990

Departrment of tha Treasury
ntenal Aevenue Seroce

benefit trust or private foundation)

Return of Organization Exempt From Income Tax
Under sectlon 501(c), 527, or 4347(a)(1) of he Internal Revenue Code (except black lung

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

OB Mo 15450047

2012

Open to Public
Inspection

A For the 2012 calendar year, or tax year beginning and ending
B creena |G Name of organization D Employer identification number
Lalelle i
[ =5%' | Charcot-Marie-Tooth Association
[ %ms, | Doing Business As 22-2480894
:-ﬂ'ﬂ Number and street (or P.0. box if mail is not delivered 1o street address) Room/suite | E Telephone number
L_jieee'| P.D. Box. 105 610-499-9264
[Jizme==| City. town, or post office, state, and ZIP code G _rossrcois 1,809,795,
[ | Gleno lden, PA 19036 Hia) |= this a group retum
5% | F Name and address of principal officerMr . Patrick Livney for affiates? [ Ives (XN
365 Elder Lane, Winnetka, IL 60093-4250 Hib) Are all affiiates included?_|ves || Mo
| Taxexempt status: | X 501(c)3) :f 501(c) { |4 (insert no. 4947(aN1) or 521 If *No,® attach a list. (see instructions)
J Website: pr WWW . CmEausa.org H{c) Group exemption number I

K _Form of organization:

Corporation [ 1 Trust [ | Association || Other B>

1 L Year of formation: 198 3| m State of legal domicile: PA

|Part || Summary
,i 1 Briefly describe the organization's mission or most significant activites: See Schedule O
£ |
§| 2 Check this box = :]ilﬂunrganmatmdi&cmﬂkmddsummhmsardism&duimthmmo'fitsnetama
Sl 3 Number of voting members of the goveming body (Part Vi, 6ne 12 '3 12
,,| 4 Number of independent voting members of the goveming body Pant Vi, ine 16) 4 12
g | 5 Total number of individuals employed in calendar year 2012 (Part V. bne2a) LS 6
S | 6 Total number of volunteers (estimate f necessany) . ... 6 0
§s 7a Total urrelated business revenue from Part VIll, comn (C), e 12 72 1778,
b Net unrelated business taxable income from Form 990-T. ned4 AHPPAE i - 0.
Prior Year Current Year
g 8 Contributions and grants (Part VIl ke 1H) 1,1?2,3‘3- B96,651.
E| 9 Program service revenue (Part Vill, lne2g) 141,742.] 176,833.
5 10 Investmeant income (Part Vill, column (A), ines 3, 4, and 7d) T P T e o 1,;90. _1.,?73-
11 Other revenue (Part VIll, column (A), nes 5, 6d, 8¢, 9¢, 10c,and 118) 235777 623,468.
| 12 Total revenue - add lines 8 throu ust equal Part Vill, column (), ine 12) 1,651,652. 1,698.730.
|13 Grants and simiar amounts paid (Part (X, column (&), nes 1) 0. 432,481.
| 14 Benefts paid to or for members (Part X, column (A), ined) 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (&), ines 510) 496,752. 403,931.
E 16a Professional fundraising fees (Part X, column (&), ine 11¢) D. 0.
% b Total fundraising expenses (Part ¥, column (D), ine 25) = 195,980
117 Other expenses (Part IX, column (A), lines 11a-11d, 11624 715,304. 609,588.
18 Total expenses. Add lines 13-17 {must equal Part IX, column (8), ine 25) : 1,212,056, 1,4 0aQ.
19 Revenue less expenses. Subtract fine 18 fromine12 439,596. 252,730.
EE Beginning of Current Year End of Year
;;g 20 Totalassels (PartX.Ina 18) ... B65,547. 1,106,759.
afri Ea;l::::lfrzmx Imzf Subtract line 21 fromine20 aggﬂ,sig' 1,u91§ ',34; :
| BTN I Rl o o e e s e - -
[Part Il | Signature Block

Under penalties of perjury, | declare that | have examined this return, including accompanying schedules and statements, and fo the best of my knowledge and belief, it is
true, correct, and complete. Declaration of preparer {other than officer) is based on all information of which preparer has any knowladge.

Sign
Here

Paid
Preparer
Lise Only

’ 5 t:ne;tumc L Da
g Br - i L1
Mr. Patrick Livney, CEO FAXPAYER'S L)
Type or print name and title COPY hiET
PrintType praparers nams | Preparer's signature Uate Chs [X]] PTIN
James R. Stern hames R. Stern DE/07 /13 snampn 00831572
fimsname p Stern Cassello & Associates, LLP FirmsENm 36-3858249
Fimsaddressy, 1 N. LaSalle St., Suite 1620
Chicago, IL 60602 {Phoneno. {312) 263-9100
May the IRS discuss this return with the preparer shown abeve? (see instructions) I¥es | No

332001 I3

-20-1F

LHA For Paperwork Reduction Act Notice, see the separate instructions,

Form 990 (2012)



Form 8868 Application for Extension of Time To File an

(Rev. January 2013) Exempt Organization Return } OMB No. 1545-1709
Deparirment of the Traasury

itemal Revenue Senoos = File a separate application for each return.

® if you are filing for an Automatic 3-Month Extension, complete only Part| and check thisbox e (X

# |f you are filng for an Additional (Not Automatic) 3-Month Extension, complete only Part Il {on page 2 of this formi),

Do not complete Part Il unless you have already been granted an automatic 3-month extens:on on a previously filed Form B868,

Electronic filing fe-file). You can electronically file Form BBE8 if you need a 3-month automatic extension of time to file (8 months for a corporation
required to file Form 990-T), or an additional {not automatic) 3-month extension of time. You can electronically file Form 8868 to request an extension
of time to file any of the forms lkisted in Part | or Part |l with the exception of Form 8870, information Return for Transfers Associated With Certain
Perzonal Banefit Contracts, which must be sent to the IRS in paper format (see instructions). For more details on the electronic filing of this form,
visit wiww. rs. gov/afits and clck on a-fig for Chanties & Nonprofits.

[Partl | Automatic 3-Month Extension of Time. Only submit original (no copies needed).

A corporation required to file Form 990-T and requesting an automatic 6-month extension - check this box and complate

D Ol e e e . » ]

All pther corporations (including 1120-C filers), pammnms HEMJ'CS and trusts must use Form 7004 to request an extension of time
fo file income fax refums.

Type or | Mama of exempt organization or other filer, see instructions. Employer identification number [EIN) or
print
— Charcot-Marie-Tooth Association 22-2480896
aus cate dr | MUMber, street, and room or suite no. If a P.O. box. soa instructions. Social sacurity number [SSN)
e | P.O. Box 105
netructions. | City, town or post office, state, and ZIP code. For a foreign address, see instructions.
Glenclden, PA 19036

Enter the Return code for the retumn that this appiication is for (ile a separate application for each return) (0]1]
Application Return | Application Return
Is For Code |!sFor Code
Form 990 or Form 990-EZ 01 | Form 990-T {corporation) ar
Form 990-8L_ 02 | Form 1041-A 08
Form 4720 (individual) 03 | Form 4720 08
Form 990-PF 04 | Form 5227 10
Form 990-T (sec. 401{a) or 408{a) trust) 05 Form G069 11
Form 950-T firust other than above) 06 | Form 8870 12
Kimberly Magee
® The booksareinthecareof - P, 0. Box 105 - Glenolden, PA 190236
Telephone No.p+» 610-499-9264 FAX No. b
® If the organization does not have an office or place of business in the United States, check thisbox L]

® |f this tsl'uraGrm.mFl&tum wumwsmmmammﬂmmm rltnms furthlnlagmup. check this

1 Imqueﬂtmaum'naﬂchm'rth{ﬁmmﬂhsfmampmmbnm-ﬂmﬂaFm%ﬂmmmmumi
August 15, 2013 , to file tha exempt organization retum for the crganization named above. The extension
is for the organization™s retum for:
p [ X] calendar year 2012 or
» [ tax year beginning . and ending

2 If the tax year entered in line 1 is for less than 12 manths, check reason; || Initial retum | Final retum
[ change in accounting period

3a If this application s for Form 990-8L, 390-PF, 990-T, 4720, or 6069, ater the tentative tax, kess any
nonrefundable credits. See nstructions. 3a | $ 0.
b If this application is for Form 990-PF, 990-T, 4720, or 6069, enter any refundable credits and
estimated tax payments made. Include any prior year overpayment allowed as a credit, 3b | 5 0.
¢ Balance due. Subtract line 3b from ine 3a. Include your payment with this form, # required,
by using EEE {Electronic Federal Tg! Payment Empﬂ See hstmc:ﬂons. ac| § 0.
LHA  Fer Prhra-:r Act and meuk Reduction Act Hnﬁc-. see instructions. Form 8868 (Rev. 1-2013)



Form 1 -Marie-Tooth A tion 22-2480896 o2
Part lll | Statement of Program Service Accomplishments
Check if Schedule O contains a response to any guestion in this Part Il .. O R S o (X]

i  Briefly describe the organization’s mission:
Create awareness of Charcot-Marie-Tooth disorders and to be a leading

source of information regarding CMT discrders. To encourage, promote

and support research into the cause, treatment and cure of CMT.
Support & education of persons affected with CMT.

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

the prior Form 990 or 990627 . A e S i Jves (XINo
It *Yes,® describe these new services on Schedule O,
3 Did the organization cease conducting, or make significant changes in how & conducts, any program senvices? | ves [XINo

If *Yes,” describe thesa changes on Schadule O.

4  Describe the organization's program service accomplishments for each of its three largest program senvices, as measured by expenses,
Section 501(ch3) and S01(cK4) organizations are required 1o report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reparted,

d4a (cade ) [Expensas § 471.,260. nchumng Fanlaal § i32, 481. ) (Reverus 5 }
Research Fellowships and grants for research on CMT disease.

4b  (coox } Expanisea 5 192,439, inchuding grants of 0. ) (Pevenca s )

Published guarterly newsletter & other publications and maintained

website for patients, their families, and medical practitioners to
assist in understanding & treating Charcot-Marie-Tooth Disease.

4¢  (Code ) (expennes & 153 ,358. womngommcs 0. ) (revensns 176,833.)
Organized and conducted s ort groups and conferences for patients,

their families, and medical practitioners; promote awareness of CMT

Disease.

