

6

7

I
7 ,4L5. 9

31, .332 . 1Oc

11

12

13

14

15

T .546 .625. 16

1 Cash - non-interest-bearing ...........
2 Savings and temporary cash investments ................
3 Pledges and grants receivable, net ...............
4 Accounts receivable, net ...............
5 Loans and other receivables from current and former officers, directors,

trustees, key employees, and highest compensated employees. Complete

Pad ll of Schedule L .

6 Loans and other receivables from other disqualified persons (as defined under

section 4958(f)(.1)), persons described in section a95B(cX3XB), and contributing

employers and sponsoring organizations of section 501(cXg) voluntary

employees' beneficiary organizations (see instr). Complete Part ll of Sch L ......
Notes and loans receivable, net ....................
lnventories for sale or use ............
Prepaid expenses and deferred charges

Land, buildings, and equipment: cost or other

basis. Complete Part Vl of Schedule D .. . .

Less: accumulated depreciation

lnvestments - publicly traded securities ........
lnvestments - other securities. See Part lV, Iine 11

lnvestments - program-related. See Part lV, line 11

lntangible assets ..........
Other assets. See Part lV, line 11 . .

Total assets. Add lines 1 throuqh 15 (must equal line 34)

7

I
9

1Oa

45 718.1Oa

b

11

12

13

14

15

16

L52,567. 17

353.888. 18

19

20

21

22

23

24

25
516.455. 26

Accounts payable and accrued expenses

Grants payable

Deferred revenue

Tax-exempt bond liabilities

Escrow or custodial account liability. Complete Paft lV of Schedule D ,,

Loans and other payables to current and former officers, directors, trustees

key employees, highest compensated employees, and disqualified persons

Complete Part ll of Schedule L ..

Secured mortgages and notes payable to unrelated third parties

Unsecured notes and loans payable to unrelaied third padies

Other liabilities (including federal income tax, payables to related third

parties, and other liabilities not included on lines 17-24). Complete Pad X of

Schedule D .

26 Total liabilities. Add lines 17 throuoh 25

23

24

25

17

18

19

20

21

22

LL2,L03. 27

918.057. 2A

29

30

31

32

1.030.170. 33

1.545 .525. 34

Organizations that follow SFAS 117 {ASC 958), check here } m
complete lines 27 through 29, and lines 33 and 34.

Unrestricted net assets

Temporarily restricted net assets

Permanently restricted net assets

Organizations that do not follow SFAS 117 {ASC 958), check here }
and complete lines 30 through 34.

Capital stock or trust principal, or current funds . .. . . . . ... .

Paid-in or capital surplus, or land, building, or equipment fund ... .

Retained earnings, endowment, accumulated income, or other funds

Total net assets or fund balances

Total liabilities and net assets/fund balances

27

28

29

30

31

32

33

34

and

L25L07L3 1 9821,5 CHAR0B96



P e12

1,7 7 02
408 19

-231, 158.
L 030 L70

799

No

rorm 990 leot o;

1,2

20L6. 04000 Charcot Marie-Tooth Associa CHAR0B92

1

2

3

4

5

6

7

8

9

10

990

Reconciliation of Net Assets
Check if Schedule O contains a se or note to this Part Xl

Total revenue (must equal Part Vlll, column (A), line 12) . . ...

Total expenses (must equal Parl lX, column (A), line 25) . ....

Revenue less expenses. Subtract line 2 from line 1

Net assets or fund balances at beginning of year (must equal Pad X, line 33, column (A)

Net unrealized gains (losses) on investments

Donated services and use of facilities

lnvestment exDenses

Prior period adjustments

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 I (must equal Part X, line 33,

column

Financial Statements and Reponing
or note to line in this Part Xll

3

if a

1 Accounting method used to prepare the Form 990: f_-] Castr I X l Accrual f_l Otl. 
"t

lf the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.

2a Were the organization's financial statements compiled or reviewed by an independent accountanl? ................
lf "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:

f_-] Separate basis [*_=l Consolidated basis f-'l gotl consolidated and separate basis

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

lf "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis,

consolidated basis, or both:

I X'l Separate basis f] Consolidated basis f-l eoth consolidated and separate basis

c lf "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 accountanl? . ... .

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

3a As a result of a federal award, was the organization required to undergo an audit or audits as set fotth in the Single Audit

b lf "Yes, " drd the organization undergo the required audit or audits? lf the organization did not undergo the required audit

taken to u such audits

X

X

632012 11 11 16

Paft Xl

1

2

3

4
5

6

7

8

I

10

rt

Yes

2a

2b X

2c

3a

x

3h

L25L0713 7 982L5 CHAR0B96



SCHEDULE A
(Form 990 or 990-EZ)

Department of the Treasury
internal Revenue Servrce

OMB No 1545-0047

Public Charity Status and Public Support
Complete if the organization is a section 501(c)(3) organization or a section

agaT @\1) nonexempt charitable trust.
) Attach to Form 99O or Form 990-EZ.

lnformation about Schedule A 990 or and its instructions is at

2016
Open to Public

lnspection

Name of the organization Employer identif ication number

22-24 B 0 B
Reason for u (All organizations must complete this part.) See instructions

organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)

f-l n church, convention of churches, or association of churches described in section 170(bXlXAX|).

A school described in section 17O(bXlXAXii). (Attach Schedule E (Form 990 or 990-EZ).)

A hospital or a cooperative hospital service organization described in section 170(bXlXAX|ii).

A medical research organization operated in conjunction with a hospital described in section 17O(bXlXAX|ii). Enter the hospital's name,

The

1

2

3

4
nitrr rnd al"+o'

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

section 170(bXlXAXiv). (Complete Pad ll.)

A federal, state, or local government or governmental unit described in section 17O(bXlXAXv).

An organization that normally receives a substantial part of its suppod from a governmental unit or from the general public described in

section tzO(bXlXAXvi). (Complete Part ll.)

A community trust described in section 170(bXlXAXvi). (Complete Part ll.)

An agricultural research organization described in section tZO(bXlXAXix) 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

10 lXl Anorganizationthatnormallyreceives: (1)morethan33 1/3"/.ofitssupportfromcontributions,membershipfees,andgrossreceiptsfrom

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(aX2). (Complete Part lll.)

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

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 supporled 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 supporling organization and complete lines 12e, 12f , and 129.

Type L A supporling 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 suppoding

organization. You must complete Part lV, Sections A and B.

Type ll. A supporling organization supervised or controlled rn 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 lV, Sections A and C.

Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,

its supporled organization(s) (see instructions). You must complete Part lV, Sections A, D, and E.

Type lll non-functionally integrated. A supporling 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 lV, Sections A and D, and Part V.

Check this box if the organization received a written determination from the IRS that it is a Type I, Type ll, Type lll

functionally integrated, or Type lll non-functionally integrated suppoding organization.

f Enter the number of supported organizations

Provide the followi information about the s
(i) Name of suppoded

organization

Amount of other

support (see instructions)

LHA For Paperwork Reduction Act Notice, see the lnstructions for Form 990 or 990-EZ. 632021 0e-21-i6 Schedule A (Form 990 or 990-EZ) 2O16

13
1,25I0713 7982L5 CHAR0B96 201-6.04000 Charcot-Marie-Tooth Associa CHAR0B92

5

6

7

I
I

11

't2

a

b

c

d

e

(ii) ErN (iii) Type of organization
(described on lines 1 10
ahove (see instnrctions)) Yes

. {rv/ r5 ulu urui
rn y0ur 00vern

No

il[duult ilucu
n0 documel]t?

(v) Amount of monetary

suppod (see instructions)



ScheduleA (Form 990 or990-EZ) 2016 Charcot-Marie-Tooth Association 22-2480896 Paqe2

I Pan ll I Support Schedule for Organizations Described in Sections 170(bX1XA)(iv) and 170(bXlXAXvi)
(Complete only if you checked the box on line 5, 7, or I of Part I or if the organization failed to qualify under Pad lll. lf the organization

fails to qualify under the tests listed below, please complete Paft lll.)

Section A. Public Su
Calendar year (or fiscal year beginning in) )

1 Gifts, grants, contributions, and

membership fees received. (Do not

include any "unusual grants.") ......
2 Tax revenues levied for the organ-

ization's benefit and either paid to

or expended on its behalf

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

4 Total. Add lines 1 through 3 . ....
5 The portion of total contributions

by each person (other than a
governmental unit or publicly

suppoded organization) included

on line 1 that exceeds 2%o of the

amount shown on line 11,

column (f)

Total

Section B. Total
Calendar year (or fiscal year beginning in) )
7 Amounts from line 4 . . ... .. ..

I Gross income from interest,

dividends, payments received on

securities loans, rents, royalties

and income from similar sources ...

9 Net income from unrelated business

activities. whether or not the

10

business is regularly carried on

Other income. Do not include gain

or loss from the sale of capital

assets (Explain in Part Vl.)

Total support. Add lines 7 through 10

Total

>E

11

12

13

Gross receipts from related activities, etc. (see instructions)

First five years. lf the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)

orqanization, check this box and stop here

tal 2012 (b) 201 3 bt 2014 (d) 2015 (e) 201 6

ht 2012 (b) 2013 lct2014 (d) 2015 (e) 2016

'12

Section C. Computation of Public Support Percentage
14 Public support percentage for2016 (line 6, column (f) divided by line 1 1, column (f))

15 Public suppon percentage from 2015 Schedule A, Paft ll, line 14 ...... . ...

16a 33 1/3% support test - 2016. lf the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

b 33 1/3% support test - 2015. lf the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3%o or more, check this box

17a 10% -facts-and-circumstancestest - 20'16. lf the organization did not check a box on line 13, 16a, or'1 6b, and line 14 is 100% ormore,

and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part Vl how the organization

meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization >
b 10% -facts-and-circumstances test - 2015. lf the organization d id not check a box on line 1 3, '1 6a, 16b, or 17 a, and line 1 5 is 1 0% or

more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part Vl how the

organization meets the "facts-and-circumstances" test. The organrzation qualifies as a publicly supported organization >
18 Privaie forrndation- lf the oroanization did not check a box on line 13 , 1 6a, 1 6b, 17a, or 17b, check this box and see instructions )

%

%

14

15

Schedule A (Form 990 or 990-EZ) 2016
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scheduteA(Form990oreeo-EZ)2016 Charcot*Marie-Tooth Associatiort 22-2480896 puq"3
s Described in Section 509(aX2)

(Complete only if you checked the box on line 10 of Part I or if the organization failed to qualify under Part ll. lf the organization fails to

oualifv under the tests listed below. olease complete Pad ll.)
Section A. Public Su lt
Calendar year (or fiscal year beginning in) )

1 Gifts, grants, contributions, and

membership fees received. (Do not
include any "unusual grants.") ......

2 Gross receipts from admissions,
merchandise sold or services per.
formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose

3 Gross receipts from activities that

are not an unrelated trade or bus-

iness under section 5'13 . ,.
4 Tax revenues levied for the organ-

ization's benefit and either paid to

or expended on its behalf

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

6 Total. Add lines 1 through 5

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

b Amounts included on Iines 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 Add lines TaandTb

Section B. Total
Calendar year (or liscal year beginning in) )
I Amounts from line 6

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 51 1 taxes) from businesses

acquired after June 30, 1975

cAdd lines 10aand 10b . . ....
11 Net income from unrelated business

I 444.

B 444.

12

activities not included in line 10b,
whether or not the business is
regularly carried on
Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part Vl.)
TOtal SUppOft. (Add rines e, 1oc, 1 1, and 12.)

8 313 163

Total

0 985

Total

59213

14 First five years. lf the Form 990 is for the organizatlon's f irst, second, third, founh, or fifth tax year as a section 501(c)(3) organization,

check this hox and qinn hcre

lal 2O1 4 {.ll 2015 {el 2O16lal 2012 (b) 2013

895 .5s1. 1 114 359 2 361 672 2 297 705 1 64?. 7'76

944.580. 1 628 420 't '7 5'1 40 49Lt,366. 958 ,21-5 .

i 808 017 2 072 514- 3 306 252 3 926 1-25. 3 410 180-

(bl 2013 Icl 2O1 4 (d) 2015 (e) 2016hl 2012

1 808 017 2 012 574. 3 306 252- 3 926 L25 3 410 180-

2.T65. 2 .5L5 . 1 .1_91_. 695.L ,718 .

2.T65. 2 .61,5 . 1, .LgL. 695.t ,118 .

i 308 857 1 92'7 11 5 3 410 8?51 809 795. 2 074 139.

Section C. Com on of Public Su rt Perce e

15 Public support percentage for 2016 (line B, column (f) divided by line 13, column (f))

Public su from 2015 Schedule Pan lll line 15

Section D- Com on of lnvestment lncome Percenta
17 lnvestment income percentage for 2016 (line 10c, column (f) divided by line 13, column (f))

18 lnvestment income percentage from 2015 Schedule A, Pad lll, line 17

19a33 1/3o/o support tests - 2016. lf the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and Iine 17 is not

more than 33 1/3yo , check this box and stop here. The organization qualifies as a publicly suppoded organization . > m
b 33 1/3% support tests - 2015. lf the organization did not check a box on line I 4 or line 1 9a, and line 1 6 is more than 33 1/3%o , and

Iine 1 B ls not more than 33 1/3"/o , check this box and stop here. The organizatron qualifies as a publicly suppofted organization >
2O Privateforrnclalion. lf the oroanization did not check a box on line 14. '19a or 19h check this box and see instnrctions >fl

4N

.01 %

15

16

17

18

Schedule A (Form 990 or 990-EZ) 2016
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2016 r -Mari
Supporting Organizations
(Complete only if you checked a box in line 12 on Pan L lf you checked 12a of ParI l, complete Sections A

and B. lf you checked 12b of Part l, complete Sections A and C. lf you checked 12c of Paft l, complete

Sections A, D, and E. lf you checked 12d of Part I . complete Sections A and D, and complete Pad V .)

