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990,

Department of the Treasury
Internal Revenue Service

Return of Organization Exempt From Income Tax

Under sectlon 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung
benefit trust or private foundation)

P> The organization may have to use a copy of this retum to satisfy state reporting requirements

Oﬁ iﬂ 1ﬁ§7

Open to Public

Inspection

A For the 2009 calendar year, or tax year beginning

and ending

B check it C Name of organization

Please
licable
ap use [RS

Address | e o RIEDREICH'S ATAXIA RESEARCH ALLIANCE

print or

D Employer identification number

Nomee | ™° | Doing Business As 52-2122720
D:Z'ﬁ'fn See Number and street (or P.0. box if mail 1s not delivered to street address) | Room/suite { E Telephone number

[ Jreme- ["p 0. BOX 1537

703-426-1576

l:]Amandad tions

retum

g
tion

Pendin® ' Name and address of principal oficer JENNIFER FARMER
SAME AS C ABOVE

I Tax-exempt status: [ X] 501(c) ( 3 ) Gnsertno) | |ag47@or [ ]527

J Website: pr WWW . CUREFA .ORG

City or town, state or country, and ZIP + 4 G Gross receipts $ 3,539,5 29.
SPRINGFIELD, VA 22151 H(a) is this a group retum
for affilates? DYes I)_LI No

H(b) Are all affiliates included? [:lYes [ Ino
If “No," attach a list. {see instructions)
H(c) Group exemption number P>

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

| L Year of formation: 199 8] M State of legal domicile: VA

| Part1| Summary

o| 1 Briefly describe the organization’s mission or most significant activites: TO MARSHAL:, AND FOCUS RESOURCES
§ AND RELATIONSHIPS NEEDED TO CURE FRIEDREICH'S ATAXTIA
§ 2 Check thisbox B |_J if the organization discontinued its operations or dﬁ@@&@@ 25% bf its net assets.
2 | 3 Number of voting members of the goveming body (Part VI, line 1a) 1Ol |3 14
g 4 Number of independent voting members of the governing body (Part m; e m 7 8 4 13
§ 5 Total number of employees (Part V, line 2a) o (‘0 AY I- 2010 {I') 5 6
:‘E' 6 Total number of volunteers (estimate if necessary) . g B 6 365
;6 7a Total gross unrelated business revenue from Part VIII, column (C) Ixne 2 OGDEN UT .. |7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 _. 7b 0.
Prior Year Current Year
° 8 Contributions and grants (Part Vill, ine 1h) 1,929,438. 3,183,440.
S| 9 Programservice revenue (PartVill, line2g) ... .. ... .. . . L.
é 10 Investment income (Part VIll, column (A), lines 3, 4, and 7d) . 25,162. 4,041.
11 Other revenue (Part VIil, column (A), lines 5, 6d, 8¢, 9c, 10c, and11e) 25,809. 77,110.
12 Total revenue - add lines 8 through 11 (must equal Part VlI, column (ALIlne 12) 1,980,409. 3,264,591.
13 Grants and similar amounts paid (Part IX, column (A), lnes 1-3) 1,121,657. 1,602,772.
14 Benefits paid to or for members (Part IX, column (A), line 4) __ B i
@ | 15 Salanes, other compensation, employee benefits (Part IX, column (A), ines 5 10) o 317,557. 516,111.
g 16a Professional fundraising fees (Part IX, column (A),ine 11e) . . ... .. ... ... .
2| b Total fundraising expenses (Part IX, column (D), ine 25) P> 27 8,714.
W 47 Other expenses (Part IX, column (A), lines 11a-11d, 11¢240 158,051. 233,456.
18 Total expenses. Add lines 13-17 (must equal Part X, column (A) line 25) ............ 1,597,265. 2,352,339.
19 Revenue less expenses. Subtract ine 18 fromline 12 ... ... .. .. ... ... .. 383,144. 912,252.
Eg Beginning of Current Year End of Year
23120 Totalassets (PartX,ine 16) . . ... . ... e 2,313,534. 3,412,360.
<o 21 Total labilties (Part X, line 26) e 10,528. 197,102.
25| 22 Net assets o fund balances. Subtract line 21 from line 20 . 2,303,006. 3,215,258.