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

[Exparsns § 211,927, mokyding grants of § ) (Reverue § 1
_4e_Total program service expenses B 1,028,984,
Form 990 (2012)



Form 990 2012) Charcot-Marie-Tooth Association 22-2480896 rage3
| Part IV | Checklist of Required Schedules

T
Yas | No
1 s the organization described in section 501(c)(3) or 4947 {a)(1) (other than a private foundation)?
I "Yes,” complete Scheduwle A, ... oo e RS ] ]
2 s tmmmmmmmlommmmasmilﬂ Schedule of Contrbutor® 2z | X
3 Du::thanfgamatmangagammmmurnmm:tpmnlcmcampawmwnmmbahaﬂmﬂrnnpp-osrtmtucamldaxasmr
public office? If “Yes, * complete Schedule C, Part| Nt R L b e R e bl R LT Ao | 3 X
4 Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? If “Yes,” complete Schedule C, Partll . . . . o ee— 4 | X
5 Is the organization a section 5071(c)(4), 501(cHS), or 501(c)(6) organization that receves r‘nm‘barshlpchas assessments, or
similar amounts as defined in Revenue Procedure 98-197 If "Yes, * complete Schedule C, Parttt 5 X
[:] I:hdtnanrganlzmmmamtanawduruammdhndsmmynmﬂ:fundsmammmtshrwh:nmahwethenghtto
provide advice on the distribution or investment of amounts in such funds or accounts? If *Yes, * complete Schedule D, Part! | & X
7 Did the organization receive or hold a consenvation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If *Yes, * complete Schedule O, Partl 7 X
8 [id the organization maintain collections of works of art, historical treasures, or other similar assets? If *Yes, " complete
BRI DRI . e e 8 p. 4
9 Did the organization report an amount in Part X, ine 21, fnrmmwmnmu:kalucmliablllt}r safwasamsmmanfnr
amourts nat fisted in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
K *Yea." complete Schedule B Rt IV . 9 X
10 Did the arganization, directly or through a rntatndﬂrganlzahm muaﬁmnlaﬂwamprmmedmmmnm permanant
endowments, or quasiendowments? If *Yes, " complete Schedule O, PartV o 10 X
11 If the organization’s answer to any of the following guestions s “Yes,® then complete Schedule D, Parts VI, VI, VIIl, X, or X
as apphcable.
a Did the organization report an amount for land, buidings, and equipment in Part X, ne 107 If “Yes,* complete Schedule O,
Part VI A e B e e e e B s (L T e s i cal X |
b D-dlheugmmnrapmmmfﬂrmmtmeru mhursacummaanxlnamihmmS%nrmadﬂstm
assets reported in Part X, ine 167 if *Yes,* complete Schedule D, Part Vit 11b X
¢ [Did the organization report an amount for investments - pmgfwnrehlmnFmKInﬂwﬁrmaﬁhnrmnMatmﬂ
assets reported in Part X, ne 167 If "Yes," complete Schedule D, Part Vil . L1t X
d Did the organization report an amount for other assets in Part X, ine 15 that is 5% or more of its total assets regorted in
Part X, ine 167 If *Yas," complete Schedule D, PRIIX ... ..ot e 11d X
& Did the organization report an amaunt for other labilities in Part X, ine 257 If "Yes, " mnp.lateScnadufeﬂ,Fme _________________ 11e X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If *Yes,* complete Schedule D, Fart X 111 X
12a Did the crganization obtain separate, independent audited financial statements for the tax year? If *Yas, * complete
SO IL P AN XB - e s e e e B e 1 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
if "Yes," and if the organization answered “No® fo line 12a, then completing Schedule D, Parts Xl and Xll s optional 12b X
13  Is the organization a school described in section 170N 1)AN? If “Yes,” complete Schedule E A e T e 13 X
14a Did the crganization maintain an office, employees, or agents outside of the United States? 14a X
b thmgmmmwmmwwmnmmswm}ﬁmmm rurﬂransmg.busms
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? I *Yes,* complote Scheduie F, PRAS TRNGIV .. .. ... . s et X
15 Did the organization report on Part X, column (4), fine 3, mthm&summwsnrmmmwmgwm
or entity located outside the United States? If “Yes, " complete Schedule F, Parts lland IV | 15 | X |
16 Did the organization report on Part [X, column (A), ine 3, more than $5,000 of aggregate grants or assistance to individuals
located outside the United States? If “Yes, " complete Schedule F, Parts illand i 18 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A}, ines 6 and 11e? If *Yes," complete Schedule G, Part | ... . . . 17 X
18 Dbdr:-taurgmza,thunrmtmathmsmmmammmmmmgmmawmmmmpmwl lines
Teand B¢ N Yon,” COMERIS SORIHO B PR ., ... .. oo camiiniaisi oo st o s e oo 18 | X
19 Dndtheurgamznuonmpodmelhmhﬁﬂnnofgmmmmmhgacmﬂmmmvm line Sa? If "Yes,"
cmmme&meﬂ'uhﬂ Fart Il ; 19 ,!E__
X

—32p0d
12 40- 12

AP R A A AR SR — . -



Form 990 (2012) __Charcot-Marie-Tooth Association 22-2480896  paged
| Part IV | Checklist of Required Schedules (continuea)

Yes | No

21 Didthe DrgmualienrepurtrrmruthanE.Wurgrmlsﬂmmmainwmnmamgmzm in the
United States on Part IX, column (4), kne 17 If “Yes, " complete Schedule |, Parts fand |54 | %
Did the organization report more than $5,000 of grants and other assistance to individuals in the United States on Part 1X,
cmmnw inaE‘?#'?m. mmpmasmwuaea Pmrmmm ........................................................................... b X

and former officers, directors, trustess, me*lmuyﬂes whrghaﬂﬂmmmmmmm? I *Yes,* complete
SO e Bt R o S e s M e bt e e |28 | X

last day of the year, that was issued after December 31, 20027 If "Yes.* answer lines 24b through 24d and complete

SAhOCRAS I NG QOO IIRE . e R B 24a b4
b Drdthuorg.amatrﬂnmmmmmmmﬂxmmhmﬂshﬂmmmwwmmdmmm? ,,,,,,,,,,,,,,, S - -
'+ DrdIhanrgmmhnnmammanescmwaccmmmmlhmamhmdmgmmaanymﬂ:mgﬂmwtﬂdarma
BN BN EIMCL s i T G e e e 24c
d Did the crganization act as an mmmm'miwmmmmumytmmtmmﬂ ,,,,,,,,,,,,,,,,,,,,,,,, 24d
25a Section 501(c)3) and 501(c)(4) organizations. Did the crganization engage in an excess beneﬂttransammv-ﬂha
disqualified wsmdumutrummf !r'sm compiate Schedule L, Hwi ........................................................... | 25a X

SCTRIEL PO, s e S 25b X
26 Was aloan to or by a current or former officer, directar, trustes, kwempiuym highest compensated employee, or disqualified
person outstanding as of the end of the organization's tax year? If “Yes," complete Schedule L. Patst |26 X

contributor or employee thereof, a grant selection committes member, or to a 35% controfied entity or family member
ﬂfaﬂrﬂfthmmw‘? i “Yes," complete Schadule L Pertll ... ...l oo 27 X

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

a A cument or former officer, director, trustee, o key employee? If 'Yes," complete Schedule L, Partlv' .. | 288 X
b A family member of a cument or former officer, director, trustes, or key employese? If “Yes, * complete Schedule L, Part IV X
¢ An entity of which a current or former officer, director, trustee, wkwmph;w{wafamtymnhmthﬂmnwanﬂﬂmr
director, trustee, or direct or indirect owner? If *Yes, " complete Schedule L, Part /v . | 28e X
29  Did the organization receive more than $25,000 in noncash contributions? If "Yes,” complete Schedule M | 29 | X
30 Did the organization receive contributions af art, historical treasures, or other similar assets, or qualified conservation
COBUONRT I, Y08, COmPINe SEWRII AL ... oo 30 X
31 Did the crganization liquidate, terminate, ordssmemdnmanpmmw‘?
WY COMMINA SOOI N VY. ., cciccap ot s e S 31 X
32 Did the organzation sell, exchange, dispose of, utmfarnmmlhmzﬁ of its net assets?f "Yes, " mmphm
DORMRIN TN i oo st s S R e e | 32 X
33 mmwmmimmmmmmmmmtmmummtm
sections 301.7701:2 and 301.7701-37 f *Yes, " complete Schedule R, Partd ... .. . . . . 33 X
34 'Was the organization related to any tax-exempt or taxable entity? If “Yes," mmmumamu i, ar.l'.-" and
POEMIONT. st R R e b b s = 34 X
35a n-drhemgarmﬂmnmammdamnymhmmmmgofmmalmmm ................................................. | 35a X
b If "Yes® lumaﬁmmdthomumtmmmwmmm#ﬂmmmgehmymmhnwthammlhdmtw
within the meaning of section 512{b)(13)7 If *Yes," complete Schedule R, Part V. dne2 356
Section 501(c)(3) organizations, Did the organization make any transfers to an exempt mon-chantable refated organization?
WV N SENONS R EREN 0D e e e 3 X
ar Dﬂﬁmurgmutmcmductmthanﬁ%mhmtlmmtmmmmumamlarladcmamatlm
and that s treated as a partnership for federal income tax purposes? If *Yes, " complete Schedule R, Part V1 | CLar X
e Duthmma&mﬂwmmmbmhwwGfDrFa't‘u"l,Irm:Hhand19‘?
Note. AN Form 990 fiers are required to complete Schedule O AL i o Ay as | X
Form 990 (2012)
232004
12=10=12
4
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F 1 - :i.e~’_I‘c-nth Association 22-2480896 Page5
| i

Part V| Statements Regarding Other IRS Filings and Tax Compliance

Check # Schedule O contains a response 1o any questioninthsPaty _ L
___Yes| No_
1a Enter the number reported in Box 3 of Form 1096, Erter -O- if not applicable 1a 2
b Enter the number of Forms W-2G included in line 1a. Enter O- if not applicable ib 0
¢ Did the crganization comply with backup withhoiding rules farmpmabl&mmnlatav&ndwsandmpnﬂahhegammg
(Gambling) Winmings 0 ez WIMEIET | i i eies e oo st e ettt oo c | X |
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, ‘
filed for the calendar year ending with or within the year covered by thisretum | 2a B
b If at least one is reported on line 2a, did the organization file all required federal employment tax retuns? |2n | X
Note. If the sum of ines 1a and 2a is greater than 250, you may be required to e-fie (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year? | 3a X
b If "Yes." has it fled a Form 990-T for this year? If "No, * provide an explanation in Schedwe o 3b
4a At any time duning 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)? 4a P4
b I "Yes." enter the name of the foreign country:
See instructions for fiing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts,
5a Was the organization a party to a prohibited tax shelter ransaction at any time during the tax year? Sa X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? Sb 2
¢ If "Yes." to ine Sa or Sb, did the organization fle FormasesT? 5¢
8a Does the organization have annual gross receipts that are normally greater than $100,000, a‘rr.‘ld:—dmanrganlzalmsalrclt
any confributions that were not tax deductible as charitable contributions? Ba X
b i "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were NOt LA GdUCHIDIET | s e Rt e e e e et et e ettt Gb
T n-guﬂaﬁwmnnwmmmmqmmbuﬁwummmﬂn 170e).
a Did the organization receive a payment in exncess of 575 made partly as a coniribution and partly for goods and services provided to the payor? | 72 | X
b If "Yes,” cd the organization notify the donor of the value of the goods or services provided? | X
G Didlhenmaruzaﬁmmr.ﬂm.mmamdmmmhmmﬂwmm
b W R B, - L R e e e i 7c X
d H"Yas,* ndmmamummﬂmnﬂmaz&zﬂodmmﬂmvw .......................................... |_'-'_'§|
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7@ £
f Did the crganization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? Fid X
g If the organization received a contribution of qualified intellectual property, ddﬂ-awganimﬂnnl‘iaFmEﬂﬂeumqmw? | Tg
h If the organization received a contribution of cars, boats, ainplanes, or other vehicles, mdthamaimﬁhnFm1mam Th
8  Sponsoring organizations maintaining donor advised funds and section 508(a){3) supporting organizations. Did the supporting
organization, or a donor advised lund maintained by a sponsoring organization, have excess business holdings at any time during the year? a
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distrbutions under section49eg? | 9a
b Did the crganization make a distribution to a donor, donor advisor, or related persan? IR WL b
10 Section 501(cl7) organizations. Enter:
a Initiation fees and capital contributions included on Part VIl finev2 _10a
b Gross receipts, included on Form 990, Part VIIL, line 12, for public use of club facilities 1
11 Section 501(c){12) organizations. Enter:
a Gross income from members or sharehoiders | 11a
b Gmsswmehnmnmmms{ﬂumtmtamumu“orpaidmmmmt
amounts due or received fromthem.) iib
12a sncﬂmmﬂanﬂmmchﬂmnhmmmmmmmmeunuauofllnrmm-tw 1
b If *Yes." enter the amount of tax-exempt interest received or accrued during the year . 126
13 Section 501(cl29) qualified nonprofit health insurance issuers.
a [s the organization licensed to issue qualified health plans in more thanone state? o | 13a
Mote. See the nstructions for additional information the onganization must report on Schedule O,
b Enter the amount of reserves the crganization i required to maintain by the states in which the
organization is icensed to issue qualified heatthplans e 1
© Enter the amount of resenves on haid | ... e
14a mlmmwmwmwmrwfwmmmmmmmw ........... 14a X
i *Yes * has it filed 2 Form 720 to re : - gxpis in Schedulg O 14b
Form 990 (2012)
232008
12-10-12