Section A. All anizations

1 Are all of the organization's supported organizations listed by name in the organization's governing

documents? lf "No," describe in Part Vl how the suppofted organizations are designated. lf designated by

class or purpose, describe the designation. lf historic and continuing relationship, explain.

2 Did the organization have any supported organization that does not have an IRS determination of status

under section 509(aX1) or (2)? lf "Yes," explain in Part Vl how the organization determined that the supporled

organization was described in section 509(a)(1)or (2).

3a Did the organization have a supporled organization described in section 50t (c)(a), (5), or (6)? lf "Yes," answer

(b) and (c) below.

b Did the organization confirm that each supporled organization qualified under section 501(c)(a), (5), or (6) and

satisfied the public support tests under section 509(a)(2)? If "Yes," describe in Paft Vl when and how the

organization made the determination.

c Did the organization ensure that all support to such organizations was used exclusively for section 170(cX2)(B)

purposes? lf "Yes," explain in Paft Vl what controls the organization put in place to ensure such use.

4a Was any supporled organization not organized in the United States ("foreign supported organization")? /f

"Yes," and if you checked 1 2a or 1 2b in Paft l, answer (b) and (c) below-

b Did the organization have ultlmate control and discretion in deciding whether to make grants to the foreign

supporled organization? /l "Yes, " describe in PartVI how the organization had such control and discretion

despite being controlled or supervised by or in connection with its supporled organizations.

c Did the organization suppod any foreign supported organization that does not have an IRS determination

under sections 501 (cX3) and 509(a)(1) or (2)2 lf "Yes," explain in Part Vl what controls the organization used

to ensure that all suppott to the foreign suppofted organization was used exclusively for section 170(c)(2)(B)

purposes.

5a Did the organization add, substitute, or remove any supporled organizations during the tax year? lf "Yes,"

answer (b) and (c) below (if applicable). Also, provide detail in Paft VI, including (i) the names and EIN

numbers of the supported organizations added, substi futed, or removed; (ii) the reasons for each such action;

(iii) the authority under the organization's organizing document authorizing such action; and (iv) how the action

was accomplished (such as by amendment to the organizing document).

b Type I or Type ll only. Was any added or substituted supported organization part of a class already

designated in the organization's organizing document?

c Substitutions only. Was the substitution the result of an event beyond the organization's control?

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to

anyone other than (i) iis supported organizations, (ii) individuals that are part of the charitable class

benefited by one or more of its supported organizations, or (iii) other supporting organizations that also

suppod or benefit one or more of the filing organization's suppofted organizations? If "Yes," provide detail in

Paft Vl.

7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor

(defined in section a958(cX3XC)), a famrly member of a substantial contributor, or a35%o controlled entity with

regard to a substantial contributor? lf "Yes," complete Paft I of Schedule L (Form 990 or 990-EZ).

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 7?

lf "Yes," complete ParI I of Schedule L (Form 990 or 990-EZ).

9a Was the organization controlled direcily or indirectly at any time during the tax year by one or more

disqualified persons as defined in section 4946 (other than foundation managers and organizations described

in section 509(aX1) or (2))? lf "Yes," provide detail in PartVI.

b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which

the supporting organizaiion had an interesl? lf "Yes," provide detail in Paft Vl.

c Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit

from, assets in which the supporting organization also had an interest? lf "Yes," provide detail in Part Vl.

1Oa Was the organization subject to the excess business holdings rules of section 4943 because of section

4943(f) (regarding cerlain Type ll supporling organizations, and all Type lll non.functionally integrated

supporting organizations)? lf "Yes," answer 1Ob below.

b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to

determine whether the

Schedule A (Form 990 or 990-EZ) 2016
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Yes

1

2

3a

3b

3c

4a

4b

4c

5a

5b

5c

6

7

n

9a

9b

9c

1Oa

10b

1,25L07 L3 7 982L5 CHAR0 B 9 6



16 rie-Tooth
Su o anizations tin

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

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

below, the governing body of a supported organization?

b Afamily member of a person describeci in (a) ahove?

c 435%o controlled e ofa rson described in or above? lf " tn

Section B. nizations

1 Did the directors, trustees, or membership of one or more supponed organizations have the power to

regularly appoint or elect at least a majority of the organization's directors or trustees at all times during the

tax year? lf "No," describe in Part Vl how the supporied organization(s) effectively operated, supervised, or

controlled the organization's activities. If the organization had more than one suppofted organization,

describe how the powers to appoint andlor remove directors or trustees were allocated among the suppofted

organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

2 Did the organization operate for the benefit of any suppoded organization other than the suppoded

organization(s) that operated, supervised, or controlled the supporting organization? /f "Yes," explain in

PartVl how providing such benefit carried out the purposes of the supported organization(s) that operated,

or controlled

Section C. T izations

Were a majority of the organization's directors or trustees during the tax year also a majority of the directors

or trustees of each of the organization's supported organization(s)? /f "No, " describe in Paft VI how control

or management of the supporling organization was vested in the same persons that controlled or managed

the

Section D. All lllSu izations

1 Did the organization provide to each of its suppoded organizations, by ihe last day of the fifth month of the

organization's tax year, (i) a written notice describing the type and amount of suppott provided during the prior tax

year, (ii) a copy of the Form 990 that was most recently filed as of the date of notification, and (iii) copies of the

organization's governing documents in effect on the date of notification, to the extent not previously provided?

2 Were any of the organization's officers, directors, or trustees either (i) appointed or elected by the suppoded

organization(s) or (ii) serving on the governing body of a supported organization? lf "No," explain in Part Vl how

the organization maintained a cloge and continuous working relationship with the supported organization(s).

3 By reason of the relationship described in (2), did the organization's suppoded organizations have a

significant voice in the organization's investment policies and in directing the use of the organization's

income or assets at all times during the tax year? lf "Yes," describe in Paft Vl the role the organization's

tlons in this

-248

No

No

No

Section E. Tvpe lll Functionallv lntesrated Suppofting Orqanizations

rt
Yes

11A

11b

11c

Yes

1

2

Yes

.l

Yes

1

2

3

a

b

c

1 Check the box next to the method that the organization used to satisfy the Integral ParI Test during the yea(see instructions).

The organization satisfied the Activities Test. Complete line 2 below.

The organization is the parent of each of its supported organizations. Complete line 3 below.

The organization supported a governmental entity. Describe in Paft VI how you supported a government entity (see

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

a Didsubstantiallyall oftheorganization'sactivitiesduringthetaxyeardirectlyfurthertheexemptpurposesof
the supporled organization(s) to which the organization was responsive? lf "Yes," then in Part Vl identify

those suppofted oryanizations and explain how these activities directly furlhered their exempt purposes,

how the organization was responsive to those supporled organizations, and how the organization determined

that these activities constituted substantially all of its activities.

b Did the activrties described in (a) constitute activities ihat, but forthe organization's involvement, one or more

of the organization's supponed organization(s) would have been engaged in? lf "Yes," explain in Part Vl the

reasons for the organization's position that its suppofted organization(s) would have engaged in these

activities but for the organization's involvement.

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

trustees of each of the supporled organizations? Provide details in Part Vl.

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

of its su orted izalions? lf " describe in

632025 0S-21-16
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Schedule A orm 990 or 201 6 cot -Mar
lll Non-Functional d ortin ons

Check here if the organization satisfied the lntegral Pan Test as a qualifying trust on Nov. 20, 1970 (explain in Part Vl.) See instructions. All

other lll non-functio rti ns must Sections A th hE.

Section A - Adjusted Net lncome
(B) Cunent Year

(optional)

Net short-term ital

2 Recoveries of distributions

tncome instruction

4 Add lines 1

em

3

d

6 Porlion of operating expenses paid or incurred for production or

collection of gross income or for management, conservation, or

maintenance of held for uction of income inst

7 Other ex SES tn

btract lines and 7 from line 4

Section B - Minimum Asset Amount

1 Aggregate fair market value of all non-exempt'use assets (see

instructions for shod tax or assets held for of

a Ave e month value of securities

balances

c Fair market value of other non-exem ASSCTS

1 and'1

e Discount claimed for blockage or other

lin
2 indebtedness licable to non.exem

(B) Current Year
(optional)

Current Year

2 1d

4 Cash deemed held for exempt use. Enter 1.1/2%o ot line 3 (for greater amount,

5 Net value of non-exem -use assets ract line 4 from line

7 Recoveries of distributions

add line 7 io line

Section C - Distributable Amount

net income for rior m Section line

of line 1

3 Minimum asset amount for m Section B line n

Iine 2 or line 3

5 lncome tax in

6 Distributable Amount. Subtract line 5 from line 4, unless subject to

tem reduction instructi

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

instructions).
7

(A) Prior Year

1

2

3

4

5

6

7

8

(A) Prior Year

1a

1b

1c

1d

2

3

4
5

6

7

n

1

2

3

4
5

6

632026 0S-21-16
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a -Tooth Association
o zations

22-24808 6 7

rrent Year

lll Non-Functional d

1 Amounts idtos anizations to accom lish exem

2 Amounts paid to perform activity that directly furthers exempt purposes of suppoded

ization in excess of income from

lish exem oses of ons

4 Amounts to assets

set'aside

6 Other distributions ribe in See instructions

7 Total annual distributions. Add lines 1 th

B Distributions to attentive suppoded organizations to which the organization is responsive

e details in Part See instructions

Distributable amount for 2016 from Section line 6

10 Line 8 amount divided Line 9 amount

Section E - Distribution Allocations (see instructions)

1 Distributable amount for 2O16 from Section line 6

2 Underdistributions, if any, for years prior to 2016 (reason-

able cause red- in Pad See instructions

h

from 201 1 not Iied instructio

Remainder. Subtract lines and 3i from 3f

4 Distributions for 2016 from Section D,

line 7: $

to underdistributions of ilor

b to 2016 distributable amount

Remainder. Subtract lines 4a and 4b from 4

5 Remaining underdistributions for years prior to 2016, if

any. Subtract lines 39 and 4a from line 2. For result greater

than in Part Vl. See instructions

6 Remaining underdistributions for 201 6. Subtract lines 3h

and 4b from line 1. For result greater than zero, explain in

Part Vl. See instructions

7 Excess distributions carryover lo 2017. Add lines 3j

and 4c

8 Breakdown of line 7:

b Excess from 2013

Excess from 2 14

d Excess from 2015

Excess from 2

(iii)
Distributable

Amount for 2016

Schedule A (Form 990 or 990-EZ) 2016
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Excess distributions if to 201

a

b

h
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From 2013

d From 2014

From 2015

f Total of lines 3a e

lied to underdistributions of

to 2016 distributable amount

(i)

Excess Distributions

(ii)
Underdistributions

Pre-2016

1,251,01L3 7982]-5 CHAR0B96



n
h

Supplemental lnformation. Provide the explanations required by Part ll, line 10; Part ll, line 17a o( 17b;Part lll, line 12;
PartlV,SectionA, |ines1,2,3b,3c,4b,4c,5a,6,9a,9b,9c, 11a, 11b,and11c; PadlV,SectionB, linesl and2;PartlV,SectionC,
line 1; Part lV, Section D, lines 2 and 3; Part lV, Section E, lines 1c, 2a,2b,3a, and 3b; Pad V, line 1; Pad V, Section B, line 1e; Part V,

Section D, lines 5, 6, and B; and Part V, Section E, lines 2, 5, and 6. Also complete this pad for any additional information.
(See instructions.)
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Schedule B
(Form 99O,99O-EZ,
or 990-PF)
Department of the Treasury
lnternal Revenue Service

Name of the organization

Organization type (check one) :

Filers of: Section:

Form 990 or 990-EZ

Form 990-PF

Schedule of Contributors
) Attach to Form 990, Form 990-EZ, or Form 990-PF.

) lnformation about Schedule B (Form 990,990-EZ, or 990-PF) and
its instructions is at 990

OMB No. 1545-0047

2016
Employer identif ication number

I X I sor ("X 3 ) (enter number) organization

f-l qSqZ@)(1) nonexempt charitable trust not treated as a private foundation

527 political organization

501 (c)(3) exempt private foundation

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

501 (cX3) taxable private foundation

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

Note: Only a section 501 (cX7), (B), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructtons

General Rule

I X I for an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more (rn money or

property) from any one contributor. Complete Parts I and ll. See instructions for determining a contributor's total contributions.

Special Rules

For an organization described in section 501 (c)(3) filing Form 990 or 990.E2 that met Ihe 33 1/3o/o suppotl test of the regulations under

sections 50g(aX1) and 1 70(b)(1)(AXvi), that checked Schedule A (Form 990 or 990-EZ), Pad ll, line 13, 1 6a, or 1 6b, and that received f rom

any one contributor, during the year, total contributions of the greater of (1) $5,000 or (2\2%o of the amount on (i) Form 990, Paft Vlll, line t h,

or (ii) Form 990-EZ,line 1. Complete Parts I and ll.

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 ,OOO exclusively for religious, charitable, scientific, literary, or educational purposes, or for

the prevention of cruelty to children or animals. Complete Pads l, ll, and lll.

For an organization described in section 501(cX7), (B), 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. lf this box

is checked, enter here the total contributions that were received during the year Ior an exclusively religious, charitable, etc.,

purpose. Don't complete any of the pads unless the General Rule applies to this organization because it received nonexclusively

relrgious, charitabie, etc., contributions totaling $S,000 or more during the year >$

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 lV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Paft l, line 2, to

certify that it doesn't meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990'PF).