rPart Il [ Signature Block

E Under penalties of perpury, | declare that | have examined this retum, including accompanying schedules and statements, and to the best of my knowledge and belief, 1t 1s true, comrect,
o and complete Declaration of preparer (other than officer) 1s based on all information of which preparer has any knowledge
- = /

. -

Fiere ’ Signatur of officer  \)
JENNTIFER FARMER, EXECUTIVE DIRECTOR

Date *

Type or print name and title

e R Al 5/7/10

Check if

Prepara s identifying number
(see instructions)

glrarllfx;loyed » [ 1| Pooo/192 2

Zieparer's Firm's name (or
e omy yours if

MAILLIE FALCONIERO & COMPANY, LLP

EIN >

satempoved, PO BOX 3068
(%31 ZP+4 WEST CHESTER, PA 19381-3068 Phoneno. > (610)696-4353

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

III Yes D No

832001 02-04-10

LHA For Privacy Act and Paperwork Reduction Act Notice, see the separate instructions.

Form 990 (2009) \
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page?2
[ Part Iii | Statement of Program Service Accomplishments

1 Briéﬂy descnbe the organization’s mission:
TO CURE FRIEDREICH'S ATAXTA THROUGH RESEARCH, PROMOTING PUBLIC
AWARENESS AND ALIGNING SCIENTISTS, PATIENTS, CLINICIANS, INDUSTRY,
GOVERNMENT AGENCIES AND OTHER DEDICATED TO OUR CAUSE.

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

the pnor Form9900r 990-EZ2 ... . . . . .. . . . e oo ves [XINo
If "Yes," descnbe these new services on Schedule O.
3 Did the organization cease conducting, or make significant changes in how it conducts, any program services? . i DYes [l_ﬂ No

If “Yes," descnbe these changes on Schedule O.

4 Descnbe the exempt purpose achievements for each of the organization’s three largest program services by expenses
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and
allocations to others, the total expenses, and revenue, if any, for each program service reported.

4a (Code: )(Expenses$ 1,805,854 . including grants of $ ) (Revenue $ )
RESEARCH AND GRANT PROGRAM

4b (Code: ) (Expenses $ 85,466 . including grants of $ ) (Revenue $ )
EDUCATION, AWARENESS AND OUTREACH PROGRAMS

4c (Code: ) (Expenses $ 115, 827. including grants of $ ) (Revenue $ )
RESEARCH CONFERENCES