Form 990 2012) Charcot-Marie-Tooth Association 22-2480896 Page6
| Part VI | Governance, Management, and Disclosure For sach "Yes® response to fines 2 through 7b below. and for a "No® response
to line Ba, 8b, or 10b balow, descrbe the circumsiances, processes, or changes in Schedule 0. See mnstruchions.
k i contains a to ion in this Part VI : , X1
Section A. Governing Body and Management

Yes | No
ia Enter the number of voting members of the goveming body at the end of the tax year | 1a 12
It thera are material differences in vating rights among members of the governing body, or if the governing
body delegated broad autharity i an executive committes or similar committee, explain in Schadule 0.
b Entar the number of voling members included in kne 1a, above, who are indepandent o e | T SRR [
2 Did any officer, director, trustes, or key amployee have a family relationship or a business relationship with any other
tficer: CRmCOn At o o Koy arnpIONBNY. - oo e s e e e e 2 £
3 Did the organization delegate control over management duties customarly performed by or under the direct supernvision
of officers, directars, or trustees, or key employess 1o a management company o other person? 3 X
4  Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? . .. ... |5 £
6 Did the organization have members or SIOCKNOIIEIT it ieses s s e sesas e bansh hbes b mansse e bies s ] X
7a Did the organization have members, stockholders, or other parsons who had lh&puwatualectmappmntwm
ofe MTDRS OF WS QOVEIVINEIDOONT ..o . i o ibi b e s o e A R bR | Ta_ X
b Are any govemance decisions of the organization reserved to {or subject to approval by) members, stockholders, or
parsons otfer than 1 govsming DoAY .o o e S s s s 7b X
& Did e organization contemporaneousty document the mestings held or written actions undertaken during the year by the following:;
A Thepoemming Body?: o s e e b e e S e s | | B
b Eachcummuwﬂhmmymammnatmﬂmthﬂmbudf? i | X
8 Is there any officer, director, trustes, or key emplayee listed in Part Vi, mmﬁ.wmmmmmmm
—organization's mailing address? I/ "Yes, * provide the names and addresses in Schedule Qo 9 . <
Section B. Policies (This Section B requests information about policies not required by the mmwg
Yes | Mo
10a Did the organization have local chapters, branches, or affiliates? ot | X
b If "Yes,® mtmmmemmmmwmmmgimmmmthMM aﬁlmlas.
and branches to ensure their operations are consistent with the organization's exempt purposes? ... 10k
11a Has the organization provided a complete copy of this Form 990 to all members of ts goveming body before filing the form? | 11a | X
b Describe in Schedule O the process, f any, used by the organization to review this Form 990,
12a Did the organization have a written conflict of interast policy? If ‘No,“"go o lne 13 . RO = ) f e 4
b Wera officers, directors, or trustees, and key employees required to disciose annually interests that coudd give rise toconflicts? = (126 | X
¢ Did the organization regulary and consistently monitor and enforce compliance with the policy? If *Yes, ® describe
I M N W N B e s b v s e e 12c X
13  Did the organization have a written whistieblower policy? | s 13 X
14  Did the organization have a written document retention and destruction policy? . . 14 X
15 Did the process for determining compensation of the folowing persons include a review and approval by independent
persons, comparability data, and contermporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top managementofficidd oo [ FURS X
b Other officers or Key empIoyees Of I8 oI ZaION e s | 15b X
If *Yes" to line 15a or 15b, describe the process in Schedule O {see instructions).
16a Did the organization invest in, contrbute assets to, or participate in a joint venture or simiar arrangement with a
taxable ontiy g ey . e e e e e o | 18a X
b If "Yes® ﬂdtraarmzatbnlmawdnanmwmmmmmlomumlm
in joint venture arrangements under applicable federal tax faw, and take steps to safeguard the arganization's
exempt status with respect to such arangemants? 16b
Section C. Disclosure
17  List the states with which a copy of this Form 990 & required to be filed =P A
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 950, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Chack all that apply.
[ ] Ownwebsite [ Ancther's website [X] upon request [_] Other fexplain in Schedule O)
19  Describe in Schedule O whether (and if so, how), the organization made its governing documeants, conflict of interest palicy, and financial
statements available to the public during the tax year.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization:
Kimberly Magee - 610-499-9264
- = 0
2.90-12 Form 990 (2012)
b



Form 990 (2012) Charcot-Marie-Tooth Association 22-248 6  Paga7
Part Vil| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors
Check i Schedule O containg a response to any question in this Part Vil — . T ——

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

1a Gomplate 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 nglanaamn‘smmm 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.

® List all of the organization’s current key employees, f any. See instructions for definition of "key employes.”

® List the organization's fve carrent hiphest compensated employees (other than an officer, director, trustee, or key employee) who receved repartable
compensation {Box 5 of Form W-2 andfor Box 7 of Form 1093-MISG) of mare than $100,000 from the organization and any retaled organizations.

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

*® List all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the crganization,
more than $10,000 of reportable compensation from the srganization and any related organizations.
List persons in the following order:. individual trustees or directors; institutional trustees; officers; key employees; highest compensated employees:
and formear such persons.

[__] Check this box # neither the organization nor any related organization compensated any current officer, director, or trustee.
(A) 8] (C) (o) (E} F}
Name and Title Average | Postion o . Reportable Reportable Estimated
POUrS DBF | box, uniess person i bosh an compensation compansaton amount of
week afficer and a dwector rustes) from from refat othar
{list any § the arganizations compensation
hoursfor | ; organization W-21099-MISC) from the
reiated | 3 | 3 (W-2/1098-MISC) organization
“roon 13|35 £ 22 orpizaions
o | 3|58]5 383
(1) Herbert Beron 0.00
Chajrman/President X X 0. 0. 0.
12} Stephen Blevit 0.00
Mz_ X ﬂ- D- D -
(31} Gary J. Gasper 0.00
Treasurer X| X 0. 0. 0.
(4) Alan Horowitz 0.00
Director X 0. 0. 0.
{5) Patrick Livney 1.00
CEO X X 175,000, 0. 0.
{6} Steven 0 Donnell 0.00
Director X 0. 0. 0.
{7) Elizabeth Cuellette 0.00
Secretary X| |X 0. 0. 0.
{8) Phyllis Sanders 0.00
Director X 0. 0. 0
{9} Steven Scherer 0.00
Director X 0. 0. 0.
{10} Michael Shy 0.00
Director X 0. 0. 0.
{11} John Svaren 0.00
Director X 0. b D
{12) Vasi Vangleos 0.00
Diractor X 0. Q. a.
232007 12-10-12 anm[m-|2}



Form 12} Charcot-Marie-Tooth Association 22-2480896 Page8
mmmmwwc
(A) (8} (C) (=]} (E) (F)
Name and title Avorage | . Foston. . Reportable Reportabie Estimated
NOUTS DB | tox riess pwson s bothan | COMpensation compensation amount af
wisak afficer 4 8 deectontrustes) from from redated ather
{tist any g the organizations compensation
hours for | & organization (W-2/1098-MISC) from the
related | & | § E (W-2/1099-MISC) organization
organizations| = 3 E & and related
beiow (3| |F|E organizations
we) | F|3[E|¢ i’lg
T SN s e e ) > 175,000. 0. L3P
s TuﬂﬁmmmﬁmmmPﬂﬂl SecionA .. > 0. 0. 0
d Total (addlines tband1c) ... ... .. i [ 3 175,000. 0. 0.
2 Tnulmbarnfmmduafsfnchdhghﬂnmhnmodtnhuimdahmn]ﬂmcmadmmmmDnnnl'rapoﬂabler
= the alf
Yes | No
3 Didtm::rgnnim!iontimwfwnwwﬁw.cﬂmdm.wmm.hwanmﬁ,mhqhmmmmﬂemphwﬂm
line 127 If "Yes," complete Schedule J for such indvided . I I | X
4 Fwan:.rmwidualistedunhIa.isinasumuirmmmmmummwmnmnmaﬂmmtmmﬁm
andmmmmummymmmmum#'m, mmm;wmmw ................................... 4 | X

- janization? if "Yes, * compiete Schedule J forsuchparson . .1 5 X

Sﬂ:lionB hdmmﬂuntﬂmanm

1 MBMImwmmWWWMMﬂwmﬁwdmﬂunmuﬂ.mﬂnfmmpenuﬁmm

Ihe-:mmiznﬁm.@mmmmmwmmEMmmwwMtMM' Hon's tax year.
] 8) ic)
MName and business address NONE Description of sarvices Compensation

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

—$100,000 of compensation from the organization 0
Form 990 2012)
232008
12-10-12
8
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Form 990 (2012) Charcot-Marie-Tooth Association 22-2 6 9
Part VIll | Statement of Revenue
Check if Schedule O contains a response to any question in this Part Vill e A e e T T e
(A) (B) (C) {!D}
Total revenye Related or Unrelated FIEH!HI.I excluded
exempt function business rom tax uaner
revenue revenue WA
£2| 1a Federated campaigns 11
5? b Membershipdues . 1b 52,160.
é ¢ Fundraisingevents 1c
58| d Relatedorganizations . d
Eﬁ & Govemment grants (contributions) | e
o 1 Al other contributions, gifts, grants, and
Eg similar amounts not includedabove (11| 844,491,
E-E f Moncash contributions ncluded in hnes 13-1E §
Q6| h Total Add lines 1a-1f b | B96,651.
Business Code
§ 2a Support Group Revenue | £24100 176,833.] 176,833,
-
§8| o
- i
& f Al other program service ravenue
| o Total Add lines 2a2f ik | 176,833.
3  Investment income (including dividends. interest, and
other simiiaramounts) ... .. | 3 1,778, 1.778.
4  Income from investment of tax-exempt bond proceeds P
B POvEEE ... .o T e >
| ([ Real | (i) Personal |
8a Grossrerts
b Less:rental expenses =
¢ Rental income or floss)
d Met rental income or Joss) et e e e e
7 a Gross amount from sales of | () Securities | (i) Other
assets other than inventory
b Less: cost or other basis
and sales expenses
¢ Gainorfloss) ...
d MNet gain or (oss) ... e E i e S | 2
g 8 a Gross income from fundraising events (not
§ including $ ot
E contributions reported on fing 1c). See
BV In e a[734,533.
g b Less: directexpenses bil11,065.
¢ Met income or (oss) from fundraising events » 623,468. 623,468.
9 a Gross income from gaming activities. See
Pat M Ine 19 i a
b Less: directexpenses i b
c Net income or loss) from gaming activities ... >
10 a Gross sales of inventory, less retums
andallowances . a
b Less:icostofgoodssod b
Miscallaneous Revanua Business Code
11a
b
[ =]
d Alotherreverwe
e Total Add lines 11a-940 >
12 Total revenue. See mstructions. > 1,698,730,] 176,833, 1,778.| 623,468.
e Form 990 (2012)



Form 980 2012
Part IX | Statement of Functional Expenses

Charcot-Marie-Tooth Association

22-2480896 Page 10

Section 501(c3) and 501(c){4) organizations must complete all columns. Al other organizations must complete column (4],

Check if Schedule O contains a respa

nsa to any question in this Part IX

=

Do not include amounts reported on linas Bb,

7b, 8b, 3b, and 100 of Part V.

(A)
Total expensas

Program service
BApenses

Management and

general expenses

Funéfessiﬁg

axpenses

i

2

3

L

&

o =

a
10
1

- 0 an oo

Grants and other assestance to governments and
organizations in the United States. See Part IV, line 21
Grants and other assistance to individuals in

the Uinited States. See Part IV, ine 22

Grants and other assistance o govemmeants,
organizations, and individuals outside the
United States. See Part [V, ines 15 and 16

Benafits paid to or for members

Compensation of current officers, directors,

trusteas, and key employees

Compensation not mcluded above, to disqualitied
persons (as defined under section 4958(1)( 1)) and

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

Other salaries and wages

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

Other employea benefits

Management

Investment management fess

g Other, (I ling 11g amount exceeds 10% of ling 25,
column (A} amount, list line 11g expenses on Sch 0.)