LHA For Paperwork Reduction Act Notice, see the lnstructions for Form 99O, 990-EZ, or 990-PF. Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

623451 10 18 16



Schedule B Form 990 990-EZ, or

Name ol organization

cot*Marie-
Pad I Contributofs (See instructions). Use duplicate copies of Parl I if additional space is needed.

36

(a)

No.

63

64

2

(a)

No.

L

(a)

No.

37

(a)

No

Employer identification number

22-248

(d)

of contribution

Person m
Payroll
Noncash E

(Complete Pan llfor
noncash contributions.)

(d)

of contribution

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

Person
Payroll
Noncash

tfl

E

(a)

No

3B

22
201-6. 04000 Charcot-Marie-Tooth

(Complete Part l1 for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

(a)

No.

623452 10-18-16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

9 ,7 45.$

Aetrex Worldwide. Inc.

Teaneck. NJ 07656-5160

414 Alfred Ave

(c)

Total contributions
(b)

Name, address, and ZIP + 4

5.980.$c/o Camo Scandinavia AB
Helsingborg, Helsingborg, SWEDEN
sE-254 67

A11ard International

Total contributions
(c)(b)

Name, address, andZlP + 4

700.7$

-2056

Al1ard USA Inc.

e3300 Forqe Wav, Suit

Rockawav. N'J 07856

(c)

Total contributions
(b)

Name, address, and ZIP + 4

7.500.$

Des Plaines. IL 60018-4775

Awison Youno Inc.

9700W. Hiocrins Road suite 500

Total contributions
(c)(b)

Name, address, and ZIP + 4

000.6$1-00 Garden Citv Pl-aza

Garden Citv. NY 11530-3 201

Baker Sanders LLC

.suite 500

(c)

Total contributions
(b)

Name, address, and ZIP + 4

53,1_00.$

Community Foundation for the
A1l-eqhenies

Johnstown. PA 1-590]--L644

11 6 Market St. Suite 4

1,251,0 713 7 9821,5 CHAR0 B 9 6 Associa CHAR0B92



2

Employer identification number

22-248089

(d)

of contribution

Person E
Payroll
Noncash

(Complete Part llfor
noncash contributions.)

(d)

of contribution

Person lX]
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part llfor
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pan llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

23
201,6. 04000 Charcot-Marie-Tooth Associa CHAROB92

Schedule B rm 990, 990.E2 or 990-P 01

Name of organization

ociat
Part I Contributors (See instructions). Use duplicate copies of Part I if additional space is needed.

65

(a)

No.

66

(a)

No.

2t

(a)

No.

67

(a)

No.

6B

(a)

No.

23

(a)

No.

623452 10-18-16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$ 7,188.

Community Foundation of Sarasota
Countv

2635 Fruitville Rd

Sarasota. FL 34237

(c)

Total contributions
(b)

Name, address, and ZIP + 4

5,000.$

Comprehensive Spine and Pain Center of
NY

-547 2

50 Orchard St. # 1C

New York. NY 10002

(c)

Total contributions
(b)

Name, address, and ZIP + 4

800.7$

Wilmette, IL 6009L-26LL

tLzt Central Avenue

De Giul io Familv Charitv

(c)

Total contributions
(b)

Name, address, and ZIP + 4

5,819.$2949 w 8rh Sr

Dr. Michelle Moon

-8571

Familv

Washoucral . WA 98671

(c)

Total contributions
(b)

Name, address, and ZIP + 4

B,929.$

Dralls Foundation Inc

300 Foroe Wav Suite 3

Rockawav, N,J 07866-2056

Total contributions
(c)(b)

Name, address, and ZIP + 4

8,500.$

Earl and Bettie Fields Automotive
Grouo Foundation

60093-1204

700 W. Frontase Ro

Northf iel-d, IL

1,251,0713 7 98215 CHAR0B96



Schedule B (Form 990, or 990-

Name ol organization

iation
Patt I COntfibUtOfS (See instructions). Use duplicate copies of Part I if additional space is needed.

(a)

No.

43

(a)

No.

22

(a)

No.

69

(a)

No.

70

(a)

No.

20

25

2

Employer idenlilication number

(d)

of contribution

Person
Payroll
Noncash E

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash E

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person m
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

24
201,6. 04000 Charcot-Marie-Tooth Associa CHAROB92

m

(a)

No

623452 10 1a 16

Total contributions
(c)(b)

Name, address, and ZIP + 4

Foundation

5- 420 4

Enterprise Holdinqs

ave600 Corporate Park

Saint Louis. MO 6310

000.5$

(b)

Name. address, and ZIP + 4

(c)

Total contributions

032

N. P.CFiqliulo & Silverma

r. suite 350010 S. LaSalle Stree

Chicaqo. IL 60603-1

000.5$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

$ 25,000.

Henderson, Farabow, Garrett
LLP

Washinqton, DC 2000L-4432

901 New York Ave NW

Finnegan,
& Dunner,

Total contributions
(c)(b)

Name, address, and ZIP + 4

345

oundation Inc.First Weber Group F

uite 1-5250 E Terrace Dr S

Madison. Wr 53718-B

3s0.1$

(b)

Name. address, and ZIP + 4

(c)

Total contributions

20 000.$475 Market Street, ALtr Floor

Elmwood Park, N'J 07 407 -3L26

GeneDX

(c)

Total contributions
(b)

Name, address, and ZIP + 4

6730 N. Scottsdale Road

85253- 44L6

Globe Foundation

suite 250

Paradise Valley, AZ

500.7$

125L071_3 7 982]-5 CHAR0B96



Schedule B rm 990, 990-EZ, or 990-P

Name of organization

Pad I ContributorS (See instructions). Use duplicate copies of Parl I if additional space is needed

44

7L

46

(a)

No.

27

(a)

No

49

(a)

No.

2

Employer identitication number

(d)

of contribution

Person
Payroll
Noncash

(Complete Pan llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

25
20L6. 04000 Charcot-Marie-Tooth Associa CHAROB92

mEE

E

(a)

No.

(a)

No.

(a)

No.

47

623452 10-18-16

(b)

Name, address, and ZIP + 4

(c)

Total contributions

1_5 000.$

Grandview-steers Foundation

15 Hilltop Place

Rve, NY 10580-1805

(c)

Total contributions
(b)

Name, address, and ZIP + 4

500.$ 7

Greenleaf Center West LLC

1-5 Tower Ct Suite L45

Gurnee, IL 60031-3338

(c)

Total contributions
(b)

Name, address, and ZIP + 4

-5510

Hamano Partnership

2399 Foster Avenue

Wheelinq, IL 60090

1-5 000.$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

24 745.$

Hanser Charitable Foundation

10910 Domain Drive, Suite 300

Austin, TX 78758-7807

(c)

Total contributions
(b)

Name, address, and ZIP + 4

201 N. Franklin Street

PHolland & Kniqht LL

.suite L200

Tamoa. FL 33602-5L3L

7.500.$

(b)

Name, address. and ZIP + 4
(c)

Total contributions

10 000.$

Stamford, CT 06902-3834

Icon International

L07 EIm Street

1-25L07 13 7 982L5 CHAR0 B 9 6



Schedule B 990, 990-EZ, or 990-PF)

Name ol organization

]- tion
Paft I Contributors (See instructions). Use duplicate copies of Part I if additional space is needed.

50

72

(a)

No.

29

73

74

15

2

Employer identification number

22-24 B 0 B

(a)

No.

(d)

of contribution

Person E
Payroll
Noncash

(Complete Part ll for
noncash contrlbutions.)

(d)

of contribution

Person m
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

(a)

No.

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part llfor
noncash contributions.)

(d)

Type of contribution

Person m
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

26
20L6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

E

(a)

No.

(a)

No.

(a)

No.

623452 10-18 16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$ L5,375.

r07 -171-3

Invitae Corporation

458 Brannan Street

San Francisco. CA 94

(c)

Total contributions
(b)

Name, address, andZlP + 4

$ L22,000.

-667 0

1s . Inc.Ionis Pharmaceutica

2855 Gazelle Court

Carlsbad. CA 92]-0]-

(c)

Total contributions
(b)

Name, address, and ZIP + 4

20 000.$

John C. Hench Foundation

San Marino. CA 911-08-1435

556 Siarra Madr e B1vd.

(c)

Total contributions
(b)

Name, address, and ZIP + 4

l_0,000.$

2t24-1-082

rties One. LLCLPGA Tournament P

o1f Drivel-00 International G

Davtona Beach, FL 3

(c)

Total contributions
(b)

Name, address, and ZIP + 4

000.5$1155 Avenue Of The Americas Fl B

New York, NY 10036-27Lt

MediaLink

(c)

Total contributions
(b)

Name, address, and ZIP + 4

5,000.$

ebastion

Mr. Alan J. Forster

7 45 Holden Avenue

FL 32958-

1,25L0 713 I982t5 CHARo B 9 6



Schedule B or 990-P

Name ol organization

-To Assoc
Paft I Contributors (See instructions). Use duplicate copies of Part I if additional space is needed

(a)

No.

34

(a)

No.

77

79

(a)

No.

80

(a)

No.

2

Employer identitication number

-24 B 5

(a)

No

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

76

(a)

No.

Person
Payroll
Noncash

m

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person fX]
Payroll
Noncash

(Complete Pad ll for
noncash contributrons.)

Schedule B (Form 990,990-EZ, or 990-PF) (2016)

)7
201"6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

6

623452 10-18-16

(c)

Total contributions
(b)

Name. address, and ZIP + 4

20,000.$

honv Atkiss

OB

Mr. and Mrs. Ant

Arrt 9032B2B Hood Street,

DalIas, TX 752L9-78

(c)

Total contributions
(b)

Name, address, and ZIP + 4

5,500.$

Mr. and Mrs. Bernard D. Strittmatter

Aot 10056745 Seacomber Drive

Aransas, TX 78373

(c)

Total contributions
(b)

Name, address, and ZIP + 4

1_5 L20.$

Mr. and Mrs. Charles Mo

Gulfoort. MS 39503-8061

L4487 Aerie Road

ck

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$ 10,000.

Mr. and Mrs. ,James A. Schlarb

Omaha, NE 681-35-2622

4303 S 169th Circle

(c)

Total contributions
(b)

Name, address, and ZIP + 4

1-5 300.$

Mr. and Mrs. James Groth

Libertvville. IL 60048-2209

21-7 2nd Street

(c)

Total contributions
(b)

Name, address, and ZIP + 4

26 000.$

State Co1leqe. PA 1-680L-6221'

rnectaMr. and Mrs. John

ue. Ant. 864500 E. Marvlvn Aven

1,251,071_3 7 982L5 CHAR0B96



Schedule B or

Name of organization

I n

Patt I ContributorS (See instructions). Use duplicate copies of Part I if additional space is needed

L1

59

42

P e2
Employer identilication number

(d)

of contribution
(a)

No.

B1

(a)

No.

82

(a)

No

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

m

E

(a)

No.

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person E]
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form gg0, 990-EZ, or 990-PF) (2016)

2B
201,6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

(a)

No.

53

(a)

No.

623452 10-18-16

(b)

Name, address, and ZIP + 4 Total contributions
(c)

Wind Gao. PA 18091-95

ad

13

G. MootzMr. and Mrs. ,Joseph

703C Abel Colonv Ro 000.5$

(b)

Name, address, and ZIP + 4
(c)

Total contributions

236

F. RvanMr. and Mrs. Louis

Aot 5012L5 Brooke Avenue,

Norfolk, VA 23510-1

000.5$

(b)

Name, address, andZlP + 4

(c)

Total contributions

108,000.$

Mr. and Mrs. Mark C. Miller

t520 Artaius Pkwv, Unit 7350

Libertyville, IL 60048-7986

(c)

Total contributions
(b)

Name, address, andZlP + 4

1 Soahn

105 Priest Landincr

-11 18

Mr. and Mrs. Michae

ave

Savannah, GA 3L4LL

9,000.$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

27 975.$

Mr. and Mrs. Peter Nolan

1-0 Eldredqe P1ace

Rve, NY 1-0580-2442

(c)

Total contributions
(b)

Name, address, and ZIP + 4

Mr. and Mrs. Robert C

Houston,

rowle

657 Bunker Hill Road

TX 77024-511_B

1l- 285.$

L25L0713 7 982L5 CHARoB96



Schedule B 990, 990-EZ, or 990-

Name of organization

Paft | ContributorS (See instructions). Use duplicate copies of Part I if additional space is needed

(a)

No

(a)

No.

(a)

No.

33

(a)

No.

l-5

(a)

No.

54

(a)

No.

B3

P e2
Employer identilication number

(d)

of contribution

4 Person
Payroll
Noncash

fft

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

T of contribution

Person m
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

Schedule B (Form 990, 990-EZ, ot 990-PF) (2016)

29
201,6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

623452 10-18-16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

218.058.$

Mr. and Mrs. Robert E. Buuc

Bloominoton. MN 55438-1519

k

BB00 Deer Ridqe Lane

Total contributions
(c)(b)

Name, address, and ZIP + 4

L7 L25.$

Mr. and Mrs. Robert Klei

Jericho. NY 11,753-tL57

man

29 Kettlepond Rd

(c)

Total contributions
(b)

Name, address, and ZIP + 4

10 080.$

0T1

A. RomberoerMr. and Mrs. Scott

440 Bover Street

Ha1ifax, PA 17032-9

(c)

Total contributions
(b)

Name, address, and ZIP + 4

10 585.$

Mr. and Mrs. Seth Warfield

Easton, MD 2L601-8553

5995 Canterburv Dr

(c)

Total contributions
(b)

Name, address, and ZIP + 4

20 400.$

O'Donnel1

-2\L7

Mr. and Mrs. Steven

5 Lonqwood Road

Baltimore. MD 2121,0

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$ 0 .100.