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

{Expenses $ 7,949 . including grants of $ ) (Revenue $ )
4e _Total program service expenses P> $ 2,015,096.
Form 990 (2009)
932002
02-04-10
2
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page3
[ Part IV | Checklist of Required Schedules
‘ Yes | No
1 Is the organization described in section 501(c)(3) or 4347(a)(1) (other than a private foundation)?
If *Yes," complete Schedule A e S I B¢
2 Is the organization required to complete Schedule B, Schedule of Contnbutors? B . 2 X
3 Dd the organization engage in direct or indirect political campaign activities on behalf oforin opposmon to candldates for
public office? If “Yes,” complete Schedule C, Part! =~ . L e 3 X
4  Section 501(c)3) organizations. Did the organization engage in lobbying activities? /f “Yes," complete Schedule C, Part Il 4 X
5 Section 501(c){4), 501(c)5), and 501(c)}{6) organizations. Is the organization subject to the section 6033(e) notice and
reporting requirement and proxy tax? /f “Yes," complete Schedule C, Part Il L . 5
6 Did the organization maintain any donor advised funds or any similar funds or accounts where donors have the nght to
provide advice on the distnbution or investment of amounts in such funds or accounts? /f "Yes,* complete Schedule D, Part! | & X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the envirenment, histonc land areas, or historic structures? If “Yes, * complete Schedule D, Part Il o 7 X
8 Did the organization marntain collections of works of art, histoncal treasures, or other similar assets? I 'Yes complete
Schedule D, Partill e e .. 8 X
9 Did the organization report an amount n Part X, llne 21 serve as a custodian for amounts not I|sted n Part X, or prowde
credit counseling, debt management, credit reparr, or debt negotiation services? /f “Yes,* complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organization, hold assets in term, permanent, or quasrendowments?
If *Yes," complete Schedule D, PartV . |10 X
11 Is the organization’s answer to any of the followmg questlons “Yes"'? If so, complete Schedule D Parts V/ Vll V//I /X orX
asapphcable 11 | X
® Did the orgamzatlon report an amount for Iand bunldlngs and equtpment in Pan X, Irne 10‘7 i 'Yes complete Schedule D
Part Vi.
® Did the organization report an amount for investments - other secunties in Part X, ine 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes, ® complete Schedule D, Part VIi.
® Did the organization report an amount for investments - program related in Part X, line 13 that 1s 5% or more of its total
assets reported n Part X, line 1672 /f "Yes, * complete Schedule D, Part Vill.
® Dud the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, ine 167 If “Yes, " complete Schedule D, Part IX.
® Did the organization report an amount for other liabilities in Part X, line 257 If "Yes, ® complete Schedule D, Part X.
® Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48? /f "Yes, " complete Schedule D, Part X
12 Did the organization obtain separate, Independent audited financial statements for the tax year? /f “Yes," complete
Schedule D, Parts Xi, Xli, and Xlll. 12| X
12A Was the organization included in consolidated, independent audited financial statements for the tax year? Yes [ No
If "Yes," completing Schedule D, Parts XI, Xll, and Xlll is optional e o l 12A X
13 Is the organization a school described in section 170(b)(1)(A)@)? /f "Yes," complete Schedule € . 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? = .= ... ... 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmakmg. fundraising, busnness
and program service activities outside the United States? /f “Yes, " complete Schedule F, Part! . 1| X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or assistance to any orgamzatnon
or entity located outside the Unrted States? /f “Yes," complete Schedule F, Parttt = 15 [ X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or assnstance to |nd|vrduals
located outside the United States? /f “Yes,* complete Schedule F, Partit - B 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundra:smg services on Part IX
column (A), lines 6 and 11e? if "Yes, " complete Schedule G, Part! ] 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contnbutlons on Part VIII Ilnes
1c and 8a? If “Yes, " complete Schedule G, Partif L 18| X
19 Did the organization report more than $15,000 of gross income from gaming actlvmes on Part VIII I|ne 9a?If* Yes
complete Schedule G, Part il e e SO I |+ X
20 _ Did the organization operate one or more hospitals? If 'Yes complete Schedule H_ e 20 X
Form 990 (2009)
932003
02-04-10
3
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page4
| Part IV [ Checklist of Required Schedules (continued)

Yes | No
21 Did the organization report more than $5,000 of grants and other assistance to governments and organizations in the
United States on Part iX, column (A), line 1?2 /f "Yes," complete Schedule |, Partstandtt -~~~ 21 | X
22 Did the organization report more than $5,000 of grants and other assistance to individuals in the Unrted States on Part IX
column (A), ine 27 If *Yes," complete Schedule I, Parts land Il | s 2 X

23 Did the organization answer “Yes" to Part VII, Section A, ine 3, 4, or 5 about compensation of the organization’s current
and former officers, directors, trustees, key employees, and highest compensated employees? /f “Yes," complete
Schedule d e e e, 2 | X

24a Did the organization have a tax-exempt bond issue wrth an outstandmg pnncapal amount of more than $1OO 000 as of the
last day of the year, that was 1ssued after December 31, 20027 /f "Yes, " answer lines 24b through 24d and complete

Schedule K. If *No", goto line25 = .. e e 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exceptlon'7 . .. | 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exemptbonds? . L .. e | 24c
d Did the organization act as an "on behalf of' issuer for bonds outstandlng at any tlme during the yeaﬂ e 24d
25a Section 501(c)3) and 501(c}{4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? /f "Yes," complete Schedule L, Part] . 25a X

b s the organization aware that it engaged in an excess benefit transaction with a dlsqualrﬁed person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-E2? If *Yes," complete

Schedule L, Part | L 25b X
26 Wasaloantoorbya current or former ofﬁcer drrector trustee key employee hlghly compensated employee or dlsqualrﬁed
person outstanding as of the end of the organization's tax year? If "Yes,® complete Schedule L, Partil = 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor, or a grant selection committee member, or to a person related to such an individual? /f "Yes, " complete