12
13
14
15
16
17
18

19
20
21

25  Total functional expenses. Add lines 1 through 24e

Advertising and promotion

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

Interast

Insurance

Other expenses. Itemize expenses not covered

above, (List miscellaneous expenses in line 24e. If fing

24e amount exceeds 10% of line 25, column (A)
amount, list ling 24e axpenses on Schedule 0.)

Direct Program Expenses
Postage & Mailing Expen

310,901.

310,901.

121,580.

121,580.

175,000.

87,500.

17,500.

70,000.

185,570.

112,302,

4]‘ gaﬁ-

3,045.

45,900.

27,368.

1,576.

365.

12,593.

11,104.

797.

692.

25,782,

14,287.

4,533,

6,962.

190,480.

107,551.

34,353,

48,576.

36,274.

36,003.

271.

143,837.

31,303.

96,447.

16,087,

_143,916.)

104,056.

19,930.

89,352.

89,352.

5,729.

5,729.

26 Jointcosts. Complete this fine only if the arganization
reported in column (B) joint costs from 3 combined
educational campaign and fundraising solicitation.

crock nare B> ] 4 toscwing 50 se-2 a5 on120)

232010 12-10-12

 1,446,000.

1,028,984.

195,980.

Form 990 (2012)



Eorm 1 arcot-Marie-Tooth Association 22-2480896 Page 11
Part X | Balance Sheet

Check if Schedule O contains a response to any question inthisPartX e =l
__A) (B)

Beginning of year End of year

T Cahnondlenebbemlig | 775,;185. 1,064,834,
2 Sawmwimwcaahmmmmts ...............................................
3 Piedges and grants receivable, net e
4
5

(D A |

Aocourts recatvable, MRk i e 2

Loans and other recenvables from current and former officers, directm
trustess, key employees, and highest compensated employees. Complete

Pan RobEehadule L. .o o R e e 5

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

section 4958(f)(1)). persons described in section 4858(c)(3HB), and contributing
employers and sponsorng organzations of saction 501(c)(9) voluntary

employees’ beneficiary organizations (see instr). Complete Part lof Sch L

7 Motes and loans receivable, net el el S i L

B Inventories for sale or Use e ——

9 Prﬂmﬂewmanddafwadﬂwgeﬂ ............................................. ; 1,215.

10a Land, buildings, and equipment: cost or other

basis. Complete Part Viof Schedule D | 10a 227,538.

b Less: accumulated depreciation 10b 186,828. 90,382, 10¢c 40,710.

11 Investments - publicly traded securities e e e s reca 1

12  Investments - other securities. SuPartN lna 11 ...... A r— e 12

13 Investments - program-related. See Part IV, ine 11 G e 13

18 Iemngiieammplu . oo T e 14

15 Other assats. SaeFMW.ineﬁ R 15

Add lines 1t 15 (must equal line 34) 865,547. 1 1,106,759.
17 Accounts payable and accrued expenses : 24,935.| 17 13,418.

18 Grants payable LA e s R S T e P P M e Tt 18
T DOt T - e S e R 15
20 Tacexemptbond Rabitien. . e e———— 20
21  Escrow or custodial account liabilty. Complete Part IV of Schedule D 21
22 Loans and other payables to curmant and former officers, directors, trustees,
key amployees, highest compensated employees, and disqualified persons.
Complste Part ll of Schedule L | ... ... 22
Secured mortgages and notes payable to unrelated third parties L 23
Unsecured notes and loans payable to urvelated third parties 24
Other liabilities (including federal income tax, payables to related third

parties, and other liabiities not included on ines 17-24). Complete Part X of
BeIBI DY e R e 25
__126 Total iisbilities. Addlines 17 through 25 —24,935./ 26 = 13,418.
Organizations that follow SFAS 117 (ASC 958), check here B LX) and
complete lines 27 through 29, and lines 33 and 34.
ENTORTICI OO RIS e R e e 765,612,

D |00 |~ (B

Liabilities

RRE

| 27 | 1,093,341,
e s AN AT | 75,000.| 28 0.
o Permanently restricted netassets ... 29
2 Organizations that do not follow SFAS 117 (ASC 958), check here ||
5
s

§
|
§

and compiete lines 30 through 34.

Capital stock or trust principal, orcumemt funds
Paid-in or capital surplus, or land, buiiding, or equipmentfund
Retained eamings, endowment, accumulated income, or other funds
Tnlalmtﬂsﬂsmmmbahmes 840,612.

1,093,347
1, 10&.252.

Form 990 (2012)

L 8RY8

Total iabiities alances A NA N 865,547,

2n
12.90- 42



Form 990 2012 - = th Association 22-24808 12
Wﬂﬂﬂillaﬁﬂﬂ of Net Assets

Check if Schedule O contains a response to any question inthis Pat X1 ..o T e e b 4
1 Total revenue (must equal Part VIll, coumn (A}, ine12) 1 1,698,730,
2 Total expenses (must equal Part [X, column (), Ine 28) P i 1,446,000.
3 Revenue less expenses. Subtractine 2fromine1 3 252,730.
4 Net assets or fund balances at beginning of year (must squal Part X, ine 33, column (& 4 840,612.
5 Net unreaized gaing (OBEBE) N IMVBEIMBNEE et 5
6 Donatedservicesandusaoffaciities e Y ety | S
T ISt SanREea: o s s s T e e e P e 7
B Prior perol STGEITeaNIE. ..o oo s s i S s S | 8
8 Cther changes in net assets or fund balances (explain in Scheduledy 9 <1.>
10 Met assets or fund batances at end of year. Combine lines 3 through 9 (must equal Part X, ine 33,
SOOI o e e e e 10 1,093,341,
Part Xl | Financial Statements and Reporting
Check if Schedule O contains a response 1o any question in this Part Xl .. i e T g [F3
'm Mo

1 Accounting method used to prepare the Form 990: [Jcash  [X] Accrual (] other
If the organization changed its method of accounting from a prior year or checked “Other,” explain in Schedule O,

2a Woere the organization's financial statements compiled or reviewed by an independent accountant? || X
if "Yes," dmchabnxb&hwtnndnmumtm&mmmmafahwwwampﬂBdormma
separate basis, consolidated basis, or both:
(] separatebasis ~ [_] Consolidated basis [ Both consolidated and separate basis

b ‘Were the organization’s financial statements audited by an independent accountant?
If *Yes," dmckabn:bahwInndmammwmihemmﬂmmfmtmﬂwmmmﬂdmasemmm.
consohdated basis. or both:
[X] separate basis ] Consolidated basis [ Both consolidated and separate basis

¢ If *Yes® to ine 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2c X
I the organization changed sither #ts aversight process or selection process during the tax year, explain in Schedule O.

3a Asaresultuﬂ'aladarﬂaward.wa&umganﬁaﬂmreqdmdluwﬂarguanwjhﬁmsmmmﬂhnmwm

Actand OMB el AN e e | 3a X
b If "Yes, " did thl! organization undntga the raq:.umd audit or audits? Hﬂ‘lenrwuza‘lhn did not undergo the required audrt
audits, axpls 5 3 B
Form 990 (2012)

232012
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SCHEDULE A £ : : OMB No. 1545-0047
i ol G Public Charity Status and Public Support 20 1 2
Complete if the organization is a section 501(c){3) organization or a section
Depariment of the Treasury 4947(a){ 1) nonexempt charitable trust. Open to Public
imlernal Aevenue Servce P Attach to Form 990 or Form 990-EZ. > See separate instructions. Inspection
Name of the organization Employer identification number
- ie-Tooth Association 22~ 8

[Part| | Reason for Public Charity Status (Al organizations must complete this part,) See nstructions.

The organization is not a private foundation because it is: (For lines 1 through 11, chack only one bosx.)
1 [ A churen, convention of churches. or association of churches described in section 170(b} 1)A)I).
2 [_] A school described in section 170(b)1)(ANj). (Attach Schedule E.)
3 | Anosptal or a cooperative hespial senvice organization described in section 170(b){ 1)(ANjii).
4 [_] A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(ANiii). Erter t
city, and state:

he hospital's name,

5]

section 17BN 1}ANiv). (Completa Part I1.)
A federal, state, or local government or govemnmental unit described in section 170(bN1)[A}v).

section 170(b}1ANW). (Complete Part I.)
A community trust described in section 170{b} 1}A}vi). (Complets Part 11.)

S0 00 O

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

An organization operated for the banafit of a college or university owned or operated by a govemmental unit described in

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

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

from gross investment

income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975,

See section 509(a)(2). (Complete Part I11.)
10 An organization organized and operated exclusively to test for public safety. See section 509{a)(4).

1

LIL]

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

more publicly supported organizations described in section 509(a)(1) or section 505(a)(2). See section 50a)(3). Check the box that

describes the type of supporting organization and completa lines 11e through 11h,

al] Typel b Type ¢ [ Type Il - Functionally integrated d [ Type Il - Nonfunctionally integrated
&[] By checking this box, I centify that the organization is not controlled directly or indirectly by one or more disqualfied persons other than
foundation managers and other than one or more publicly suppored crganizations described In section S0S0al1) or section S0 aK2).

f If the erganization received a written determination from the IRS that it is a Type |, Type Il, or Type il
supporting organization, check thisbox s e e e, =
a Since August 17, 2006, has the crganization accepted any gift or contribution from any of the following persons?
{iy A person who directly or indirectly controls, either alone or togather with persons described in (i) and (i) below, Yes | No
the governing body of the supported organization? R e P R 11g(i)
(i} A family member ofa persondescibedin(Dabove? . ..o 11 g
(iii) A 35% controlled entity of a person described in jor( above? 11gfiii)
h Provide the following information about the supported organization(s).
(i) Name of supported (i) EIN (i) Type of organization [iv) Is the organization| (v) Did you notity the | _ (vi)ISthe |/ ui amount of monet
organization (described on lines 1-9  In col. (i) listed in your| organization in col ﬂiﬁﬁe‘élﬂ-?ﬁg : support i
above or IRC saction verning document?| (i) of your support? Us?
(eeinsrvction) | “ves | Mo | Yes | Ne | Yes | No
Total
LHA For Paperwork Reduction Act Motice, see the Instructions for Schedule A (Form 290 or 990-EZ) 2012
Form 990 or 990-EZ.
232021
T2l 12
13
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hedule for Organizations Described in Sections 170(b)(1){A){iv) and 1

Page
70[)(1){A) (Vi)

(Complete only if you checked the box on line 5, 7, or 8 of Part | or if the organization failed to qualify under Part Il If the organization
fails to qualify under the tests listed below, please complete Part 1)

Section A. Public Support

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 expendad on its behalt

3 The value of services or facilities

furnished by a governmental unit to
the organization without charge
4 Total. Add ineés 1 through3

5 The portion of total contributions
by each person (other than a
governmental unit or publichy
supported arganization) included
on line 1 that exceeds 2% of the
amount shown on kine 171,

-] } i
Section B. Total Support

(a) 2008

() 2009

{c) 2010

(d) 2011

{e) 2012

(M) Total

Calendar year (or fiscal year beginning in) =

7 Amouris fromBned

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties

9 NMet income from urrelated business

activities, whethar or not the
businass iz regularly camied an

10 Other income. Do not include gain

or loss from the sale of capital

assets (Explainin Pat M) .
11 Total support. Add lings 7 through 10
12 Gross receipts from related activities, etc. (see instructions)

{a) 2008

{b) 2009

{c) 2010

{d} 2011

(&) 2012

{f} Total

12|

13 First five years. If the Form 990 & for the organization's first, secand, til'nl fourth, nrl'ﬂhtamyaa.rasam:hm S501(cH3)

ization. K and
n C. Computation o

lic Support Percentage

14 Public support percentage for 2012 fine 6, column (f) divided by line 11, eslumn ()

18 Public support percentage from 2011 Schedule A, Part Il, ne 14

16a 33 1/F% support test - 2012, If the organization did not check the box on lina 13, and line 14 iz 33 1/3% or more, check this box and

stop here, The organization qualifies as a publicly supported organizaton

b 33 /3% support test - 2011, If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box

and stop here. The organization qualifies as a publicly supported organization

14 ]
15 k]
....................... ]

]