Mr. and Mrs. Thomas Sander

Fort Mi11, SC 297L5-7127

1,'102 Fairntosh Dr

L25L071_3 7 98215 CHAROB96



Schedule B (Form 990, 990-EZ, or 990'P

Name of organization

aon

Pad I Contributors (See instructions). Use duplicate copies of Part I if additional space is needed

(a)

No.

39

(a)

No.

L9

(a)

No.

84

(a)

No.

8s

(a)

No.

2

Employer identification number

(d)

of contribution

Person
Payroll
Noncash

m

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Paft llfor
noncash contributions.)

(d)

T of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

30
201,6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

2

(a)

No.

4B

623452 10-18-16

Total contributions
(c)(b)

Name, address, and ZIP + 4

Sunnvvale. CA 94087-07 47

Mr. Arie Bash

PO Box 21 47 034.5$

(c)

Total contributions
(b)

Name, address, and ZIP + 4

500.7$1096 Fisher Lane

- 1513

Mr. Brian Gelber

Winnetka. IL 60093

(c)

Total contributions
(b)

Name, address, and ZIP + 4

5,000.$

New Canaan, CT 06840'4026

1065 Weed St

Mr. Brian Libman

Total contributions
(c)(b)

Name, address, and ZIP + 4

50 000.$

*3125

Mr. Bruce Chizen

644 San Martin Pl

Los Altos. CA 94024

(b)

Name, address, and ZIP + 4

(c)

Total contributions

100.$ B623L PGA B1vd. Suire 104

Palm Beach Gardens, FL 33418-4033

Mr. David Beron

(c)

Total contributions
(b)

Name, address, and ZIP + 4

Chicaso,

t

Mr. David Hoese

4526 N Leavitt Stree

rL 60625-1608

090.7$

L25L0713 7982Ls CHAR0B96



2

Employer identilication number

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Paft llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part llfor
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

31
201-6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

Schedule B Form 990, or

Name ol organization

A ociatio
Paft I ContfibutorS (See instructions). Use duplicate copies of Part I if additional space is needed

B6

(a)

No.

(a)

No.

(a)

No.

58

5

(a)

No.

60 m

E

(a)

No.

B

(a)

No.

30

623452 10-18-16

(b)

Name. address, and ZIP + 4

(c)

Total contributions

4750 Kinqs Wav N

louah

T4

Mr. Donald 'J. McCul

Gurnee. IL 60031-32

200 .6$

(b)

Name. address, and ZIP + 4

(c)

Total contributions

101 388.$1,7 02

Seattle, WA 98L04-2076

Mr. Donald Snow

725 9th Avenue, Apt

(c)

Total contributions
(b)

Name, address, and ZIP + 4

7,000.$7203 Francisco Bend Drive

Delray Beach, FL 33445-561-3

Mr. nddv Cantor

(c)

Total contributions
(b)

Name, address, and ZIP + 4

723.6$

4040-3878

Mr. Frank Weiss

109 Stratford Court

Mountain View, CA 9

(c)

Total contributions
(b)

Name, address, and ZIP + 4

20,000.$4955 Linnean Avenue NW

Washinqton, DC 20008-2040

Mr. Gary Gasper

Total contributions
(c)(b)

Name, address, and ZIP + 4

47 061.$

n5-?051

Mr. Garv Kauffman

1,622 Chinaberrv Way

Naples, FL 34t

L25L0713 7 982L5 CHAR0B96



2

Employer identification number

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part llfor
noncash contributions.)

(d)

T of contribution

Person E
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pafi llfor
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

32
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Schedule B Form 990, 990-EZ, or

Name of organization

Pad I ContributorS (See instructions). Use duplicate copies of Part I if additional space is needed

1B

7B

(a)

No.

87

(a)

No

BB

(a)

No.

E

(a)

No.

3

(a)

No.

2B

(a)

No.

623452 10-18 16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

16,000.$

Mr. George Bodenheimer

New Canaan

95 Hemlock Hill Road

cr 06840-3002

(c)

Total contributions
(b)

Name, address, and ZIP + 4

Mr. George M. Kunath

Westfield

420 Birch Ave

NJ 07090-3001

11,000.$

(b)

Name. address, and ZIP + 4
(c)

Total contributions

Mr. Gilles Bouchard and Ms. Elizabeth
Ouellette

-37 26

309 Eleanor Ave

Los Altos, CA 94022

25 910 .$

(b)

Name, address, and ZIP + 4
(c)

Total contributions

Towaco

Mr. Herbert Beron

B Woodshire Terrace

NJ 07082-L456

B ,32T.$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

PO Box 608

07-0608

Mr. ,Jack Hulmes , Jr.

Belchertown, MA 01-0

s00.l$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

1-B Henry Austin Drive

Wil-ton, CT 06897-3210

Mr. James Barker

10 500.$

1-2510713 7 982L5 CHAR0B96



Schedule B 990- or 990-P

Name ol organization

rcot- o h Assoc
Pad I ContributorS (See instructions). Use duplicate copies of Part I if additional space is needed

4T

90

52

(a)

No.

91'

e2
Employer identilication number

{a)
No.

(a)

No.

89

ta)
No.

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part Il for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)
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(a)

No.

51

(a)

No.

m

EEE

m

623452 10-18-16

(b)

Name. address, and ZIP + 4
(c)

Total contributions

233 W Central Stree t

57

Mr. .Tames Carlin

Natick, MA 01,760-37

000.5$

(b)

Name, address, and ZIP + 4
(c)

Total contributions

1_00 000.$

Rockville Centre, NY tt570-1500

1-05 Berkshire Road

Mr. ,James Rowen

(c)

Total contributions
(b)

Name, address, and ZIP + 4

38424 Ced.ar BIvd.

Newark cA 94560-4802

Mr. Jim Kanomata

l-2,000.$

(b)

Name. address. and ZIP + 4 Total contributions
(c)

36 000.$

0L7 6-L47 6

Mr. ,John Kathrein

440L 25th Avenue

Schiller Park, IL 6

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$ 040W423 Carl Sandburs Road

Saint Charles, IL 60]-75-7737

Mr. Keric Kennedy

Total contributions
(c)(b)

Name, address, and ZIP + 4

000.5$

h

Madi son, wr 537L7-2L40

Mr. Michael Ginqric

8609 Blackwolf Dri

125L071_3 1 98215 CHARoB96



e2
Employer identification number

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash E

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

34
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(a)

No.

92

(a)

No.

24

(a)

No.

Schedule B Form or 990-

Name ol organization

r m
-a th Associ

Pad I Contributors (See instructions). Use duplicate copies of Part I if additional space is needed

93

(a)

No.

94

6t

(a)

No.

35

(a)

No.

623452 10-'18-16

(b)

Name, address, and ZIP + 4

(c)

Total contributions

000.$ 6

Mr. Patrick T. Torchia

2355 Bedford Street

-1,LL4

Suite 3

,Johnstown, PA 1-5904

(b)

Name, address, and ZIP + 4

(c)

Total contributions

1_0 200 .$

Wilton, NH 03086-51-43

24 Putnam Hill Road

Mr. Robert Faiman

(c)

Total contributions
(b)

Name, address, and ZIP + 4

Northbrook

Mr. Robert Roth

2L20 Center Avenue

rL 50062-45t7

s,000.$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

000.$ 5

Mr. Robert Williams and Ms. Kathleen
Hogan

Baltimore, MD 2I2L0-L412

1003 W Saint Georse s Road

(c)

Total contributions
(b)

Name, address, and ZIP + 4

7,500.$

Northbrook

Mr. Steve Lewis

1840 Skokie Blvd

rL 60062-4106

(c)

Total contributions
(b)

Name, address, and ZIP + 4

10 000.$

d

Houston,

Mr. Steve M. Wi11i

suite 2011920 N Memorial Way

TX 77007-5385

L251_0713 7 982]-5 CHARoB96



e2
Employer identification number

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pan llfor
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Paft llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

35
20L6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

Schedule B orm 990, 990-EZ, or 990-P

Name of organization

Paft I ContributorS (See instructions). Use duplicate copies of Part I if additional space is needed

9s

96

1_3

(a)

No.

9B

(a)

No

45

P

(a)

No.

(a)

No.

(a)

No.

97

(a)

No.

623452 10-18 16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

300.$ 5

Libertyville, fL 60048-1588

29890 Tanya Trail

Mr. Thomas D. Brown

(c)

Total contributions
(b)

Name, address, and ZIP + 4

Mrs. D. Michele Stah1

Arden

78 Raven Cliff Lane

NC 28704-0019

50 000.$

(b)

Name, address. and ZIP + 4

(c)

Total contributions

16702 NE 139th Plac e

Wood.invi11e, WA 980 7 2-6969

Mrs. Denise Snow

1-0 700.$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

Mrs. Geraldine Ouartner

56L4 Resency Circle E

Boca Raton FL 33496-212L

100.$ 7

(b)

Name, address. and ZIP + 4

(c)

Total contributions

10052 willis Avenue

1345-31,47

Mrs. Granada Lietz

Mission Hil1s, CA 9

37,9L4.$

(b)

Name, address, and ZIP + 4 Total contributions
(c)

cotuit, MA 02635-2934

835 O1d Post Road

Ms. Angela Hahn

000.$ 5

1251,0713 79821,5 CHAR0B96



Schedule B 990, 990-EZ, or 990-PF)

Name of organization

2

Employer identification number

t_

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions-)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

T of contribution

Person lX]
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pad ll for
noncash contnbutions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)
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Pad I Contributors (See instructions). Use duplicate copies of Part I if additional space is needed

99

100

40

1- 01

(a)

No.

55

(a)

No.

26

(a)

No.

(a)

No.

(a)

No.

(a)

No.

EEE

623452 10 18-16

Total contributions
(c)(b)

Name, address, and ZIP + 4

Wilminoton. NC 28409

ane

Ms. Blair Blum

56L4 Channel Walk L 15 000.$

Total contributions
(c)(b)

Name, address, and ZIP + 4

-1420

Ms. Carson Barnett

25 Tanqlewood. Road

Berkelev. CA 94705

10 000.$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

000.$ 5

SUnnvvale, CA 9 4087 -07 47

PO Box 2747

Ms. Hanna Bash

(c)

Total contributions
(b)

Name, address, and ZIP + 4

839

Ms. Iris Smith

.suite 200121,5 Spruce Street,

Boulder. CO 80302-4

1_0 000.$

(b)

Name, address, and ZIP + 4
(c)

Total contributions

600.7$B3B W Wriqhtwood Avenue

Chicaqo, IL 60614-6453

Ms. Laura Peleguin

(c)

Total contributions
(b)

Name, address, and ZIP + 4

10 Cherrv Vale Drive

Enslewood,

Ms. Peqgy Goldman

co 801-13-7029

20,000.$

1,251,0 713 7 982t5 CHAR0 B 9 6



2

Employer identilication number

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person E
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)
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Schedule B 990, 990-EZ, or 990-PF)

Name of or0anization

l-

Palt I Contributors (See instructions). Use duplicate copies of Pad I if additional space is needed

(a)

No.

32

31

57

102

(a)

No.

(a)

No.

56

(a)

No.

EEE

(a)

No.

L4

(a)

No.

623452 10-18-16

(c)

Total contributions
(b)

Name, address, and ZIP + 4

83s.5$

Osorev. FL 34229-7804

Ms. Rachel Rivlin

514 Luminarv Blvd.

(c)

Total contributions
(b)

Name, address, and ZIP + 4

000.I$

ation

3-Tt24

Putnam Familv Found

326 Essex Road

Kenilworth. IL 6004

(c)

Total contributions
(b)

Name. address, and ZIP + 4

6,000.$

Raohael Foundation Inc.

34 w 33rd Street. Suite B1B

New York. NY l-0001-3304

Total contributions
(c)(b)

Name, address, and ZIP + 4

100 000.$

-0023

ationRobbins Familv Fo

or 44767 5th Avenue, Flo

New York. NY 10153

(c)

Total contributions
(b)

Name, address, andZlP + 4

30,750.$

Mineola, NY 1-1-50L-3637

100 Herricks Road

Sanders,
Wiener &

Sanders,
Grossman

81ock, Woycik,
DF

Total contributions
(c)(b)

Name, address, and ZIP + 4

Suffolk Countv National Bank

1-gooo

PO Box 9000

Riverhead, NY 1190

000.5$

1.2510713 7982L5 CHAROB96



Schedule B 990 990- or 99O-P

Name of organization

rcot-Marie-Tooth Ass cl-

Paft I COntfibUtOfS (See instructions). Use duplicate copres of Part I if additional space is needed

62

16

t7

103

(a)

No.

1_0

2

Employer identification number

(a)

No.

(a)

No.

(a)

No.

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

Type of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad llfor
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

E

m

IE

(a)

No.

(a)

No.

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)
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623452 10,18-16

(b)

Name, address, and ZIP + 4

(c)

Total contributions

10 000.$

The Antoinette & Lawrence Iannotti
Foundation

-8790

Aot 15B1113 York Avenue,

New York, NY 10065

(b)

Name, address, and ZIP + 4

(c)

Total contributions

000.$ 5

The Bauman t'amily Foundation

6720 SE Harbor Circle

Stuart, FL 3499 6-1-963

(c)

Total contributions
(b)

Name, address, andZlP + 4

The Bill Bass Foundation

55 W. Monroe Street, Suite 3550

Chicaqo, fL 60603-5020

10,000.$

(b)

Name, address. and ZIP + 4 Total contributions
(c)

25 000.$

The Cliff and Deborah White Family
Fund

1,0920 Cripplesate Road

Potomac, MD 20854-L627

(c)

Total contributions
(b)

Name, address, andZlP + 4

10,000.$

The George A. Long Foundation

680 Lake Drive

Vero Beach FL 32963-2L65

Total contributions
(c)(b)

Name, address, and 7lP + 4

75 000.$

Hiqhland Park, IL 60035-471,9

aonThe Livnev Foundat

945 Dean Avenue

L25L0713 7982L5 CHAROB96



Schedule B 990 or 990

Name of organization

ot-Marie-T
Patt I ContributorS (See instructions). Use duplicate copies of Part I if additional space is needed.