Schedule L, Partit e |2 X
28 Was the organization a party to a busnness transactlon with one of the followmg partles (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions).
a A cument or former officer, director, trustee, or key employee? /f "Yes," complete Schedule L, Partlv. 28a X
b A family member of a cumrent or former officer, director, trustee, or key employee? /f *Yes,* complete Schedule L, Part v . | 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee of the organization (or a family member) was
an officer, director, trustee, or direct or indirect owner? If “Yes, " complete Schedule L, Part IV 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? /f "Yes, " complete Schedule Mo 29 X
30 Did the organization receive contnibutions of art, histoncal treasures, or other similar assets, or qualified conservatlon
contributions? /f “Yes," complete ScheduleM e e L0 X
31 D the organization liquidate, terminate, or dlssolve and cease operatrons"
If "Yes," complete Schedule N, Part! e 31 X
Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f 'Yes complete
Schedule N, Partli L ] 32 X
33 D the organization own 100% of an entrty drsregarded as separate from the orgamzatlon under Regulatlons
sections 301.7701-2 and 301.7701-37 /f *Yes,* complete Schedule R, Part! .. . 33 X
34 Was the organization related to any tax-exempt or taxable entity?
If "Yes, " complete Schedule R, Parts Il, lll, IV, and V, line 1 L X
35 Is any related organization a controlled entity within the meaning of sectlon 51 2(b)(1 3)'7
If *Yes," complete Schedule R, Part V, line2 35 X
36 Section 501(c)(3) organizations. Did the orgamzatlon make any transfers to an exempt non-chantable related organlzat|on’7
If "Yes," complete Schedule R, Part V, line2 e . 36 X
37 Did the organization conduct more than 5% of its actlvrt|es through an entity that is not a related orgamzatlon
and that 1s treated as a partnership for federal income tax purposes? /f “Yes," complete Schedule R, PatVi =~ = | 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11 and 19?7
Note. All Form 990 filers are required to complete Schedule O. .. ... .. . . ... e e eeioioi o oo ... . |38l X
Form 990 (2009)
932004
02-04-10
4
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Form 990 (2009) FRIEDREICH'S ATAXTIA RESEARCH ALLIANCE 52-2122720 PageS
| Part V] Statements Regarding Other IRS Filings and Tax Compliance
' Yes | No
1a Enter the number reported in Box 3 of Form 1096, Annual Summary and Transmittal of
U.S. Information Retums. Enter -0-f not applicable .. . . ... . .. ... e 1a 1
b Enter the number of Forms W-2G included in line 1a. Enter -0- rf not apphcable . 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming R
(gambling) winnings to prize winners? _ | e e e 1c
2a Enter the number of employees reported on Form W 3, Transmrttal of Wage and Tax Statements
filed for the calendar year ending with or within the year covered by this retum 2a 6
b If at least one is reported on line 2a, did the organization file all required federal employment tax retums" s 2w | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file this retum. (see |nstruct|ons)
3a Did the organization have unrelated business gross income of $1,000 or more during the year covered by this retum? X

g®

b If “Yes,” has it filed a Form 990-T for this year? /f *No," provide an explanation in Schedule o
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authonty over, a
financial account in a foreign country (such as a bank account, secunties account, or other financialaccount)? . . . .. . | 4a X
b If "Yes,” enter the name of the foreign country: >
See the instructions for exceptions and filing requirements for Form TD F 80-22.1, Report of Foreign Bank and
Financial Accounts.