17a 10% -facts-and-circumstances test - 2012 If the organization did not check a box on line 13, 162, or 16b, and lin@ 14 is 109 or moro,
and if the organization meets the “facts-and-circumstances” test, check this box and stop here. Explain in Part IV how the organization
meets the "facts-and-circumstances* test. The organization qualifies as a publicly supported organization ]
b 10% -facts-and-circumstances test - 2011. If the organization did not check a box on line 13, 18a, 16b, or 174, and line 15 is 10% ar

more, and if the arganization meets the “facts-and-circumstances® test, check this box and stop here. Explain in Part IV how the
wgmanm misets tha *facts: and«:m:umstmm test, The -u'gmzatm quaJH'ies as a publichy suppmed orga.nlnmn

232022
12 -0uda 12

Schedule A{Form 990 or 990-EZ) 2012



upport Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on line 9 of Part | or if the organization failed to qualify under Part Il. If the organization fails to

Schedule A (Form 990 or 990-EZ) 2012 Charcot-Marie-Tooth Association 22-2480896 Pages
Part il

ualify under the test complete Part 11.)
Section A. Public Support
Calendar year (or fiscal year beginning in) = (a) 2008 (b} 2009 (¢} 2010 {d) 2011 (e) 2012 if) Tatal

1 Gifts, grants, contributions, and
membership fees received. (Do nat

include any “unusualgrants.”) | 698,792.] 565,653, 479,246.] 1137 223 896,651.] 1 777 ses
2 Gross receipts from admissions, i
merchandise sold or services per-

formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose | 896,710.| 498,909.| 737,852.] 563,260.| 911, 366. 3,608 097,
3 Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513
4 Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behatf =~
& Tha value of services or facilities
furmnished by a governmental unit to
the organization without charge
6 Total. Add ines 1 through & 1,595 5032, 1 064 562, 1,217 098, 1,700 483, 1. 808 017, 7 3185 663,
Ta Amounts included on lines 1, 2, and
3 received from disgualified persons 0.
b Amsounts inchuded on imes 2 and 3 received

frowm oher than disgqualified persans that
sncond the greater of §5,000 or 1% of the

amount on line 3o theyear ) 0.
¢ Add nes Faand7Th 0.
g fmg Te fram b |
Section B. Total A
Calendar year (or fiscal year beginning in) b= {a) 2008 {b) 2009 {e) 2010 (d) 2011 (e} 2012 (f) Total
9 Amounts fromine& 1,585 502, 1 064 562, 1.217 098, 1.700 483, 1.808 017, 7_ 385 662
10a Gross income from interest, :
dividends, payments recaived on
securities loans, rents, royalties
and income from similar sources 34,682, h,529, 2,057. 1,290, 1,.778. 45,336.

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

¢ Add lines 10aand 10b
11  Met income from unrelated business

34,682, 5,529. 2;057. 1,290, 1,778.] 45,336.

activities not included in line 10b,

whether or not the business is

regularly camedon
12 Other income. Do not include gain

or loss from the sale of capital

assets (Explain in Past V) o
13 Total support. (soaines 9, 10c, 11, and 12 1,630 184, 1,070 091, 1,219 155, 1,701,773, 1,809 795, 7,430 558,
14 First five years. If the Form 290 & for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3) organization,

check thisboxandstop here ... e e ol e s LR [
Section C. Computation of Public Support Percentage -
15 Public support percentage for 2012 (ine 8, column () divided by line 13, column) 15 99.39 %
18 Public support percentage from 2011 Schedule A, Part Ill, ine 15 O ey e ey e Paered 18 98.96 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2012 (line 10c, column () divided by line 13, column (i) 17 .61 %
18 Investment incoma percentage from 2011 Schedule A, Part Il ine 17 o s 1.04 %
19a 33 1/3% support tests - 2012. If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is nat

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization e 154

b33 /3% support tests - 2011. If the organization did not check a box on line 14 or line 18a, and line 16 is more than 33 1/3% . and
i i Y

i te g anizg ock 3 15 and ses instructions . ED
237023 12-08-12 Schedule A (Form 990 or 990-EZ) 2012



{?chggula B Schedule of Contributors —
orm !35“@*!52,
or 990-PF) P Attach to Form 990, Form 990-EZ, or Form 980-PF. 2“12
Departrment of the Treasury
N FEvaRLg SarviCe
Name of the organization Employer identification number
Charcot-Marie-Tooth Association 22-2480896
Organization type(check one);
Filers of: Section:
Form 990 or 99062 [X] s01(cit 3 ) (enter number) organization
[ 4947(a)(1) nonexempt charitable trust not treated as a private foundation
|___i 527 political organization
Form 990-PF [ 501(c)i3) exempt private foundation

[ 4947(a)(1) nanexempt charitable trust treated as a private foundation

[ 501(c)3) taxable private foundation

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

General Rule

[X] For an crganization filing Form 990, 990-EZ, or 990-PF that received, during the year, $5,000 or more (in money or property] from any one
contributor. Complete Parts | and 1.

Special Rules

D For a section 501(c){3) organizaticn filing Form 990 or 990-EZ tha met the 33 1/3% support test of the regulations under sections
S08¢al(1) and 170{b)(1){A)vi) and received from any one contributor, during the year, a contribution of the greater of (1) $5,000 or (2) 2%
of the amount on () Form 990, Part VIII, line 1h, or fi) Form 990-EZ, ine 1. Complete Parts | and II.

|___| For a section 501(c)(7), @), or (10) organization filing Form 990 or 990-EZ that received from any one contributor, during the year,
total contributions of more than $1.000 for use exclusively for religious, charitable, scientific, literary, or educational purposes, or
the prevention of cruelty to children or animals. Complete Parts 1, |1, and il

[ For a section 501(c)7), @), or (10) organization filing Form 990 or 990EZ that received from any one contributor, during the year,
contributions for use exclusively for religious, charitable, etc., purpeses, but these contributions did rot total to more than $1.000.
If this box is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Do not complete any of the parts unless the General Rule applies to this organization because it received nonaxchushvely
religious, charitable, etc., contributions of $5,000 or more during theyear >3

Caution. An organization that is not covered by the General Rule and/or the Special Rules does not file Schedule B (Form 990, 990-EZ, or 990-PF),
but it must answer *No* on Part IV, ine 2, of its Form 980; or check the box on line H of its Form S90-EZ or on Part |, line 2 of its Form 990-PF, to
cartify that it does not meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-FF)

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Scheduls B (Form 990, 990-EZ, or 990-PF) (2012)

223451
12-21-12



Schedule B (Form 990, 990-E7, ar 380-PF){(2012)
Name of organization

Pag& 2
Employer identification number
= -M -

Part |

gsociation

22-2480896
Contributors (see instructions). Use duplicate coples of Part | if additional space is nesded.

(a) (b)
No.

i<) id)
MName, address, and ZIP + 4 Total contributions Type of contribution

Person (X]
Payraoll 1
$ 1,135,344, | Noncash [ |
(Complate Part | if there
is a noncash contribution.)

1l | See Attached Schedule

{e) id)
MName, address, and ZIP + 4 Total contributions Type of contribution

Person ||
Payroll [ |
Moncash [ ]
(Complete Part || if thera
is a noncash contribution.)

(a) {b) (c) {d)
Mo. Mame, address, and ZIP + 4 Total contributions

Type of contribution

Person ||
Payrol ||

3 Moncash [ |
(Complate Part Il if there
is a noncash contribution.)

(a)

(bl (e (d)
No. Name, address, and ZIP + 4

Total contributions Type of contribution

Person E]
Payrol [
Moncash D
{Complete Part Il if there
i a noncash contribution,)

(e} {d)
Name, address, and ZIP + 4

Total contributions Type of cortribution

Person E:E
Payrol [
Moncash [ |
(Complete Part Il f there
is a noncash contribution.)

ib) {e) (d)
MNa. Name, address, and ZIP + 4

Total contributions Type of contribution

Person ||
Payroll Ef
g Noncash [ |
(Completa Part Il if there
is & noncash contribution.)
23482 122112 Schedule B (Form 990, 930-E2, or 850-PF) (2012)
17




Charcot-Marig-Togth Association
Form 930, Schedule B Attachment
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Schedule B (Form 990, 990-EZ, or 990-PF) 2012)

Page 3
Name of organization Employer identification number
Charcot-Marie-Tooth Association 22-2480896
Partll Noncash Property (see instructions). Lise duplicate copies of Part || if additional space fs needad.
(a)
HO () FMV [u{i::mm:h] ()
fr ; :
P::'II Description of noncash property given P ions) Date received
§
(a) ()
::1.1 ) FMV (or estimate) i
b Description of noncash property given (see instructions) Date received
$
(a)
from or estim -
=iro Description of noncash property given (see instructions) Date received
$
(a)
. ®) FMV Tm:m} {d)
fr i ;
P::I Description of noncash property given (see Instructions) Date received
]
(a)
e o FMV (. [iumm:n ()
from or
el Description of noncash property given e R Date received
(a)
iy 3 (b) FMV ( o ate) (d)
from i SN
_— Description of noneash property given (see instructions) Date received
1
223483 12-21-92 Schedule B (Form 990, 990-EZ, or 990-PF) (2012)
10



Schedule B (Form 980, $80-E2, or 990-FF) (2012) Page 4
Name of organization Employer identification number

cia ion 22—255&&%?
religious, charitabl i al contributions to section 501 (7). (8), l:muﬁ;a l'1ll'llnﬁunl that total more than $1, r the
]

year. Complete columns (a) lrmuuh :e}nd the foliowing ling entry. For organizations completing
the lotal of exclusivedy religious, charitable, etc., contributions of $1,000 or less for the year. tet ms atmasin sece |

Usa duplicate copies of Part Iil f additional space is needed.

{a) Ne.
g;u_:!’ (b) Purpose of gift () Use of gift (d) Description of how gift is held
() Transfer of gift
Transferee’'s name, address, and ZIP + 4 Relationship of transferor to transferae
{a) No.
g:-:“r {b) Purpose of gift {c) Use of gift {d) Description of how gift is heid
(e} Transfer of gift
Tr A and ZIF + 4 of fr to transfer
pom {b) Purposse of gift (e} Use of gift (d) Description of how gift is held
(e} Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of ransferor to transferee
(a) No.
from . (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
_Part|
(#) Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of ransferor to transferee
PR3N 123712 Schedule B (Form 990, 930-EZ, or 990-PF) (2012)

10



SCHEDULE C Political Campaign and Lobbying Activities NG . 1548-0047
o au o For Organizations Exempt From Income Tax Under section 501(c) and section 527 2012
Bepartrnent of the Treasury I'-{:unmm if the organization is described below. P Attach to Form 990 or Form 990-EZ, Open to Public
Intanasl Reverus Service P See separate instructions Inspection

If the organization answered "Yes,” to Form 990, Part IV, line 3, or Form 990-EZ, Part V, lina 46 (Political Campaign Activities), then

® Section 501(ck3) organizations: Complete Parts |-A and B. Do not complete Part I-C.

® Saction 501(c) (other than section 501(c)(3)) organizations: Complete Farts |-A and C below. Do not complate Part 1B,

® Section 527 organizations: Complete Part 1A anly,
If the organization answered “Yes,” to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 4T (Lobbying Activities), then

* Section 501(c)(3) organizations that have filed Form 5768 (election under section 501(h)): Complete Part 114 Do not complete Part 11-8.

® Section 5071(c){3) organizations that have NOT fied Form 5768 felection under section 501(h)): Complete Part 11-8. Do not completa Part 1A,
If the organization answered “Yes," to Form 330, Part IV, line 5 (Proxy Tax), or Form 890-EZ, Part V, line 35¢c (Proxy Tax), then

® Section 501(c)4), (5], or (8] crganizations: Complete Part Il
=

loyer identification number

Charcot-Marie-Tooth Association 22-2480896
[Part I-A] Complete if the organization is exempt under section 501(c) or is a section 527 organization,

Mame of organization

1 Provide a description of the organization’s direct and indirect political campaign activities in Part IV.
2 PRGNS e e b e s . o T e e »s
o RO o R e T s S R e N et

|Part I-B| Complete if the organization is exempt under section 501(c})(3).