T2

L04

(a)

No.

(a)

No.

Employer identification number

Page 2

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash coniributions.)

(d)

of contribution
(a)

No.

Person
Payroll
Noncash

m

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Part ll for
noncash contributions.)

(d)

of contribution

Person
Payroll
Noncash

(Complete Pad ll for
noncash contributions.)

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

39
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(a)

No.

(a)

No.

(a)

No

623452 10-18 16

(b)

Name, address, and ZIP + 4

(c)

Total contributions

L6 000.$

The Norbell Foundation

Pittsburq, PA 1,5222-4803

20 Stanwix Street, Suite 650

(b)

Name, address, and ZIP + 4

(c)

Total contributions

000.$ 5370 OId Country Road

Garden Citv, N'J 11530-1758

Whitmore Group, Ltd

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$

(b)

Name, address, and ZIP + 4

(c)

Total contributions

$

(c)

Total contributions
(b)

Name, address, and ZIP + 4

$

Total contributions
(c)(b)

Name, address, and ZIP + 4

$

1,2510 713 7 9821,5 CHAR0 B 9 6



3
Employer identification number

22*248 6

(d)

Date received

(d)

Date received

(d)

Date received

(d)

Date received

(d)

Date received

(d)

Date received

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)
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Schedule B (Form 990, 990-EZ, or 990'PF) (2016)

Name ol organization

Pad ll Noncash Propedy (See instructions). Use duplicate copies of Part ll if additional space is needed

(a)

No.

from
Part I

(a)

No.

from
Part I

(a)

No.

from
Part I

(a)

No.

from
Part I

(a)

No.

from
Part I

(a)

No.

from
Part I

P

623453 10-18-16

(c)

FMV (or estimate)
(See instructions)

(b)

Description of noncash property given

$

(c)

FMV (or estimate)
(See instructions)

(b)

Description of noncash property given

$

(b)

Description of noncash property given

(c)

FMV (or estimate)
(See instructions)

$

(c)

FMV (or estimate)
(See instructions)

(b)

Description of noncash property given

$

(b)

Description of noncash property given

(c)

FMV (or estimate)
(See instructions)

$

(b)

Description of noncash property given

(c)

FMV (or estimate)
(See instructions)

$

1,25L07L3 7 982L5 CHAR0B96



Schedule B (Form 990, 990- or 990'P 01

Name of organization

(a) No
from

Paqe 4

A ociation
religious, charitable, etc., co ns to organ 0ns 0n 0r

the year from any one contributor. Complete columns (a)through (e) and the lollowing line entry For organizations

completing Part lll, enter the total of exclusively religious, charitable, etc., contributions of $ 1,000 or less for the year. {Enler lhis inf0. 0nce.) >$
is needed.

Employer identilication number

more an

(d) Description of how gift is held

(e) Transfer of gift

Transferee's na

(b) Purpose of gift (c) Use of gift

(b) Purpose of gift (c) Use of gift

(c) Use of gift(b) Purpose of gift

(b) Purpose of gift (c) Use of gift

(a) No.
lrom (d) Description ol how gift is held

(e) Transfer of gift

4 Relation of transferor to transferee

(a) No.
from
Part I

(a)
fr

No.
om

(d) Description of how gift is held

(e) Transfer of gift

T na andZlP + 4

(d) Description of how gift is held

(e) Transfer of gift

Relationshi of nsferor to transferee

Schedule B (Form 990, 990-EZ, or 990-PF) (2016)
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Transferee's na

623454 10-18-16

L251"0 713 19B2rs CHAR0 B 9 6



SCHEDULE C
(Form 99O or 990-EZ)

Department of the Treasury
lnternal Revenue Service

Political Gampaign and Lobbying Activities
For Organizations Exempt From lncome Tax Under section 5O1(c) and section 527

) Complete if the organization is described below. ) Attach to Form 990 or Form 990-EZ

) lnformation about Schedule C (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990.

OMB No. 1545 0047

2016

lf the organization answered "Yes," on Form 99O, Part lV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then
. Section 501(c)(3) organizations: Complete Parls l-A and B. Do not complete Pad l'C.

. Section 501 (c) (otherthan section 501(c)(3)) organizations: Complete Parts l-A and C below. Do not complete Pad l'8.

o Section 527 organizalions: Complete Part l-A only.

lf the organization answered "Yes," on Form 990, Part lV, line 4, or Form 990-EZ, Part Vl, line 47 (Lobbying Activities), then
r Section 501(cX3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part ll-A. Do not complete Pafi ll-8.

o Section 501 (c)(3) organizations that have NOTfiled Form 5768 (election under section 501(h)): Complete Part ll-8. Do not complete Part ll-A.

lf the organization answered "Yes," on Form 99O, Part lV, line 5 (Proxy Tax) (see separate instructions) or Form 990-EZ, Part V, line 35c (Proxy

Tax) (see separate instructions), then
a or o s: Com lete Part lll.

Name of organization Employer identification number

-Mari
n 501(c) or is a onorganizat ron rs exe mpt r a

Open to Public
lnspection

n

1 Provide a description of the organization's direct and indirect political campaign activities in Pad lV

2 Political campaign activity expenditures ..........
3 Volunteer hours for political campaign activities

>$

Patt l-B Com ete if the ization is exem under section 501

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

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

3 lf the organization tncurred a section 4955 tax, did it {ile Form 4720 for this year?

4a Was a correction made?

$

$

f-l Y"" f l no
f-'l Y"" f--l ruo

tn

mp orga on is exempt u se

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities

2 Enter the amount of the filing organization's funds contributed to other organizations for section 527

exempt function activities

3 Total exempt function expenditures. Add lines 1 and 2. Enter here and on Form 1 120-POL,

line 17b

Did the filing organization file Form 1120-POL for this year? .., Yes

Enter the names, addresses and employer identification number (ElN) of atl 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). lf additional space is needed, provide information in Part lV.

4

5

(a) Name

For Paperwork Reduction Act Notice, see the lnstructions for Form 99O or 990-EZ

LHA

632041 11,10-16

No

(e) Amount of political
contributions received and

promptly and directly
delivered to a separate
political organization.

lf none, enter-0'.

Schedule C (Form 990 or 990-EZ) 2016

42
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(d) Amount paid from
filing organization's

funds. lf none. enter-0-

(c) EIN(b) Address

1,251,0713 7 9821,5 CHAROB96



Schedute C(Form990or990-EZ)2016 Charcot-Marie Tooth Association 22-2480896 Paqe2

I Part ll-A I Complete if the organization is exempt under section 501 (c)(3) and filed Form 5768 (election under
section 501(h)).

ACheck>Eifthefilingorganizationbelongstoanaffiliatedgroup(andlistinPadlVeachaffiliatedgroupmember'sname,address,ElN
expenses, and share of excess lobbying expenditures).

B check > I] if the fiti checked A "limited control" ons

(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)

c Total lobbying expenditures (add lines 1a and 1b)

d Other exempt purpose expenditures

e Total exempt purpose expendrtures (add lines 1c and 1d)

nontaxable amount. Enter the amount from the table in both columns.

g Grassroots nontaxable amount (enler 25%o of line 1f)

h Subtract line 1g from line 1a. lf zero or less, enter -0-

i Subtract line 1f from line 1c. lf zero or less, enter .0.

j lf there is an amount other than zero on either line t h or line 1i, did the organization lile Form 4720

repoding section 491 1 tax for this year? f__l y". f_-] ruo

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

(a) Filing
organization's

totals

3L.725.
3L,725.

2.847 .102.
2.879 .427 .

293 .971- .

73 .493 .

0
0

ll the amount on line 1e. column {a} or (b) is: The lobbvinq nontaxable amount is:

Not over $500,000 2OYo of the amount on line 1e

Over $500.000 but not over $1.000.000 $1 00.000 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 $1 7.000.000 $225.000 olus 5% of the excess over $1.500.000
$1 000 000Over $17,000,000

4-Year Averaging Period Under section 501(h)
(Some organizations that made a section 5O1(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 beginning in)

Lobb nontaxable amount

b Lobbying ceiling amount
1500% of line colu m

Total I itures

Grassroots amount

e Grassroots ceiling amount
5O%o of line 2d column

I

I

(e) Total

110 238.

665 357.

106 750.

217 560.

4:-6 340.

Schedule C (Form 990 or 990-EZ) 2O16

43
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632042 11 10,16

(a) 20'13 lbl2014 (c) 2015 (d) 201 6

232 .000 . 259.3L2. 31_4.955. 293 .97L.

1-8.475. 25 .250. 30.300. 3L.725.

58 .000. 57 .328. 78.739. 73 .493.
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-Marie-To
ete organ is exempt sect n a rm

(election under section 501(h))

For each "Yes, " response on lines 1a through 1i below, provide in Part lV a detailed description

of the lobbying activity.

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:

a Volunteers?

b Paidstafformanagement(includecompensationinexpensesrepodedonlineslcthroughli)? -.

c Media advedisements? ..... ...........
d Mailings to members, legislators, or the public?

e Publications. or oublished or broadcast statements?

f Grants to other organizations for lobbying purposes?

g Direct contact with legislators, their siaffs, government officials, or a legislative body?

h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?

i Other activities?
j Total. Add lines 1c through 1i

2a Did the activities in line '1 cause the organization to be not described in section 501(cX3)?

b lf "Yes," enter the amount of any tax incurred under section 4912

c lf "Yes," enter the amount of any tax incurred by organization managers under section 4912

did it file Form 4720 this

Complete if the organization is exempt under section 501(cX4), section 501(cX5), or section
501

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

2 Did the organization make only in-house lobbying expenditures of $2,000 or less?

itical

(b)

Amount

No

n

Complete if the organization is exempt under section 501(cX4), section 501(cXS), or section
501(cXO) and if either (a) BOTH Part lll-A, lines 1 and2, are answered "No," OR (b) Paft lll-A, line 3, is
answered ttYes.t'

1 Dues, assessments and similar amounts from members

2 Section 162(e) nondeductible lobbying and political expenditures (do not include amounts of political

expenses for which the section 527|t)lax was paid).

a Current vear

b Carrvover from last vear

c Total

3 Aggregate amount reported in section 6033(eXl XA) notices of nondeductible section 1 62(e) dues . .........

4 lf 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

exoenditure next vear?

Taxable amount of lob and olitical nd itures in

Su ntal lnformation
ProvidethedescriptionsrequiredforPartl-A, linel;Partl-B, line4; Padl-C, line5; Padll'A(affiliatedgrouplist); Partll-A, linesl and2(see

instructions); and Part ll-8, line 1. Also, complete this pafi for any additional information.

Schedule C (Form 990 or 990-EZ) 2O16

632043 1 1-10-16
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(a)

Yes No

Paft lll-A

Yes

1

2

3

Part lll-B

1

2a

tt
2c

o

4

5

Part lV

1_2510713 I 9821,5 CHAR0B96



Supplemental Financial Statements
) Complete if the

Part lV, line 6, 7, 8, 9
Open to Public
lnspection

Name of the organization Employer identif ication number

r ot-Mar 4 OB 5
Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.comptete if the

ization answered "Yes" on Form 990, Pad lV, line 6
(b) Funds and other accounts

1 Total number at end of year ,..............
2 Aggregate value of contributions to (during year)

3 Aggregate value of grants from (during year)

4 Aggregate value at end of year

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

are the organization's propedy, subject to the organization's exclusive legal control?

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

OMB

SCHEDULE D
(Form 990)

Department of the Treasury

organization answered "Yes" on Form 990,
, 10, 1 1a, 1 1b, 1 1c, 1 1d, 1 1e, 11f, 12a, or 12b.
) Attach to Form 990.

2016

f-l y"" E No

b

Part I

(a) Donor advised funds

Part ll
1Pu

Conservation Easements. com lete if the o answered "Yes" on Form Pan lV line 7

reservation of a historically impodant land area

of conservation easements held by the organization (check lv).

Preservation of land for public use (e.9., recreation or education)

Protection of natural habitat

Preservation of open space

all that app

f_lp
f_-l Preservation of a cerlified historic structure

2 Complete lines 2a through 2d if the organization held a qualified conservation

day of the tax year.

a Total number of conservation easements

b Total acreage restricted by conservation easements

contribution in the form of a conservation easement on the last

Held at

c Number of conservation easements on a certified historic structure included in (a)

d Number of conservation easements included in (c) acquired aller 8/17/06, and not on a historic structure

listed in the National Register

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

year )
Number of states where property subject to conservation easement is located )
Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easements it holds?

f_-] y." f_l ruo

at

4

5
f_l Y"" f_l tto

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

>$
B Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(hX4)(BXD

g ln Parl Xlll, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and

include, if applicable, the text of the footnote to the organization's financial statements that describes the organization's accounting for

conservation easements
Organizations Maintaining Collections of Art, Histo Treasures, or Other Similar Assets
Complete if the organization answered "Yes" on Form 990, Part lV, line B

1a lftheorganizationelected,aspermittedunderSFASll6(ASC95B),nottoreponinitsrevenuestatementandbalancesheetworksofart,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part Xlll,

the text of the footnote io its financial statements that describes these items.

b lftheorganizationelected,aspermrttedunderSFASll6(ASC95B),toreportinitsrevenuestatementandbalancesheetworksofad,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, Pan Vlll, line 1on Form 990, Pan Vlll, line 1 > $

(ii) Assets included in Form 990, Pad XForm 990, Pad X > $

2 lf the organization received or held works of ad, 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:

a Revenue included on Form 990, Part Vlll, line 1 > $

b Assets included in Form 990. Part X . >$

2a

2b

2c

2d

Paft lll

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

632051 08 2S-16

Schedule D (Form 990) 2016
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D 2016 ot-Marie-
izations Maintaini Collections of Historical or Other Similar

3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection ttems

(check all that apply)

2

a

b

c

Public exhibition

Scholarly research

Preservation for future generations

4 Provide a description of the organization's collections and explain how they funher the organization's exempt purpose in Part Xlll

5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets

d f_l Loan or exchange programs

e Other

to be sold to raise ization's collection?