5a Was the organization a party to a prohibited tax shelter transaction at any time dunng the tax year? 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? e ) X
¢ If "Yes," to ine 5a or 5b, did the organization file Form 8886-T, Disclosure by Tax-Exempt Entity Regarding Prohlblted

Tax Shelter Transaction? = . .. | . 5¢
6a Does the organization have annual gross recelpts that are normally greater than $1 00 000, and drd the organlzatlon sohcrt
any contributions that were not tax deductible? . i 18l X
b If “Yes,"” did the organization include with every sollcrtatlon an express statement that such contnbutrons or grfts
were not taxdeductble? . . o 6b | X
7 Organizations that may receive deductlble contrlbut:ons under section 170(c)
a Did the organization receive a payment in excess of $75 made partly as a contnbution and partly for goods and services
provided to the payor? e e e e e e, A 7a | X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? . . L 7 | X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was requwed
to file Form 82827 . ... . U [ { - X
d If "Yes," indicate the number of Forms 8282 ﬁled dunng the year e N I 7d J ’
e Did the organization, during the year, receive any funds, directly or indirectly, to pay premiums on a personal
benefit contract? . e e i, . L7e X
f Did the organization, dunng the year, pay premiums, dlrectly or |nd|rectly, ona personal beneﬁt contract’7 e 7f X
g For all contributions of qualified intellectual property, did the organization file Form 8899 as required? . . .79
h For contnbutions of cars, boats, airplanes, and other vehicles, did the organization file a Form 1098-C asrequired? ... ... | 7h

8 Sponsoring organizations maintaining donor advised funds and section 509(a}3) supporting organizations. Did the
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business holdings
atany tme dunng the year? . | e e e e e IS I -

9 Sponsoring organizations maintaining donor adwsed funds

a Did the organization make any taxable distributions under section 49667 __ el 9a

b Did the organization make a distnbution to a donor, donor advisor, or related person? ............ 9
10 Section 501(c)7) organizations. Enter:

a Intiation fees and capital contributions included on Part VIll, ine 12 i i . 10a

b Gross receipts, included on Form 990, Part Vi, line 12, for public use of club facnlrtles _____ oL 10b
11 Section 501(c)12) organizations. Enter:

a Gross income from members or shareholders . e e .. | 1a

b Gross income from other sources (Do not net amounts due or pald to other sources agalnst

amounts due or received fromthem.) 11b

123 Section 4947(a)(1) non-exempt charitable trus‘ts Is the orgamzatron filing Fonn 990 in heu of Form 10417 12a

b _If “Yes," enter the amount of tax-exempt interest received or accrued duringtheyear . = = [ 12b

Form 990 (2009)
932005
02-04-10
5
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Pageb

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

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

Section A. Governing Body and Management

1a
b
2

Yes | No

Enter the number of voting members of the govemingbody .. = L 1a 14
Enter the number of voting members that are independent . . . ... 1b 13
Did any officer, dwector, trustee, or key employee have a family relatlonshlp ora busmess relationship with any other
officer, director, trustee, or key employee? . .
Did the organization delegate contro! over management dutles customanly perfonned by or under the dlrect superwsron
of officers, directors or trustees, or key employees to a management company or other person? .

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

Does the organization have members or stockholders? = . .
Does the organization have members, stockholders, or other persons who may elect one or more members of the
govemingbody? | . L e e e e e e e e e e 7a
Are any decisions of the governing body sub]ect to approval by members stockholders or other persons'7 . R 7b
Did the organization contemporaneously document the meetings held or written actions undertaken during the year
by the following:

The govermning body? _ i e .. . .. |8a
Each committee with authortty to act on behalf of the govemmg body’7 ___________________________ . .. ... | 8b
Is there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannot be reached at the
organization's mailing address? /f “Yes, " provide the names and addresses in Schedule O

N
M

o (O (& (W

PAPDE D4 DG [

P

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

10a
b

11

11A

12a
b

13
14
15

16a

Yes | No
Does the organization have local chapters, branches, or affilates? S 10a X
If "Yes," does the organization have written policies and procedures goveming the actlvrtles of such chapters afﬁllates
and branches to ensure therr operations are consistent with those of the organization? .= ... . .. R i [ )
Has the organization provided a copy of this Form 990 to all members of its goveming body before filing the fonn" L 11
Descnbe in Schedule O the process, if any, used by the organization to review this Form 990.
Does the organization have a written conflict of interest policy? If *"No,"go to line 13 =~ o 12a
Are officers, directors or trustees, and key employees required to disclose annually interests that could give nse
toconflicts? . L. e e e e e e e 12b
Does the organization regularly and consistently monrtor and enforce compliance with the policy? /f "Yes, " describe
in Schedule Ohow thisisdone e e L 020
Does the organization have a wntten whlstleblower policy? e e e e e e e e i i, A i < )
Does the organization have a written document retention and destruction pohcy‘7 e T i L
Did the process for determining compensation of the following persons include a review and approval by mdependent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?