1 Enter the amount of any excise tax incurred by the organization under section49ss |

2 Enter the amount of any excise tax incurmed by crganization managers under section 4955 e >3

3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year? e A R e [_lves [_INo

T T s RN e A S e e i e L lves [Ino
If *Yes " describe in Part V.

| Part I-G| Complete if the organization is exempt under section 501(c), except section 501(c)(3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities |3

2 Enter tha amount of the filing organization’s funds contributed to other organizations for section 527
T R B I i e R L i I %

3 Total axempt function expendituras. -ﬁddh'baa1and2 Ertnrhera and on Form 1120-POL,
O L Ry RS e S O o s e N eSS >3

4 Did the filing organization fie Form 1120-POL forthisyear? Clves [lno

5 Enter the names, addresses and employer identification number (EIN) of all section 527 pumncaiorganrzaﬁmstowh::hlhaﬂng organization
made paymenis. For each organization listed, enter the amount paid from the filing organization's funds. Also enter the amount of political
cmlrrbut'm'lﬁmh'edtha'lwwpmmmfmddira-:tlydalivm‘adtnasapammmhmmm.mhmawwmrﬂwa
political action committes (PAC). f additional space is needed, provide information in Part IV,

{a) Name (b) Address (c) EIN (d) Amount paid from {e) Amount of political
filing organization's | contributions received and
funds. if nona, enter -0-. promptly and directly
deliverad to a separate
If none, entar 0-.
For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schadule C (Form 990 or 290-EZ) 2012
LHA
232041
231-07-13

20

4 FYTFEFAPAS e T L N R e P N N ~ o O . — = iy



Schedule C (Form 990 or 990- iati
omplete if the organization is exempt under section 501(c)(3) and

(election under section 501(h)).

A Check B [__] ifthe fiing organization belongs to an affiliated group (and list in Part IV each affiliated group member's name, address, EIN,

expenses, and share of excess bbbbying axpendituras),

B _Check B [ if the fiing organization checked box A and *imited control® provisions apply.

Limits on Lobbying Expenditures a;ﬁim-s {h}mtlg::l: i
{The term “expenditures® means amounts paid or incurred.) totals
1a Total lobbying expenditures to influence public opinion (grass roots lobbying)
b Total lobbying expenditures to influence a legislative body (direct lobbying)
¢ Total lobbying expenditures (add ines tlaandto) 0.
d Other exempt purpose expenditures | 1,028,984.
e Total exempt purpose expenditures (add lines 1cand 1) 1,028,984.
f _Lobbying nontaxable amount. Enter the amount from the following table in both columns. 177,898.
If the amount on line e, column (a) or {b) is: The Iobbying nontaxable amount is:
Mot over $500,000 2056 of the amount on line 1a.
Over $500,000 but not aver $1,000,000 $100,000 plus 15% of the excess over $500,000.
Cwer $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over §1,000,000
Over $1,500,000 but not over $17,000,000 |  $225,000 plus 5% of the excess over $1,500,000.
Over $17 000,000 $1,000,000.
g Grassroots nontaxable amount (enter 25% of fne 1 e s 44,475,
h Subtract ine 1g from ine 1a. If zero or less, enter -~ 0.
i Subtract line 1f from ine 1c. if zero or less, enter0- 0.
| M there is an amount other than zero on either lina 1h or line 1i, did the organization file Form 4720
reporting section 4911 tax forthisyear? . . [ Yes | No
4-Year Averaging Period Under Section 501(h)
(Some organizations that made a section 501(h) election do not have to complete all of the five
columns below. See the instructions for lines 2a through 2f on page 4.)
Lobbying Expenditures During 4-Year Averaging Period
i fﬁcgawbwm:ling = (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) Total
2a_Lobbying nontaxable amount 11,000. 4,491. 154.,132. 177,898. 387,521.
b Lobbying ceiling amount
{1509 of line 2a, columniel) 581,282,
e Total lobbying expenditures 55,000. 22,453. 32,108. 109,561.
__d Grassroots nontaxable amount 1,123, 48,533. 44,475. 94,131.
e Grassroots ceiling amount
{150% of fne 2d, colurmn (&) 141,197.
— 1 Grassroots lobbying expenditures|
Schedule C (Form 920 or 990-E2Z) 2012

2Xk20az
01-07-13
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22-2480896 Pages

(election under section 501(h)).

For each "Yes," response to linas 13 through 17 below, provide i Part IV a defadled description {a) (b)
of the fobbying activily. Yes No Amount

1 During the year, did the filing organization attemnpt to influence foreign, national, state or
local legislation, including any attempt to influence public opinion on a legistative matter
or referendum, throwgh the usa of:
Volunteers? ... el
Paid s:aﬂurma'nagunwn {include mnﬂnsatrnn in upﬂm‘m rapurtad an rne-a 1c through 1&?
Media advertisements?
Mailings to members, legislators, or the publbc? . . L
Publications, or published or broadcast statements? . L
Grants to other organizations for lobbying purposes?
Direct contact with legislators, their staffs, govemment officials, or a legislative body? s
FRallies, demonstrations, seminars, conventions, speeches, lectures, or any similar means?
BRI BCIIBE T o et e e s S
Total. AddnesTethoughdl . .
2a [Did the activities in line 1 cause the rm;mmn to be not ua»scnbaa in section 501(cH31?
b If "Yes,® enter the amount of any tax incured under sectiondgt2
¢ If "Yes " enter the amount of any tax madbymgarnzalmmagmsurﬁwmmdsfz
It the filing organization mcurred a section 4912 tax, did it file Form 4720 for this ve
Complete if the urgamzatun is exempt under section 51}1{::]{4}, section 501(c)(5), or section

501(c)(6).

-_——=T g =0 o0 o

Yas No

1 Were substantially all (30% or more) dues received nondeductible by members? 1

2 e rgmmr s oy s Gty egnhres of 2,00 et if'."'ﬁ:"I:_'ff_f.....f... s R

..........................

501(c)(6) and if either (a) BOTH Part Ill-A, lines 1 and 2, are nnswured "No," OR (b) Part lll-A, line 3, is
answered "Yes."
1 Dues, assessments and similar amounts frommembers 1

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

L | 2a
b Carryover from S YBar e
Tty | TN DO S W D et 2c
3 mMWMWNMMMﬁ1WMHWWhmm1%}M __________ e 3

4 If notices were sent and the amount on line 2¢ exceeds the amount on line 3, what portion of the excess
does the organization agree to camyover 1o the reasonable estimate of nondeductibie lobbying and political
DN N YOl Y e 4

Taxable amount of lobbying and political expenditures (sea instructions) i o 5
Part IV | Supplemental Information

Camplete this part to provide the descriptions required for Part |-A, ine 1: Part 18, ine 4: Part 1-C, line 5; Part ll-A (affiliated group list): Part 114, ne 2:
and Part 118, line 1. Also, complete this part for any additional information.

e Schedule C (Form 990 or 990-EZ) 2012
010713
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SCHEDULE D Supplemental Financial Statements B
(Form 990) P Compiete if the organization answered "Yes," to Form 990, 20 1 2
Part IV, line 6, 7, 8,9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b. Open to Public
faraci by Udrmrl P Attach to Form 990. B> See separate instructions. Inspection
Name of the organization ' Employer identification number
Charcot-Marie-Too iation 22-2480896

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

(a) Donor adwised funds (b) Funds and other accounts
1 Totalnumberatendofyear ... .. . . .
2 Aggregate contributions to {during vear) ik
3 Aggregate grants from {during year) . ...
4 Aggregate value atend of year
5 Dﬂﬂmorganaaunninlnmaﬂ:hrmsaﬁdwmradmsnwmmgthmerdndmwmmrunﬁs
are the organization's property, subject to the organization’s exclusive legalcontrol? L lves [InNe

6 Did the organization inform al grantees, donors, and donor advisors in writing that grant funds can be used only
fmcha:‘mablapurpnsasandnmlntthabenaﬁtofthadmmrurdﬂmfmw,orfwmyumarpwmcmmng

impermissible O e S e [ lves [ Ino

[Part Il Consmatlon Easements. Cample#a tthe u-rgmtzmm anawam *¥es" to Form 990, Part w fine 7.
1 Purpose(s) of conservation easements held by the organization {check all that apply).
[__] Preservation of tand for public use (e.g., recreation or education) || Preservation of an historically important land area
[ Protection of natural habitat (] Preservation of a certified historic structure

|:| Preservation of open space
2 Complete lines Za through 2d i the organization held a qualified consenvation contribution in the form of a conservation easement on the tast

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

a Total number of conservation easements e PR 2a
b Total acreage restricted by conservation easements | 2b
¢ Number of conservation easements on a certified historic structure included inf@ | 2e
d Number of consarvation easements included in (g) acquired after 8/17/08, and not on a historic structure

Natad v e NN BRI s g 2d

3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the wgmn-zatm during the tax
year

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

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easementsitholds? LJves [CIne

6 Stalf and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easemants during the year e

7 ﬁumuntnfupmmkwmdhmﬂm,mmm.mmmmmmmduthywh5

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of saction 170 ANBM)
and section TTOMNBNA? ... ... L lves [InNe

8 In Part Xlll, descnibe how lhmwmﬂmrnmﬂsmwutm easements in its revenue and expense statement, and balance sheet, and
inciude, if applicable, the text of the footnote to the crganization's financial statements that describes the organization’s accounting for
conservation easements,

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

Complete if the organization answered *Yes* to Form 990, Pat IV, line 8,

1a J!'theurgﬂnll'maiavctad.aapwrmmundeFAﬁIle“ﬁCm.mmmhﬂamsmmtwmuMMEdm.
historical treasures, or other simiar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part XIII,
the text of the footnote to its financial statements that describes these items.

b theorganizauunahctad.asp-asrmeduﬂaraﬂs113%5':953}.mmhnammmtmmmmsﬂm,hhm
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) Revenuesincluded inForm 990, PartVill ine 1 >3
(i) Assetsincluded in Form 990, Part X >

2  If the organization received or held works of art, historical treasures, WUIMmﬂwmalsﬁHﬁm‘mnlgan provide

thafoﬂumammmarmmdwmmpmadundeFASHG{ﬁSCQGB}mlEMgMMH tems:

a Revenues included in Form 990, Part Vil line1 T SRR e O

b Assetsincluded in Form 380, Pat X e o e e e L _—
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 980, Schedule D (Form 990) 2012
232051
12-10-12
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Agsociation 22-24 6 2
Part Il Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetsicontinued)
3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items

{check all that apply):
a D Public exhibition d [:| Loan or exchange programs
b [ Schotarly research e [ Other

¢ [ Praservation for future generations
4 Prowde a description of the crganization's collections and explain how they further the organization’s exempt purposa in Part X1l
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization'scolsetion? . [ lves [ INo
Escrow and Custodial Arrangements. Complete rflhunrganlzaliun answered “Yes® to Form 990, Part IV, line 9, or
reparted an amount on Form 930, Part X, ine 21,
1a |s the crganization an agent, trustes, custodian or other intermediary for contributions or other assets not included
on Form 990, Part X? L Ives [Ino

b If *Yes,” explain the arrangement in Part XIll and complete the following table:

SO EREMRE o oo o i o e o K e e S T S . lte
ACRbOrS AR W~ o g e e e 1d
........................................................................................................... 1e
R N - e i e S 1
Did the organization include an amount on Form 990, Pat X, Bne 217

Y in in Part XHlI. Chechhamlthuuxmmm m been provided in Part Xl = O L
PartV iEndD‘ilm'lﬂﬂt Funds. Complete d the organization answered “Yes® to Form 990, Part IV, iine 10.
| {a) Currant year (b) Prior year (c) Two years back | {d) Three years back | (e} Four years back

Eﬂ-unn
g
g
E.
i 4
E
g

Netlmwh'l'luﬁlaammga g.ains. mk:mas
Cramtsor scholarships =
Other expenditures for facilities
and programs i
{f Administrative expenses
g Endofyearbalance ...
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowmeant %
b Permanent endowment = %
¢ Temporarily restricted endowment %

The percentages in lines 2a, 2b, and 2c should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administerad for the organization

® oo o

by: Yes | No
(] Unrelatedomantrations ... e e e e e e s | 3ali)
(l):retatacl ofpanbTabang | ... oo e e L e e 3alii)
b If “Yes® to 3a(i), are the related organizations listed as required on Scheduwlef? . . 3b
Describe in Part Xill of the ization's [
Part VI | Land, Buildings, and Equipment. See Form 390, Part X, ine 10.
Description of property (@) Cost or other (b) Cost or other {c) Accumulated (d) Book value
basis [investment) basis (other) depreciation
T
b BUBdINgS | e
¢ Leasehold improvements |
d Equipment | i
AETE T L T . 227,538. 186,828.] @ 40,710,
Add lines 1at 1e. must equal Form 990, X iine 10Ye).) | 2 40,710.
Schedule D (Form 920) 2012
e

A



22-2480896 Page3

Investments - Other Securities. See Form 990, Part X, line 12,

(a) Description of SECUNLY OF CAlEQOTY (nciuding name of secunty)

(b) Book value

() Method of valuation: Cost or end-of-year market value

(1) Financial derivatives . . ... .