Escrow and Custodial Arrangements, Complete if the organization answered "Yes" on Form 990, Parl lV, line 9, or
reponed an amount on Form 990, Part X, line 21.

Paft lV

1a ls the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included

on Form 990, Part X?

b lf "Yes," explain the arrangement in Part Xlll and complete the following table:

c Beginning balance

d Additions during the year ...

e Distributions during the year

f Ending balance ...... ...

2a Did the organization include an amount on Form 990, Pad X, line 21, for escrow or custodial account liability?

nt in Part Xlll. Check here if the
Endowment Funds. com lete if the ization answered "Yes" on Form Pad lV line 10.

1a Beginning of year balance

b Contributions. .........

c Net investment earnings, gains, and losses

d Grants or scholarships

e Other expenditures for facilities

and programs

f Administrative expenses

g End of year balance

2 Provide the estimated percentage of the current year end balance (line 19, column (a)) held as

f_l yu" l-_-l ruo

Yes No

Fou r

No

a Board designated or quasi-endowment )
b Permanent endowment )

%

%

c Temporarily restricted endowment ) %

The percentages on lines 2a,2b, and 2c should equal 1 00%.

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

by:
(i) unrelated oroanizations
(ii) related oroanizations

b lf "Yes" on line 3a(ii), are the related organizations listed as required on Schedule R?

1c

1d

1e

1t

Part V
(a) Current vear (b) Prior vear (c) Two vears back (d) Three vears back

Yes

3a(i)

3a(ii)

3b

4 Describe in Part Xlll the intend
Land, Buildings, and Equipment.

if the

Description of propedy

'la Land

b Buildings

c Leaseholdimprovements

d Equipment

Add lines 1a t 1e

n answered "Yes" on Form 990, Pad lV line 11a. See Form Part line 10

(d) Book value

47 4.
Schedule D (Form 990) 2016

46
20t6. 04000 Charcot-Marie Tooth Associa CHAR0B92

632052 08,29-16

Part Vl

(c) Accumulated
depreciation

(a) Cost or other
basis (investment)

(b) Cost or other
basis (other)

45 .71_B . 26.244.

1,251,0713 79821.5 CHAROB96
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hA sociation
lnvestments - Other Securities

ete if the ization answered "Yes" on Form 990 Part lV line 1 1b. See Form 990, Part X, line 12

(a) Description of security or categOry (incrudins narne or security) (c) Method of valuation: Cost or end-of-year market value

(1) Financial derivatives

(2) Closely'held equity interests

(3) Other

12.

lnvestments - Program Related.
if the o n answered Form Part lV line 11c. See Form Pan line'13

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

line 13.

Other Assets.
Com lete if the answered "Yes" on Form 990, Pad lV, line 11d. See Form 990, Part X, line 15

(a) Description (b) Book value

22-24 3

answered "Yes" on Form Pad lV line 11e or 11f. See Form 990 Pan line 25.

footnote to the organization's frnancial statements that repofts the
Cheek here if the texi of fhc footnote has heen nrovided in Parl Xlll fl

T t. must
Other Liabilities.
Com if the

Federal income taxes

(a) Description of liability

,ilust Form 99

1

Total

2

line

Liability for uncedain tax positions. ln Part Xlll, provide the text of the

oroanization's liabilitv for uncedain tax Dositions under FIN 4B (ASC 7

Part Vll

(b) Book value

Pad Vlll

(b) Book value

Part lX

Part X

(b) Book value

Schedule D (Form 990) 2016
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2016 -Marie-Too
Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

if the anization answered "Yes" on Form 990, Pad lV, line 12a.

1 Total revenue, gains, and other support per audited financial statements

2 Amounts included on line 1 but not on Form 990, Pad Vlll, line 1 2:

a Net unrealized gains (losses) on investments

b Donated services and use of facilities

c Recoveries of prior year grants .,........
d Other (Describe in Part Xlll.)

e Add lines 2a through 2d

3 Subtract line 2e from line 1 ............
4 Amounts included on Form 990, Part Vlll, line 12, but not on line 1:

a lnvestment expenses not included on Form 990, Part Vlll, line 7b ......

b Other (Describe in Pad Xlll.)

c Add lines 4a and 4b

177 029.

0

3 L71 029.

4a

0

Total revenue. Add lines and must

Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
if the o n answered "Yes" on Form 990, Pad lV, line 12a

1 Total expenses and losses per audited financial statements ......

2 Amounts included on iine 1 but not on Form 990, Part lX, line 25:

a Donated services and use of facilities

408 L 7

b Prior year adjustments

c Otherlosses ..............
d Other (Describe in Pad Xlll.)

e Add lines 2a through 2d

3 Subtract line 2e from line 1

0

3 408 1"97 .

4 Amounts included on Form 990, Part lX, line 25, but not on line 1

a lnvestment expenses not included on Form 990, Part Vlll, line 7b

b Other (Describe in Pad Xlll.)

c Add lines 4a and 4b

5 Total Add lines 3 and

Supplemental lnformation
Provide the descriptions required for Part ll, lines 3,5, and 9; Part lll, lines laand 4', Part lV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part Xl,

lines 2d and 4b; and Part Xll, lines 2d and 4b. Also complete this part to provide any additional information.

D 4

4a

0
71

Pad Xl

1

2b
2c
td

2e

3

4h

4c
5

Paft

1

2b

2c

2d
2e

3

4h

4c
5

Pad Xlll

4B
2016. 040 00 Charcot-Marie-Tooth

Schedule D (Form 99O) 2016

Associa CHAR0B92

632054 0B-29-16

1251,07 L3 7 9821,5 CHAR0 B 9 6



SCHEDULE F
(Form 990)

Statement of Activities Outside the United States
) Complete if the organization answered "Yes" on Form 990, Part lV, line 14b, 15, or '16.

) Attach to Form 99O.
2016

Department of the Treasury
lnternal Revenue Service lnformation about Schedule F orm and its instructions is al www.irs.

Name of the organization Employer identification number

ciation
General lnformation on Activities Outside the United States. Complete if the organlzation answered "Yes" on

Form 99O. Part lV. line 14b.

For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,

the grantees' eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance? I X I y"" f_l ruo

Open to Public

,|

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

United States.

3 Activities ion. foll Pad can be du licated if additional s is needed

(a) Region

3 a Sub.total

b Total from continuation

sheets to Pad | ......

c Totals (add lines 3a

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

(f) Total
expenditures

for and
investments
in the region

0

Schedule F (Form 990) 2016

49
201,6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

632071 09-21-16

Part I

(e) lf activity listed in (d)

is a program service,
describe specific type

of service(s) in the region

(b) Number of
offices

in the region

(c) Number of
employees,
agents, and
independent
contractors
in the reoion

(d) Activities conducted in the region
(by type) (such as, fundraising, pro-

gram services, investments, grants to
recipients located in the region)

0 0

n 0

0 0

L25L0713 798215 CHAROB96



ScheduteF(Form990)2016 Charcot-Marie-Tooth Association 22-2480895 Page 2

recipient who received more than $5,000. Part ll can be duplicated if additional space is needed.

(h) Description
of noncash
assistance

0

(g) Amount of
noncash

assistancecash disbursement

(f) Manner of

i^Iire Transfer

lli re Transfer

(e) Amount

of cash grant

13 0t 5

(d) Purpose of
grant

ligh Dosaqre oprozomib
studies in CMTA1A
.al,s

lene therapy approach
o treat CMT4C

etrrona lhw

(c) Region

luroDe

lrrone

(b) IRS code section

and EIN (if applicable)

1

(a) Name of organization

2 Enter total number of recipient organizations listed above that are recognized as charities by the foreign country, recognized as tax-exempt by

3 Enter total number of other oroanizations or entities >

(i) Method of
(book, FMV,

appraisal, other)

ash Value

632072 09-21-16 50

Schedule F (Form 990) 2016



Schedule F (Form 990) 201 6 Charcot-Marie*Tooth Association 22-2480895
Part lll Grants and Other Assistance to lndividuals Outside the United States. Complete if the organization answered "Yes" on Form 990, Part lV, line 16.

Paoe 3

licated if additional is needed

(a) Type of grant or assistance
(g) Description of

noncash assistance
(f) Amount of

noncash
assistance

(e) Manner of
cash disbursement

(d) Amount of
cash grant

(c) Number of
recipients(b) Region

(h) Method of
valuation

(book, FMV,
appraisal, other)

632073 09-21-16 51

Schedule F (Form 990) 2016



2

3

4

5

6

e-Tooth As
Forei Forms

Was the organization a U.S. transferor of property to a foreign corporation during the tax yea(? lf "Yes," the

organization may be reguired to file Form 926, Return by a U.S. Transferor of Propefty to a Foreign

Corporation (see lnstructions for Form 926) .............

Did the organization have an interest in a foreign trust during the tax year? lf "Yes," the organization

may be required to separately file Form 3520, Annual Return To Repoft Transactions With Foreign

Trusts and Receipt of Certain Foreign Gifts, andlor Form 3520-4, Annual Information Return of Foreign

Trust With a IJ.S. Owner (see lnstructions for Forms 3520 and 3520-4; do not file with Form 990)

Did the organization have an ownership interest in a {oreign corporation during the tax year? lf "Yes,"

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

Ceftain Foreign Corporations (see lnstructions for Form 5471) ...........

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

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

lnformation Return by a Shareholder of a Passiye Foreign Investment Company or Qualified Electing Fund

(see lnstructions for Form 8621)

Did the organization have an ownership interest in a foreign parlnership during the tax year? lf "Yes,"

the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain

Foreign Parinerships (see lnstructions for Form 8865) ........

Did the organization have any operations in or related to any boycotting countries during the taxyear? lf
"yes, " the organization may be required to separately file Form 5713, lnternational Boycott Repoft (see

lnstructions f or Form 571 3; do not f ile with Form 990)

fl v". El ruo

f'l v.. lxl ruo

f_l v". lxl ruo

f_l vur I xl ruo

f_-l y"r ElNo

f-] v". El ruo

Schedule F (Form 990) 2016
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a n 22-24 B 5 5

Supplemental lnformation
Provide the information required by Pad I, line 2 (monitoring of funds); Part l, line 3, column (f) (accounting method; amounts of

investments vs. expenditures per region); Part ll, line 1 (accounting method); Part lll (accounting method); and Part lll, column (c)

(estimated number of recipients), as applicable. Also complete this Dart to orovide anv additional information. See instructions.

Part I Line 2:

The Association requires, bv contract oeriodic Drooress reDorts on the

funded research. The contract also in ludes a fu11 Research PIan with

Budoet and Deliverables.

53
20l.6. 04000 Charcot-Marie-Tooth

Schedule F (Form 990) 2016

Associa CHAR0B92

632075 09-21-16
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SCHEDULE G

(Form 99O or 990-EZ)

Department of the Treasury
Internal Revenue Service

Name of the organization

Part !

ON.4B No. 1545 0047

Supplemental lnformation Regarding Fundraising or Gaming Activities
Complete if the organization answered "Yes" on Form 990, Part lV, line 17, 18, or 19, or if the

organization entered more than $15,000 on Form 990-EZ, line 6a.

)> Attach to Form 990 or Form 990-EZ.
990

2016
Open to Public
lnspection

Employer identification number
*Marie-Tooth

Fundraising Activities. Complete if the organization answered "Yes" on Form 990, Part lV, line 17. Form 990.E2 filers are not
required to complete this pad.

I lndicate whether the organization raised funds through any of the following activities. Check all that apply

a

b

c

d

Mail solicitations

lnternet and email solicitations

Phone solicitations

ln'person solicitations

e

t
s

Solicitation of non-government grants

Solicitation of government grants

Special fundraising events

2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or

key employees listed in Form 990, Pad Vll) or entity in connection with professional fundraising services? Yes flruo
b lf "Yes,"listthel0highestpaidindividualsorentities(fundraisers) pursuanttoagreementsunderwhichthefundrarseristobe

compensated at least $5,000 by the organization.

(i) Name and address of individual
or entity (fundraiser)

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

LHA For Paperwork Reduction Act Notice, see the lnstructions for Form 99O or gg0-EZ. Schedule G (Form 990 or 990-EZ) 2016

(vi) Amount paid
to (or retained by)

organization

632081 09- 12- 16

54
2016. 04000 Charcot-Marie-Tooth Associa CHAROB92

(ii) Activity

(iii) oia
fundraiser

have custody
or control of

contributions?

(iv) Gross receipts
from activity

(v) Amount paid
to (or retained by)

fundraiser
listed in col. (i)

Yes No

1-2510 713 1 982L5 CHARO B 9 6



c)
f
C
c)

c)
E.

a
c)ac
c)
o_
X

uJ

oo
i-

c)l
c
c)

0)
cc

q
C)ac
O
o_
X

Lr.l

Oo
-

ra -Tooth c
Complete if the organization answered "Yes" on Form 990, Part IV, line 1B, or reported more than $15,000

of fundraisingeventcontributionsandgrossincomeonForm990-EZ, linesl and6b.Listeventswithgrossreceiptsgreaterthan$5,000.

(d) Total events

(add col. (a) through

col. (c))

983 840.