The organization’s CEO, Executive Director, or top management official o L o 15a

R (M

P4

Other officers or key employees of the organization . . i L .. | 18b
If “Yes® to ine 15a or 15b, descnbe the process in Schedule O (See mstructlons)

Did the organization invest in, contnbute assets to, or participate in a joint venture or similar arrangement with a
taxable entity during the year? . | s 16a X
If *Yes," has the organization adopted a wntten pohcy or procedure requiring the orgamzatlon to evaluate its parthlpatlon
In joint venture arrangements under applicable federal tax law, and taken steps to safeguard the organization’s

exempt status with respect to such arrangements? e . L e 16b

Section C. Disclosure

17  List the states with which a copy of this Form 990 is required to be filed AL ,AK ,AZ ,AR,CA,CO,CT,FL,GA,IL,KS ,KY
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (501(c)(3)s only) available for
public inspection. Indicate how you make these available. Check all that apply.
IE Own website [X] Another's website D Upon request
19 Descnbe in Schedule O whether (and if so, how), the organization makes its goveming documents, confiict of interest policy, and financial
statements available to the public.
20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization: P
JENNIFER FARMER - 484-875-3015
102 PICKERING WAY, SUITE 200, EXTON, PA 19341
Form 990 (2009)
020410 SEE SCHEDULE O FOR FULL LIST OF STATES
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page?
Part VII] Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization's tax

year. Use Schedule J-2 if additional space is needed.

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

® st all of the organization’s current key employees. See instructions for definition of "key employee.”

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

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

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

I:I Check this box if the organization did not compensate any cumrent officer, director, or trustee.

(A) (B) € (D) € F)
Name and Title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per 5 from from related other
week ‘_;__” - the organizations compensation
5|z 5 organization (W-2/1099-MISC) from the
g E s z.’ (W-2/1099-MISC) organization
s § 2 [8g _ and related
% % g g ;3%. g organizations
RONALD BARTEK
PRESIDENT/DIRECTOR 40.00 X X X 173,333. 0. 0.
MARILYN E. DOWNING
SECRETARY X X 0. 0. 0.
PAUL AVERY
DIRECTOR X X 0. 0. 0.
JOHN CUBBIN
DIRECTOR X 0. 0. 0.
THOMAS A. DECOTIIS
DIRECTOR X 0. 0. 0.
NICHOLAS A. JOHNSON
DIRECTOR X 0. 0. 0.
LAURA KALICK
DIRECTOR X 0. 0. 0.
PAUL MARCOTTE
DIRECTOR X 0. 0. 0.
EDWARD RAMSEY
TREASURER X X 0. 0. 0.
NANCY SCHNEID
DIRECTOR X 0. 0. 0.
DR. EARL GILLER
SCIENTIFIC DIRECTOR X 0. 0. 0.
DR. BRONYA J. B. KEATS
SCIENTIFIC DIRECTOR X 0. 0. 0.
DR. HOLLY HEDRICK
DIRECTOR X 0. 0. 0.
PETER PITTS
DIRECTOR X 0. 0. 0.
JULIANN GREEN
CHIEF DEVELOPMENT OFFICE| 40.00 X 123,750. 0. 0.
832007 02-04-10 Form 990 (2009)
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page8