2) Closely-held equity interests
(3) Other

T m For Part X, col. {B) line 1

Part VIll| Investments - Program Related. See Form 990, Pat X, ine 13.
{b) Book value

(a) Description of investment type

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

(1}

2)

(3

— 4

(5)

{6}

7}

— &

]

{10

Total. (Col {b) must IF Part X, col. (B) Ing 1

Part IX | Other Assets. See Form 990, Part X, ine 15.

{a) Description

(b} Book value

{1}

(2

(3}

4

{5}

]

(B}

—19
i)

fm..ﬁﬁim@mwm- :
Part X | Other Liabilities. See Form 990, Part X, ine 25.

1. {a) Description of iability

(1) Federal income taxes

— (2

— 3

(4)

— i

N

—8

—19
(10

(11

e

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

li@hility for uncartain tax po

232083
124012

2. FIN 48 [ASC T40) Footnote. In Part X, Mhlmmtmmmtowmmsmwmmtmrapmsuwmumumms

Schedule D (Form 990) 2012



Schedule D (Form 990) 2012 Charcot-Marie-Tooth Association 22-2480896 Paged

Part X1 | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenue, gains, and other support per audited financial statements 1 1,698,730.
2 Amounts included on line 1 but not on Form 990, Part VI, line 12:

a Net unrealized gains oninvestMeNtS .. | 2a

b Donated services anduse of facilites | i - -]

Cc FRocovened of price YORr QRIS | .. .. i e e e

d Other DRsciDe TP NMLY o i e e . L2d

@ Addines2athrough2d ... R e e e R s | 2o 0.
3 Subtractne2efromined A e sl 1,698,730.
4 Amounts included on Form 990, Part VI, lina 12, I:.ntnmunmt

a Investment expenses not included on Form 290, Pat Vil ine 7 ﬁ

b Other Describe i PatARLY. oo, i

c Addlinesdaanddb LT e e e e 4c 0.

T is must equal Form 990, Part |, ine 12.) ls| 1,698,730.
| Part xlliﬂar.nnmﬁatinn of Expenm per Audited Financial Bhtument:?ﬂmE:pemesparH&mn

1 Total expenses and losses per audited financial statements STt e P e SR 1 1,446,000.
2 Amounts included on line 1 but not on Form 990, Part IX, ine 25:

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

b Prioryseradistmoms: .o e B | R

G OO IO e e T T e 2c

d Other Dascribe In Park XL i i s i i b bosibbsis

e Add lines 2a through 2d R S e R e S e 2e 0.
B SRR IRIRIINRON .o e e 3 1,446,000.
4 Amounts ncluded on Form 990, Part X, kne 25, Mrﬂmum‘l

a Investment expenses not included on Form 980, Part Vill, ne?b 43

b Ofer Deacrbea MV PRERNLY oo

O AEINE ARG | o o i o e e B dc 0.

Total ex A li and Form 990, o [ e 5 1,446,000,
Part XIll| Supplemental Information =

Complete this part to provide the descriptions. required for Part |, Enes 3, 5, and 9; Part I, lines 1a and 4; Part IV, ines 1b and 2b; Part V. ne 4; Part
%, ine 2; Part X, Enes 2d and 4b: and Part X, lines 2d and 4b. Also complete this part to provide any additional information.

Schedule D (Form 290) 2012

232084
12-10-12
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SCHEDULEF

(Form 990)

Department of tha Tty

Statement of Activities Outside the United States
P Complete if the organization answered "Yes" to Form 990,

P Attach to Form 990. > See separate instructions.

Part IV, line 14b, 15, or 16.

SME No 1545-0047

2012

Open to Public
Inspection

internal Revenus Sanace
Mame of the organization

harcot-Marie-Toot (o]
Partl | Ge

neral Information on Activities Outside the United States. Complete if the arganization answered *Yes®

ciation

Employer identification number

22-2480896

1o Form 990, Part [V, ine 14b.

1 For grantmakers. Does the organization maintain reconds to substantiate the amount of its grants and other assistance,
the grantees’ eligibility for the grants or assistance, and the selection crilenia used to award the grants or assistance?

X ves Tlne

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

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

{a) Region (b) Number of | (c) Number of | (d) Activities conducted in region (&) If activity ksted in (d) i Total
offices | SMPIOYEES, | by type) (e.g., fundraising, program | is a program service, e
in the region i%«m services, nvestments, grants to describe specific type o
o Ctors recipients located in the region) of service(s) in region in region
3a Subtotal u 0 2
b Total from continuation
sheststo Part| o Q -
¢ Totals (add lines 3a J
and 3b) 0 —

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

23271
12-10-12

27

Schedule F (Form 990) 2012
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Schedule F (Form 99012012  Charcot-Marie-Tooth Agssociation 22-2480896 Pages
Part IV | Foreign Forms

1 Was the crganization a U.S. transferor of property to a foreign corporation during the tax year? If *Yes, " the
organization may be required to file Form 926, Return by a ULS. Transferor of Proparty 10 8 Foregn
Corporation (see Instructions for Form S26)

D"fﬂ'ﬂ E—X_JNQ

2 Did the organization have an interest in a foreign trust during the tax year? If *Yes, ® the organization
may be required to file Form 3520, Annual Raturn to Raport Transactions with Foreign Trusts and
Receipt of Cartain Foreign Gifts, andior Form 3520-A, Annual information Retum of Foreign Trust With
a U5 Owner (saa Instructions for Forms 3520 and 3520-A) | ..o essseaeesse i e e et e e e e,

|
&
b
5

a Did the crganization have an ownership interest in a foreign corporation during the tax year? if “Yes, *

the organization may be required 1o file Form 5471, information Return of LLS. Persons With Respect To

Certain Foreign Corporations. (see Instructions for Form5471) C [dves [XIne
4 Was the organization a direct or indirect sharehoider of a passive foreign investment company or 3

qualified electing fund during the tax year? If "¥es." the organization may be required o file Form 3621,

Infarmation Return by a Shareholder of a Passive Fareign investment Company or Qualified Electing Fund.

B0 TARLICOODT FOFFOMPEIBNL . it oS S Ives [X]Ino

L Did the organization have an gwnership interest in a forelgn partnership during the tax year? If “Yes.*
tha arganization may be required to file Form 8865, Return of LL5, Persons With Respect To Cartain
Foreign Partnerships. (see Instructions for Form 8865) ... . Jyes [XIno

& Did the organization have any operations in or related to any boycotting countries during the tax year? if
*Yes," the organization may be required to fila Form 5713, international Boycott Report. (see Instructions
for Form 5713)

o Clves XIne

Schedule F (Form 990) 2012

23z074
121012

In



Schedule F (Form 990) 2012 Charcot-Marie-Tooth Association 22-2480896 rages

PartV | Supplemental Information
Complate this part to provide the information required by Part |, line 2 {manitoring of funds); Part |, ine 3, column () (accounting method:
amounts of nvestments vs. expenditures per region): Part I, line 1 {accounting method); Part [l (accounting method): and Part Il column

{c} {estimated numibser of recipients), as applicable. Also complete this part to provide any additional information.
Schedule F, Part I, Line 2: The Association requires, by contract,

periodic progress reports on the funded research. The contract also

includes a full Research Plan with Budget and Deliverables.

Part II, Column (4):

Region: Europe

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

human MSC on neuropathic changes on an animal model for CMT1X.

Region: Europe

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

Bortezomib and Carfilzomib in CMT1A rats.

TIOTH A2-20-12 Schedule F (Form 990) 2012
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SCHEDULE G Supplemental Information Regarding OMB No. 1545-0047

(Form 920 or 990-E2) Fundraising or Gaming Activities 2012

S T Complete if the organization answered "Yes" to Formn 990, Part IV, lines 17, 18, or 19, Open To Public

st abdp fater urﬂﬂuurﬂamuﬂm.nhudmhmﬂ&m}mmem-Ez,ﬂmﬁm h

Name of the organization ' o ' Employer identification number
- ie- t ssociation 22-2480896

Fundraising Activities. Gomplete ff the organization answered "Yes® to Form 90, Part IV, ine 17. Form 980-E7 flers are not
required to compéete this part.

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

a [ Mail solicitations

b [ internet and email soicitations

G |:] Phone solicitations
d |:| In-person solicitations

Solicitation of non-govemment grants

f |:| Solicitation of government grants

g ] 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 290, Part Vi) or entity in connection with professsional fundraising services?

[l ves |:|Hu
b If “Yes,” isl the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to ba
compensated at least $5,000 by the organization.

(1) Name and address of individual A S22 | v) Gross receints | 1 lor revained &) ) dmourt paid
i i i fundrai retained
or antity (fundraiser) & controlof from activity FFeba o ::sélﬂ.'{i] organization
Yes
L, B P T T L e | -

3 Lu;taumatasnmichthourganzabm s registered or ficensed to solicit contributions or has been notified it is exempt from registration

or licensing.

LHA Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ.

ot B
01-a7-13

12

Schedule G {Form 990 or 990-EZ) 2012



rie-Tooth Agsocia
Fundraising Ev&nts. Complete if the organization answered *Yes® to Form 990, Pat IV, ine 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 990-EZ, nes 1 and 6b. List events with gross receipts greater than $5.000.

22-24

6 P

(a) Event #1 {b) Event #2 [g) Other avents
d) Total avents
%riaz’a CMTA Golf {,;d}ml ta:::;um
inner OQuting - Liv] 3 col. (el
© (event type) {event type) {total number)
£
3|1 Gross recopts 146,330. 195,000. 393,203. 734,533.
2 Less: Contributions . . ...
3 Gross income (line 1 minus fine 2) 146,330. 195, 000. 393,203, 734,533,
5 Noncashprizes . . . . ..
g 6 Remtfaciitycosts . . .
w
§|7 Foodandbeverages ... . ...
&
B Ermertanent o o
9 Otherdractmq:ms o T 21.714. 80,278. 9,073. 111,065.
10 Direct expense summary. Aﬂdm-ithmghﬂnmmfnntd] ............................................................... B 111,065
Net income Cofumin o), s line 10 oo | 3 623,468.
aming. Cnmpht&rlmﬂnrgﬂrdzali:nmed"fus'tuhmﬂm Pat IV, line 19, nnmmaqumthm
$15.000 on Form 990-EZ, ine Ga.
{b) Pull tabs/instant ; {d) Tatal gaming (add
; (%) Bingo bingoiprogressive bingo | (€} Other gaming | " ) vheugh eol. (c)
A CIORS OB oo
i o
8|3 Noncashprizes . ...
E 4 Rentfaciitycosts
8§ Otherdirectexpenses ...
Clves_ %|[ _lves_ % |[ Ives %
6 Volunteerlabor [Ine [_INo [_INe
7 Direct expense summary. Add fines 2throughSincolumnid) .. ...~ L\ )
1 incoma ; ine line 1, column d T sk s £t e e | 2
9 Enter the state(s) in which the organization operates gaming activities:
a Is the organization licensed to operate gaming activities in each of these states? CIves [ _INo
b If "No,* explain;
10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year? L Ives [_INo
b If "Yes,* explain:
232082 0109713 Schedule G (Form 990 or 990-EZ) 2012

2



Schedule G (Form 990 or 990-£2)2012 Charcot -Marie-Tooth A
11 Does the organization operate gaming activities with nonmambars?
12 s the organization a grantor, Mﬁcmnrlnm“mawstnrammnlapmnarshupurmharmmylurmed
RO TS CharalIB DTN ..o i e s s st R | = - i
13 Indicatathapmmnmgeulgmmgacwwmmladn
a The organization's facility
b Anoutsidefagility L
14 Enlerlhartamamaudmssufmepermnmmﬂtmﬂgmﬂzaumsgamgrspmmmmrm

Mama

Address

15a Does the organization have a contract with a third party from whoim the organization receives gaming revenue? L Ives T1Neo

b If “Yes,” enter the amount of gaming revenue received by the organization = % and the amount
of gaming revenue retained by the third party =%
¢ If *Yes.” enter name and address of the third party:

MName >

Address

16 Gaming manager information:

MNama =

Gaming manager compensation b $

Description of services provided =

[ pirectorrofficer [ Empioyee [ independent contractor

17 Mandatory distributions:
a Is the organization required under state law 1o make charitable distributions from the gaming proceeds to
retain the state gaming licensa?

organizatio Q exempt activities during the tax vear = $
Part IV smpmmulmﬂmmmmummmmm“mmmmmwpml line 2b, columns. (i) and (v), and Part I,
fines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also complete this part o provide any additional information (see nstructions).