983

am g. Complete if the organization answered "Yes" on Form 990, Part lV, line 19, or reported more than

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

(d) Total gaming (add

l. (a) through col. (c))

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

a ls the organization licensed to conduct gaming activities in each of these states? Yes No

b lf "No," explain

(b) Event #2

SMTA NY
Ewent

(c) Other events

6

(a) Event #'1

CMTA Golf
Outinq

(event type) (event type) (total number)

399 .07 4. 2s4 .02L. 330.745.

3 Gross income (line 1 minus line 2)

1 Gross receipts

2 Less: Contributions

399.074. 254 .02r . 330.745.

135.303. 45 .559. 50.983.

4

5

6

7

8

9

10 Direct expense summary. Add lines 4 through 9 in column (d)

Cash prizes

Noncash prizes

Rent/facility costs

Food and beverages

column

Entedainment ..._......

Other direct expenses

(a) Bingo
(b) Pull tabs/instant

bin go/progressrve bingo
(c) Other gaming

1 Gross revenr ie

2 Cash prizes ................

3 Noncash prizes ..........

4 Rent/facllity costs .......

5 Other direct expenses

6

7

R

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

Nei oaminrl income summarv Srrbtract line 7 from line 1. column (d)

Volunteer labor

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

b lf "Yes," explain:

[i v"" I lr.ro

Schedule G (Form 990 or 990-EZ) 2O16
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hAs ociation
Does the organization conduct gaming activities with nonmembers?. . ........ . . . .

ls the organization a grantor, beneficiary or trustee of a trust, or a member of a padnership or other entity formed

Indicate the percentage of gaming activity conducted in:

a The oroanization's facilitv

b An outside facilitv

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

Name )

22-2480
11

12

Yes No

f_l v"" fl ruo

13

%

%

14

13b

Address )

15a Does the organization have a coniract with a third pady from whom the organization receives gaming revenue? Yes No

b lf "Yes," enter the amount of gaming revenue received by the organization ) $

ofgamingreVenueretainedbythethirdpady>$-
c lf "Yes," enter name and address of the third party:

and the amount

Name )

Address )

16 Gaming manager information

Name )

Gaming manager compensation )> $

Description of services provided )

f_-l Director/officer f_l Emptoyee f_-] lndependent contractor

17 Mandatorydistributions:

a ls the organization required under state law to make charitable distributions from the gaming proceeds to

b Enter the amount of distributions required under state law io be distributed to other exempt organizations or spent in the

f-l y". f_l ruo

Paft lV Supplemental lnformation. Provide the explanations required by Part l, line 2b, columns (iii) and (v); and Pad lll, lines 9, 9b, 10b, 15b,

15c, 16. and 17b. as applicable. Also provide any additional information. See instructions

Schedule G (Form 990 or 990-EZ) 2016
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Pad lV
P e4

mental lnformation

632084
04 0'1- 16

Schedule G (Form 990 or 990-EZ)
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SCHEDULE I

(Form 990)

Department of ihe Treasury

Grants and Other Assistance to Organizations,
Governments, and lndividuals in the United States

Complete if the organization answered "Yes" on Form 990, Part lV, line 21 or 22.

) Attach to Form 99O.

OMB No. 1545-0047

Open to Public
Inspection

Employer identification number

lxlY"= No

nternal Revenue Service

Name of the organization

General lnformation 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

Part I

tn

Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered "Yes" on Form 990, Pad lV, line 21 ,for anyPart ll

more than

1 (a) Name and address of organization
or government

Johns Hopkins University
L2529 CoLLections Center Drive
ch rL 50593

NaLionaI cenLer for Advancing
Translational Science - 3l- Center
Drive, Bldq 31, Room 3811 -

UB Foundation Services Inc
PO Box 900

University of lowa-Carver College
of Medicine - 2OO Hawkins Drive

Part ll can be d if additional ace is needed

7

University of Mj-arni

PO Box 405803

University of Missouri Columbia
11,5 Business Loop 70w. Mizzou N Rm

Entertotal numberof section 501 (cX3) and government organizations listed in the line 1 table

Enter total number of other oroanizations listed in the line 1 table

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

See Part IV for Column (h) descriptions
632101 11-01-16 58

2

(g) Description of
noncash assistance

, appraisal,
other)

FMV

(f) Metnod ot
valuation (book,

(e) Amount of
non-cash

assistance

0

0

0

0

0

90 000

111 4?0

150 080

20 000

i5 i82

(d) Amount of
cash grant

60 113

(c) IRC section
(if applicable)

16-08651R?

42-600441 7

\9 -O6,244aA

4i-600-1859

(b) EIN

52-0595110

(h) Purpose of grant
or assistance

characterize and

lidate approaches that
ead to efficient

say Development of High
oughput Screen for

lidation of Primary
1A Drug Screening Hits
Mye I inat ing

o generate XBP 1 SW6

chwann ce11s and

ian the CMT

say DevelopmenL for

lopinq a minimally
ive Biomarker for

evels in

Schedule I (Form 99O) (2016)



(g) Description of
non-cash assistance

(f) Method of
valuation

(book, FMV,
appraisal, other)

(e) Amount of
non-cash

assistance

0

0

(d) Amount of
cash grant

50 851

44 335

(c) IRC section
if applicable

(b) EIN

23..13526,85

39-5005492,

Part ll
Sch

University of Pennsylvania
PO Box 785541-

iation
Continuation of Grants and Other Assistance to Governments and nizations in the United States (Schedule I (Form 990), Part ll.)

(a) Name and address of
organization or government

Phi 1adel a PA 19178

(h) Purpose of grant
or assistance

lopment of mouse

erapy development for
1A

University of Wisconsin Madison
21 N. park Street, Suite 5401"

Madison WI 53715

632241
04-01-16 59

Schedule I (Form 990)



Schedulel(Formeeo)(2016) Charcot-Marie-Tooth Association
Grants and Other Assistance to Domestic lndividuals. Complete if the organization answered "Yes" on Form 990, Parl lV, line 22
Paft lll can be duplicated if additional space is needed.

22-2480896 Paqe 2

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

(book,
(d) Amount of non-

cash assistance
(c) Amount of

cash grant
(b) Number of

recipients
(a) Type of grant or assistance

Provide the information ired in Part I line Part ll column and other additional information

Part A. Line 2

The Association reouires. bv contract. Deriodic orooress reDorts on the

funded research. The contract also includes a fu11 Research Plan with

Budqet and Deliverables.

Part TT. line 1. Colrrmn (h):

Name of Oroanization or Government: Johns Honkins Universitv

(h) Prrrnose of Grant- or Assistance: To eharaeterize and validate

(f) Description of noncash assistance

-hhrn.nhac Fhrl- I a=rl l-n af f i ai anF A'i f €aranFi al-i nn ^
632102 11-01-16 60

f Qnh ann cells fr nm

Schedule I (Form 99O) (2016)



-Marie*Too
menta rm n

human induced nluirootent stem cells.

Name of Orqanization or Government: U Foundation Services Tnc.

(h) Puroose of Grant or Assistance: V lidation of Primarv CMTIA Druo

Screenincr Hits in Mvelinatinq Co-Cultures.

Creation of a Mouse Model of CMT1B-T124M.

Name of Orqanization or Government: Universitv of Missouri-Columbia

(h) Purpose of Grant or Assistance Develonincr a minimallv invasive

Biomarker for CMT;

Neurofilament levels in CMT2E mouse model.

632291
04 01 16

Schedule I (Form 990)
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SCHEDULE J
(Form 990)

Department of the Treasury
lnternal Revenue Service

Compensation lnformation
For certain Officers, Directors, Trustees, Key Employees, and Highest

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

) Attach to Form 990.

Name of the organization

Questions Com nsation

1a Check the appropriate box(es) if the organization provided any of the following to or for a person listed on Form 990,

Part Vll, Section A, line 1a. Complete Part lll to provide any relevant information regarding these items.

I X I First-class or chader travel

Travel for companions

Tax indemnification and gross-up payments

Discretionary spending account

OIMB No. 1545-0047

2016
Open to Public

lnspection

Employer identification number

Schedule J (Form 990) 2016

62
20L6. 04000 Charcot-Marie-Tooth Associ-a CHAROB92

No

b lf 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? lf "No," complete Part lll to explain . . .

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 1a? .. ..

3 lndicate 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 Pad lll.

Housing allowance or residence for personal use

Payments for business use of personal residence

Health or social club dues or initiation fees

Personal services (such as, maid, chauffeur, chef)

Written employment contract

Compensation survey or study

I X l Approval by the board or compensation committee

4 During the year, did any person listed on Form 990, Pad Vll, Section A, line 1a, with respect to the filing

organization or a related organization:

a Receive a severance payment or change'of.control payment?

b Participate in, or receive payment from, a supplemental nonqualified retirement plan? .,_........

c Participate in, or receive payment from, an equity'based compensation arrangement?

lf "Yes" to any of lines 4a-c, list the persons and provide the applicable amounts for each item in Part lll.

Only section 501(cX3), 501(cX4), and 501(c)(29) organizations must complete lines 5-9.

5 For persons listed on Form 990, Pad Vll, Section A, line 1a, did ihe organization pay or accrue any compensation

contingent on the revenues of:

a The organization? ... . .

lf "Yes" on line 5a or 5b, describe in Part lll.

6 For persons listed on Form 990, Part Vll, Section A, line 1a, did the organization pay or accrue any compensation

contingent on the net earnings of:

a The organization? . ...... .

b Any related organization?

lf "Yes" on line 6a or 6b, describe in Part lll.

7 For persons listed on Form 990, Part Vll, Section A, line 1a, did the organization provide any nonfixed payments

not described on lines 5 and 6? lf "Yes," describe in Part lll

8 Were any amounts repoded on Form 990, Part Vll, paid or accrued pursuant to a contract that was subject to the

initial contract exception described in Regulations section 53.4958-4(aX3)? lf "Yes," describe in Part lll

9 lf "Yes" on line B, did the organization also follow the rebuttable presumption procedure described in

section 53.495

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

f_l Corp"n"ation committee

f_l lndependent compensation consultant

f_l forr 990 of other organizations

X
x
X

X
X

X

X

X

632111 09 09-16

Pad I

Yes

1b x

2 X

4a

4b
4c

5a

5b

6a

6b

7

I

q

1,2510 713 7 9821,5 CHAR0 B 9 6



cot - ra
Officers Tru K E and Hi hest Use du licate es if additional is needed

Do not list any individuals that aren't listed on Form g9O, Parl Vll.

Part ll

(A) Name and Title

(1) Patrick Lir.ney
cEo

(E) Total of columns
(BXi)(D)

325.000.
00

benefits
(D) Nontaxable

0

(C) Fetirement and

compensation
other deferred

0
0

(iii) Other
reportable

compensation

0
0

(ii) Bonus &
incentive

compensation

0
0

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

(i) Base
compensation

32s.000.
0

(i)

(ii)

(i)
(ii)

(i)

( iil
(i)

{ ii)

(i)

( ii)

(i)
(ii)

(i)

( ii)

(i)

( ii)

(i)

( ii)

(i)

(ii)

(i)
(ii)

(i)
(ii)

(i)
(ii)

(i)
(i i)

(i)

f ii)

(i)

/ii\

(F) Compensation
in column (B)

reported as deferred
on prior Form 990

0

632 1 12 09-09-16 63
Schedule J (Form 990) 2016



Schedule J sociati n
I lnformationPart lll
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SCHEDULE O
(Form 990 or 990-EZ)

Department of the Treasury
lnternal Revenue

Name of the organization

Supplemental lnformation to Form 990 or 990-EZ
Complete to provide information for responses to specific questions on

Form 990 or 990-EZ or to provide any additional information.
) Attach to Form 99O or 99O-EZ.

2016
Open to Public

on

Employer identif ication number

22-24 B 0 B 6l- -Tooth As iation

Form 990, Part I, Line 1", Description of Orqanization Mission:

qualitv of life for people with CMT and. ultimatelv. to find a cure.

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

Allocated Prosram Services Expenses such as Salaries, Benefits,

Occupancy Expenses, and Managiement Services.

Expenses $ 823,900. including qrants of $ 0. Revenue $ O

Form 990 Part VI Section A line 2:

Gilles Bouchard (Chairman of the Board) and Chris Ouellette (Member of the

Board) are brothers-in-1aw.

Form 990 Part VT Section A line 4z

The By-Laws were chanqed to officially incorporate the Conflict of Interest

policy. fn addition, four physicians were added to the Board as Votinq

Members. However, they do not vote on Research spendinq.

Form 990 Part VI Section B line l-1b:

Form 990 will be reviewed by the Board of Directors.

Form 990, Part VI, Section B, Line L2c:

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 spendinq.

Form 990, Part VI, Section B, Line l5e'.
LHA For Paperwork Reduction Act Notice, see the lnstructions for Form 990 or 99O-EZ.

632211 0A-25-16

Schedule O (Form 990 or 990-EZ) (2016)
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Name of the organization Employer identification number

The organization's Board of Director' determines CEO's comnensat-ion

annual1v, considerinq whatever factors and information it deems

appropriate.

Form 990 ParT VI Section C Line 19:

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

are avalable on the Orqanization's website.

Form 990, Part XTI, Line 2c

The organization has not chanqed its selection and oversiqht process

durinq the tax year.

Form 990, Part XII, Line 2c

The Board of Directors assumes oversiqht of the independent auditor and

the annual audit.

Page One Item B Amended Return

The return is amended to change the name of the Officer siqninq the tax

return and to change Page 6, Part VI, Section A, ftem Bb to Yes.

Schedule O (Form 99O or 990-EZ) (2O16)

66
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,.,. 990-T

Department of the Treasury
lnternal Revenue Service

A Check box il
address changed

B Exempt under seclion

lTlsot(c)(3 )

4oB(e) f_l22o(e)
f-lqoan f_-]sso(u)

AMENDED RETURN
Exempt Organization Business lncome Tax Return

(and proxy tax under section 6033(e))
For calendar year 2016 or other tax year beginning , and ending

) lnformation about F0rm 990-T and its instructions is available alwww.irs.gov/form990t.

Do not enter numbers on this form as it m be made blic if

2016

c Book value of all assets
at

1- 444.

D Employer identification number
(Employees trust, see
instructions.)

22-2480896
Unrelated business activity codes
(See instructions.)

Other trust

Check box if name changed and see instructions.)

Charcot-Marie-Tooth Association

Name of organization (

Number, street, and room or suite no. lf a P.0. box, see instructions.

P.O. Box 105

Print
0r

Typ e

City or town, state or province, country, and ZIP or forelgn postal code

Glenolden PA 1-9035

G Check rzatron 501 501 c trust 40.1 a trust

H Descrrbe the o unrelated business

I During the tax year, was the corporalion a subsidiary in an afliliated group 0r a parent-subsidiary controlled group?

lf"Yes," entqr lhe name and identifying number of the parent corporation. >
Yes No

are in care of ) Ki r1 T ne num

1 a Gross receipts or sales

b Less returns and allowances c Balance >
2 Cost ol goods sold (Schedule A, line /)
3 Gross profit. Subtract line 2 from line 1c

4 a Capital gain net income (attach Schedule D)

b Net gain (loss) (Form 4797,ParI ll, line 17) (attach Form 4797)

c Capital loss deduction for lrusts

5 Inc0me (loss) from partnerships and S corporations (attach statement) .........
6 Rent income (Schedule C)

7 Unrelated debt-linanced income (Schedule E)

B lnterest, annuities, royalties, and rents from controlled organizations (Sch. F)

I lnvestment income of a section 501(c)(7), (9), or (17) organization (Schedule G)

10 Exploited exempt activity income (Schedule l)

11 Advertising income (Schedule J) ..

12 Other income (See instructions; attach schedule) ..

Deductions Not Taken Elsewhere (See instructions for limitations on deductions.)
(Except for contributions, deductions must be directly connected with the unrelated business income.)

Compensation ol offrcers, directors, and trustees (Schedule K)

Salaries and wages ... .

Repairs and maintenance

Bad debts

lnlerest (altach schedule)

Taxes and licenses

Charitable contributi0ns (See instructions Ior limitation rules)

Depreciation (attach Form 4562)

Less depreciation claimed on Schedule A and elsewhere on relurn

Dep letion

Contributions lo deferred compensalion plans

Employee benef il programs

Excess exempt expenses (Schedule l)

Excess readership costs (Schedule J)

Other deductions (attach schedule)

Total deductions. Add lines 14 llrrough 28

Unrelated business laxable income before net operating loss deduction. Subtract line 29 from line 13

Net operating loss deduction (limited to the amounl on line 30)

Unrelated business taxable income before specific deduction. Subtract line 31 from line 30

Specific deduction (Generally $1,000, but see line 33 instruclions for exceptions) . ....

Unrelated business taxable income. Subtracl ljne 33 lrom line 32. 1f line 33 is greater than line 32, enter the smaller of zero or

623701 o1- iB rz LHA For Paperwork Reduction Act Notice, see instluctions

14

15

16

17

'lB

19

20

21

22

23

24

25

26

27

2B

29

30

31

32

33

34

(c) Net

rorm 990-T lzoto;

CHARO B 9 2

0

0

67
Charcot -Marie -Tooth As socia

Pad I Unrelated Trade or Business lncome (A) lncome (B) Expenses

1c

2

3

4a

4b

4c

5

6

7

I
I

10

11

12

0
Paft ll

14

15

16

17

18

1S

20

22a 22b

23

24

25

26

27

28

2g

30

31

32

33

34

I25L07L3 7982L5 CHAR0B96 201,6.04000



Form Sso-T (20 16)

Tax Com on
35 0rganizations Taxable as Corporations. See instructions f0r tax computation.

Controlled group members (sections 1561 and 1563) check f'ere ) f-l See instructions and:

a Enter r share of the $50,000, $25,000, and $9,925,000 taxable income brackets (in that order):

(1)

b Enterorganization'sshareof:(1)Ariditional 5%tax(notmorethan$11,750) l$ I

(2) Additional 3% tax (not more than $100,000)

c lncome tax on the amount on line 34

36 Trusts Taxable at Trust Rates. See instructions for tax computation. lncome tax 0n the amount on line 34 from:

f_.] tur rale schedule or f--l Scnroub D (Form 1041)

37 Proxy tax. See instructions

38 Alternative minimum lax

39 Tax on Non-Compliant Facilig lncome. See instructions

Tax and ents
41 a Foreign tax credit (corporations attach Form 1.1 1B; trusts attach Form 1 1 16)

b Other credits (see instructions)

c General business credit. Attach Form 3800

d Credit Ior prior year minimum tax (attach Form BB01 or BB27)

e Total credits. Add lines 41a through 41d ....

42 Subtract line 41e Irom line 40

43 Other taxes. Check il {rom: f_l Forr 4255 n Form 861 1 tr forr 8697 f_l Form 8866 I Otf,rr (attach schedure)

44 Total tax. Add lines 42 and 43

45 a Payments: A 2015 overpayment credited to 2016

b 2016 estimated tax payments

c Tax deposited with Form BBOB

d Foreign organizations: Tax paid or withheld al source (see instructions) .

e Backup withholding (see instructions) . .

f Credit for small employer health insurance premiums (Attach Form 8941)

eage 2

(2) l$ I (3)

0

0

0
45a

g Other credits and payments:

f l Form4136

Form 2439

Other Total )
46

47

48

49

50

Total payments- Add lines 45a through 459 .. ..... ..,

Eslimated tax penalty (see instructions). Check iI Form 2220 is attached >
Tax due. lf line 46 is less than lhe total of lines 44 and 47, enler amount owed

Overpayment. lf line 46 is larger lhan the total of lines 44 and 47, enI".r amount overpaid

Enter the amount of line 49 want: to 17 estimated tax

Statements Re Certain Activities and Other lnformation (see instructions)

5 1 At any lime during the 20 1 6 calendar year, did the Organization have an interest in or a signature or Other authority

over a financial account (bank, securities, or other) in a foreign country? lf YES, the organization may have to file

FinCEN Form 
.l 

14, Report of Foreign Bank and Financial Accounts. lf YES, enter the name of the foreign country

here )

N

X

Paft lll

35c

36

37

38

3g

Part IV
41a

41h

41c

41d

42

43

44

45b

45c

45d

45e 4 .213 .

45t

45n

46

A7

48

4q

50

Part V

May the IRS discuss thjs return with

the preparer shown below (see

PrinVType preparer's name

James R. Stern

Preparer's signature

James R. Stern 07 /1,3/r

Date cnect lX I it

self- employed

LLPsFirm'sname )Stern Cassello & Assoc
1 N. LaSalle St., Suite 1620

Firm's address

52 During the tax year, did the organization receive a distribution from, or was it the grantor of, or transferor to, a foreign trust?

11 YES, see rnstructions for other forms the organizalion may have t0 file.

Under penalties of perjury, I declare that I have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is hue,
correct. and complete. Declaralion o{ preparer (other than taxpayer) is based on all information of which preparer has any knowledge.

X

En

Sign
Here

Signature of olficer Date

PT IN

)
Firm'sElN ) 36-3858249

rorm 990-T lzot o;

6B
20]-6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

Paid
Preparer
Use Only

623711 01-18-17

125L07L3 I 982L5 CHAROB96



Form 2220
Departrnent of the Treasury
lnternal Revenue Service

Underpayment of Estimated Tax by Corporations OMB No. 1545 0123

) Attach to the corporation's tax return. Form 9 9 0 - T 2016
Name Employer identification number

Charcot-Marie-Tooth Association 22-24 8 6

Note: Generally, the corporation isn't required to file Form 2220 (see Parl ll below for exceptions) because the IRS will figure any penalty owed and
bill the corporation. However, the corporation may still use Form 2220lo figure the penalty. lf so, enter the amount from page 2, line 38 on the
estimated tax penalty line of the corporation's income tax return, but do not aIIach Form 2220.

ired Annual

1 Total tax (see instructions)

2 a Personal holding company tax (Schedule PH (Form 1 120), line 26) included on line 1

b Look-back interest included on line 1 under section 460(bX2) for completed long-term

contracts or section 16/(q) for depreciation under the income lorecast method

c Credit lor federal tax paid on fuels (see instructions)

d Total. Add lines 2a through 2c .. . ... . .. . .......
3 Subtractline2dfromlinel. lftheresultislessthan$500,donotcompleteorfilethisform.Thecorporation

doesn'l owe the penalty

4 Enter the tax shown on the corporation's 201 5 income tax return. See instructions. Caution: lf the tax is zero

or the tax year was lor less than 12 months, skip this line and enter the amount from line 3 on line 5

5 Required annual payment. Enter the smaller of line 3 or line 4. lf the corporation is required to skip line 4,

enler the nt

Reasons for Filing ' Check the boxes below that apply. lf any boxes are checked, the corporation must file Form 2220
even if it doesn't owe a penalty. See instructi0ns.

Part I

5

Part ll

6

7

The corporation is using the adjusted seasonal installment method.

The corporation is using the annualized income installment meth0d.

uri its first re installment based on the rior r's tax.

Fi the Unde

9 lnstallment due dates. Enter in columns (a) through
(d) lhe 15th day ol the 4lh (Form 990-PF fiters:
Use 5th month),6th,91h, and 12th months ofthe
corporation's lax yeat

'10 Required installments. If the box on line 6 and/or line 7

above is checked, enter the amounts from Sch A, line 38. lf

the box on line B (but not 6 or 7) is checked, see instructions

for lhe am0unts to enter. lf none of these boxes are checked,

enler 25"k (0.25) of line 5 above rn each column. ..

1 1 Estimated tax paid or credited for each period. For

column (a) only, enter the amount from line 11 on line 15.

See instructions

Complete lines 12 through 18 of one column

before going to the next column.

12 Enler amount, ifany, from line 1B 0fthe preceding column

13 Add lines 1 1 and 12

14 Add amounts on lines l6 and l7 of the preceding column

1 5 Subtract line 1 4 from line I 3. lf zero or less, enter -0- ..

16 ll the amount on line 15 is zero, subtract line 13 from line

14. 0therwise, enter -0-

17 Underpayment. I,f line 15 is less than or equal to line 10,

subtract line 1 5 lrom line 1 0. Then go to line 1 2 o{ the next

column. Olherwise, go to line 1B

18 0verpayment. lf line 10 is less than line 15, subtract line 10

from line 15. Then to line 12 ol the next column

Go to Part lV on page 2 to ligure the penaltv. Do not go to Part lV if there are no entries on line 17 - no penalty is owed

Pad lll
{a) (b) (c)

I

10

11

12

13

14

15

16

17

t8

LHA For Paperwork Reduction Act Notice, see separale instructions Form 2220 (2016)

68.1
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Form 990-T
2220 20

Part lV Figuring the Penalty

19 Enter the date of payment 0r the 1sth day of the 4th month
after the close of the tax year, whichever is earlier.
(C Corporations with tax years ending June 30
and S corporations: Use 3rd month instead of 4th month.
Form 990-PF and Form 990-T filers: Use 5th month
instead of 4th month.) See instructions

20 ruumoer of days from due date of installment on line I to the

date shown on line 19

21 Numoer ordays on line 20 after 4/15/2016 andbelorcTll/2016

22 Unaerpaym"nt on line 17 x Number ofiays on line 21 x 4% (O.O4)

23 Number ot days on line 20 after O6,i3Ol2016 and before 1Ol1/2016

l{ Underpayrrent on line 17 x Number of days on line 23 x 4% (0.04)
366

25 Number of days oir line 20 after 9/30/2016 and be'torc 1/1/2017

26 Und"rpuy."nt on line 17 x Number of days on line 25 x 4yo (o.o4)
366

27 Number of days on line 20 after 12/31/2016 andbeforc 4/1/2017

Underpayment on line 17 x Number of days on line 27 x 4yo (O.O4)

365

Number of days on line 20 aftet 3/31/20'17 and belore 7 /1/2017

Underpayment on line 17 x Number of days on |ne 29 x'yo
365

Number of days on line 20 after 6/30/2017 and before 10/112017

Underpayment on lane 1 7 x Number of days on line 31 x'yo
365

33 Number of days on line 20 aftet g/3o/2o17 and before 1/1/2018

34 Underpayment on line -17 x Number of days on line 33 x'olo
365

35 Number of days on line 20 after 12/31/2017 and before 3/16/2018

36 Un,turpay.ent on line 17 X Number of days on line 35 x "o/o

365

m
-a

28

29

30

31

32

37 aOO tines 22, 24,26,28,30, 92,34, and36

3B Penalty. Add columns (a) through (d) of line 37. Fnter the total here and on Form 1 120, line 33;

or the le line Ior other income tax returns
* 

Use the penalty interest rale for each calendar quarter, which the IRS will determine during the first month in the preceding quarter.

These rates are published quarterly in an IRS News Release and in a revenue ruling in the lnternal Revenue Bulletin. To obtain this
information on the lnlernet, access the IRS website alwww.irs.gov. You can also call 1-800-829-4933 to get inlerest rate information.

(a) (b) (cl

19

20

21

22 $ $ $

23

24 $ $ s

25

26 s $ $

27

28 $ s s

29

30 $ s s

31

32 s $ s

33

34 $ s s

35

36 s $ $

37 s $ $

38 0

Forn 2220 (2016)

68 .2
201,6. 04000 Charcot-Marie-Tooth Associa CHAR0B92

612802 01,20-17

1251,0713 I 982L5 CHARoB96