TA2083 010713 Schedule G (Form 980 or 990-EZ) 2012
TA



m.ﬂ nF_.wF—.Nw
suoT3draossp (1) wmiod I0F AI JIed 295 it

(2102) (066 wao4) | 2npayag dEEbu_a_ﬁaauaﬂsinus 8%:5.5&:2:5:&&15“_ WHT
.r-i.rm L T T ¥ T L " - u A M
z e
T Oy @9n i0j peinegw B T ZEZILOEL 51 BIZL GILt5 IM UOBIPER - Jasils
agq uev> uofsgaldxe FrdH ¥ied "N 1f - sausbey Jjo paivog
YI3TUYm UT 3INATND 1@ TORTR®H UTSUCIETM Jo faTeIsaTun
UURMLDE UTEMY B 231810
%8I3 03 #ojInededsq "0 "890 LOT TETTSTT0Y @chreoo 65 E08S FHEOL WO =109(a¥ - FOBGOF
[®Tausacd uo yaivasa X0 Qd - UOTIRIIETUTHDY yYoIeasou
Jeyiang IeJ T 30 BOTIJ0 TERTH Jo A3jfsasatupn
Temiue ue do(asdp o
~ "WEdHD i0j SAws® "0 "EEE 6L TEVTSI109 LOTEPSt 56 00ST GZTL6 Wa = vuepesvj
Butuasiss Bnap dofsasp o - "DATH WTUIOITTED 3 00ZT
- Yravasay perosuods Jo aniijo
AfoTouyaal 7o @an3Tasul BIRIOITIRS
CRR T W 3% o= "3 000 001 A R S § TV ELE |
103 AbBajerasm u__.__._“._nn_u.....UJ -~ pUs EISYETS SFO95 - 2INIATIVUT
jsngor v 230833 of UDIPeEsy SWOUSD UTUMH [euUc]Ivy
__muaﬁ__n.__mj__._____.t souEsIsEE
SIURIBISER IO FIURIFISTE YSED-UOU ‘400G) UOITENEN YSED-LIOU weib yseo ajgeondde swweass 1o
weib jo asoding (y) jo uonduosaq (6) 10 poep ) jownouny (3) | jownouny (p) |  uonoes Oy (9) N3 (a) uohiEziuebio jo sseippe pue suren (e) |
. ~ 'Pap8au 5 aoeds [EUONIPPE Ji paleciidnp Bq Ues || B ‘000 5% VB SI0W Panaoal JEG] Usiial

A o) ' L2 BUN A LB DEE WO O) 58, Ek;ﬂa:&ﬁ_ﬁnﬁfptm%gﬂwgg:_ﬂginﬂggaﬂ-ﬂﬂiiﬁ%ﬂiﬂ -E

BN RENE u_.__.__..EE [GE 1 DULOTIIOLE J0) S8INPaco T &, U0NE 1AL HEg Uy g
oN[ ] WL e s S N A S B U LR S T L re s B L al nE  m at e  i y Bw:h&ns 5 ki
: UORDSES BL) LU ‘BIUEISISSE 10 SIURID ey 10} Apqibya seejueib ay) ‘SouBISISSE JO SJURIB AU JO JUNOLE BU) SIENUERISGNS 0] SPIO3SI UIBIURW LUoNEZIUEBIO auyyseoq |
SOURISISSY PUB SIUEJD) UO LOKEWIOM| [B19UsD | | 1ed |
~96808VC-c¢ HoIw] OOL-8T REEEE )
Jaquunu uonesynuap sefojdwg unteziLefio suy o awepy
uonoadsu) ‘066 W4 0] yoely - ODIABG BNUBASL UL
anangd o} uadg TZ 10 LZ 9l ‘Al R4 066 W04 0] 58, PaISMSUR uonezLeE 0 oyl Ji S1edwon AIETIL 83 10 WSUARORE
NFQN SIELS PAILM SU Ul S[ENPIAIPU| PUB 'SUSLULIBADT)
‘suoneziieBiQ 0} sourySISSY JOYI0 PUE SR 066 w0 4)

LPODFGTEL ON BING 1 IINAIHOS



(Z10Z) (066 wiod) | enpayss

W M SL-Bi-3L Z0LZES

I03J [opoul [ePWTUP UEP JOTOASP O :o0UejsTEsSY I0 jueisy jo ssodang (4)

UOTJEIJSTUTWPY (oieassy JO 8013J0 TWETH JO AJIsasAtuf

PJUSWUISAOCD JI0 UCTIRZTURDI) JOo awey

:{g) mm{o) 'T ourl 'II 33ed

IINJ © Sepniouf OS¢ JOPIJUOD OUL

"SE9[qedsAl[Pd pue

ebpng Yjim ueld yoiesssy

‘UoIessSaI pPapUN] 9] U0 §3I0021 s8a1bod

UOHELLIG)UI [EUCTIPPE IB010 AUE pUe "T0) UWNJoS il W 'Z 8u) '] 1ed Ul pa

oTpoTa=ad

¢ our1 'I 3iegd 'I aInpayos

"3ovIjuod AQq "seITnbeI UOTIjERIOOSSY oL

BOURISISSE USES-UOU Jo uonduasad )

o ‘Esedde L

BOURISISSE YSED b yses sjuaidioas

uoiEnfe jo poulsiy (8) | .uou o wnouny (p)| o wnouny (3) | jo sequing (q) aouesEse o Ueib jo edk| (e)

Zabed

'Z2 Bu ‘Al 1B 066 W04 0] S04, pasamsue uonezivefio ey ) ejepduon -Sﬂmuﬂrﬁl.nz_i;ﬁs Eggkﬁoﬂazﬁ.u E

‘pEpaaU 51 a0eds [EUCIHIDEE i paTRoNdND B WED ||| PEY

96808VZ-C¢

UOTIBTO0ESY - -300T81 2 102) (068 T




hedule | (Form Charcot-Marie- th Association 22-2 P
Part IV | Supplemental Information

Name of Organization or Government:

University of Wisconsin Madison Board of Regents

(h) Purpose of Grant or Agsistance: To create a human Schwann cell

culture in which PMP22 expression can be measured for use in research.

s Schedule | [Form 990)
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SCHEDULE J Compensation Information
Form For certain D T K and Hi
( 990) or Officers, kﬁ:::ﬂm rustees, Key Employees, ghest

pensated
= Complete if the organization answered "Yes" to Form 9980,
Parl v, lmzﬂ.

Departmant of the Treasury
iniernal Revecus Servce

OANE Mo, 1545-004T

2012

Open to Public
Inspection

Mame of the organization ] ‘ ] S Employer identification number
- - ciation 22-2480896

| Part | | Questions Regarding Compensation

1a Check the appropriate box(es) if the organization provided any of the following to or for a person listad in Form 990,
Part VI, Saction A, ine 1a. Complete Part Ill to provide any relevant information regarding these tems.
(X First-class or charter travel (1 Housing allowance o residence for personal use
i: Travel for companions |:| Payments for business use of personal residencea
[ Tax indemnification and gross-up payments "] Health or social club dues or intiation fees
[ piscretionary spending account [_] Personal services (e.g., mad, chauffeur, chef)

b If any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of all of the expenses described above? If “No,” complete Part Il to explain
2 Did the organization require substantiation prior to resmbursing or allowing expenses incurred by all officers, dlmctnrs
trustees, and the CEQ/Executive Director, regarding the tems checked in line 1a7 e e A e

3 Indicate which, if any, of the following the filing organization used to establish the compensation of the organization's
CEQ/Executive Director. Check all that apply. Do not check any boxes for mathods used by a related organization to
astablish compensation of the CEQ/Executive Directar, but explain in Part .

E] Compensation committes :I Written employment contract
D Independent compeansation consultant D Compensation survey or study
[ Form 990 of other organizations [X] Approval by the board or compensation committee

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

a Receiva a saverance payment or change-ofcontrol payment? . ey

Participate in, or receive payment from, a supplemental nonqualified retirement phn? ............................................

& Participate in, or receive payment from, an equity-based compensation amangement? &
If "Yes® to any of ines 4a-c, st the persons and provide the applicable amounts for each item in Part 11,

o

Only section 501(c)3) and 501(c)4) organizations must complete lines 5-9,

5§ For persons listed in Form 990, Part VI, Section A, ine 1a, did the organization pay or accrue any compensation
contingent on the revenues of:

a The organization? R e e e e e R e e e

b Any related organization? R e e
If “Yes® toline 5a or 5b, describe inParthl.

6 For persons listed in Form 950, Part VIl, Section A, ine 1a, did the organization pay or accrue any compensation
contingent on the net eamings of:

TN . e e e e P

If "¥es" to line Ga or 6b, describe in Part 1.
T Fnrp-armﬁstathﬂrmEBﬂ.mer.SacﬁunA.h'i&h.didthuutganlzahmprmﬁdﬂwrm-ﬂmdpwmﬂa
not described in ines 5 and 67 If “Yes," describeinPart 0
8 Were any amounts reported in Form 990, Part VI, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Reguiations section 53.4958-4(a){3)? If “Yes,” describein Partml
9 If “Yes" to ine B, did the crganization also follow the rebuttable presumption procedure described in
il gection 53, o R SR, PR, SFFOS o PP TR o M T T ) =

Yes
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OB No. 15480047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 201 2

(Form 990 or 990-£Z) Complete to provide information for responses to specific questions on

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

Dupariomnt s Trmmssey B Attach to Form 990 or 990-EZ. e

Mame of the organization Employer identification number
Charcot- ie-Toot gsociation 22-2480896

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

Create awareness of Charcot-Marie-Tooth disorders and to be a leading

source of information regarding CMT disorders. To encourage, promote

and support research into the cause, treatment and cure of CMT.

Support & education of persons affected with CMT.

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

Allocated Program Services Expneses, such as Salaries, Benefits,

Occupancy Expenses and Advertising and Promotion.

Expenses $§ 211,927. including grants of § 0. Revenue § 0.

Form 990, Part VI, Section B, line 11: From 990 will be reviewed by the

Board of Directors.

Form 990, Part VI, Section C, Line 19: Upon regquest by mail, telephone,

and/or email.

Form 990, Part XI, line 9, Changes in Net Assets:

Rounding -1.

Form 990, Part XII, Line 2c

Selection or oversight of Independent auditors

The organization has not changed its selection and oversight process

during the tax year.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ, Schedule O (Form 290 or 990-EZ) (2012)
=322 11
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