[Part Vil I Sectibn A. _ Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B) ©) (D) (B) F)
Name and title Average Position Reportable Reportable Estimated
hours (check all that apply) compensation compensation amount of
per = from from related other
week g the organizations compensation
5= 5 organization (W-2/1099-MISC) from the
Z|E = g (W-2/1099-MISC) organization
=|E ER and refated
S|l _|g|z8 5
E|Z218|=2|28 € organizations
HERIHSE 9
1ib Total ... ... N 297,083. 0. 0.
Total number of mdmduals ( ncludmg but not Ilmrted to those listed above) who received more than $100,000 in reportable
compensation from the orqanization P> 2
Yes | No
3 D the organization list any former officer, director or trustee, key employee, or highest compensated employee on
line 1a? If "Yes,® complete Schedule J for such individual 3 X
4 For any individual listed on line 1a, 1s the sum of reportable compensatlon and other compensatlon from the orgamzatlon
and related organizations greater than $150,000? /f "Yes, " complete Schedule J for such individual 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization for services rendered to R .
the organization? /f "Yes, " complete Schedule J for such person e 5 X
Section B. independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. NONE
(A) (B) (C)
Name and business address Description of services Compensation
2 Total number of independent contractors (including but not imited to those listed above) who received more than
$100,000 in compensation from the organization P 0
Form 990 (2009)

932008 02-04-10
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Form 990 (2009) FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page9

[ Part VIl | Statement of Revenue
' A B C (D)
Total (rezienue Rel::te)d or Unr(elz)lted exgggggl#om
exempt function business tax under
revenue revenue Ssegl:g?g? 551142
g;'é' 1 a Federated campaigns  _ . |1a 9,713. - _ ; =
gg b Membershipdues . .. . .. |[1b
gE ¢ Fundrasingevents . . . l1c[1,844,750.
%._'i d Related organizations . 1d
gE e Govemment grants (contnbutlons) 1e
-2; f Al other contributions, gifts, grants, and
%‘:6 similar amounts not included above |4 [1,328,977.
g'g g Noncash contnbutions included in lines 1a-1f $
OB h Total.Addlinestatf . . . ........... p|3,183,440.
Business Code
8| 22
€3 «
.
a f All other program service revenue | .
g Total. Add lines2a-2f . . N
3  Investment income (including dwndends interest, and
other similaramounts) . . > 4,041. 4,041.
4  Income from investment of tax-exempt bond proceeds >
5 Royalties .. ....... . . e e >
(i) Real ( ) Personal
6 a Gross Rents
b Less: rental expenses
¢ Rental income or (loss)
d Net rental income or (loss) . e el >
7 a Gross amount from sales of (i) Securities (i) Other
assets other than inventory
b Less: cost or other basis
and sales expenses
¢ Gain or (loss) . .
d Net gain or (loss) e . - .. | 4
o | 8 a Grossincome from fundralsmg events (not
g including $ 1844750. of
H contnbutions reported on line 1c). See
v PartiV,ne 18 ____ ... . . a352,048.
g b Less:drrectexpenses bjl274,938. N
¢ Net income or (loss) from fundralsmg events . » 77,110. 77,110,
9 a Gross income from gaming activities. See
Part IV, ine 19 e . a
b Less:direct expenses = | | b
¢ Net income or (loss) from gaming actlvmes e .
10 a Gross sales of inventory, less retums
and allowances L . a
b Less:costofgoodssold . . . b
¢ _Net income or {loss) from sales of lnventory .. | 2
Miscellaneous Revenue Business Code
11 a
b
c
d All other revenue e
e Total. Addlines11a11d . = ... . ... B 2
12 Total revenue. See instructions. ... .. iee ... P 3,264,591, 77,110. 0. 4,041.
020410 Form 990 (2009)
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Form 990 (2009)

FRIEDREICH'S ATAXTA RESEARCH ALLIANCE

52-2122720 Page10

| Part IX [ Statement of Functional Expenses

Section 501(c)3) and 501(c)4) organizations must complete all columns.

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

Do noti mounts r ed on lines 6b, (A) (8) (C)
75, 5o, b, and 105 of Part VIl Toalcpenses | Pograniaes | Mamaggmeniad | Fndeisno
1  Grants and other assistance to governments and -
organizations in the U.S. See Part IV, line 21 1,180,933.] 1,180,933.
2 Grants and other assistance to individuals in
the U.S. See Part IV, line 22 _
3 Grants and other assistance to govemments
organzations, and individuals outside the U.S.
See Part IV, ines 15 and 16 421,839. 421,839.
4 Benefits pad to or for members . .
5 Compensation of current officers, dlrectors
trustees, and key employees 297,083. 157,229. 8,666. 131,188.
6 Compensation not included above, to dlsquallﬁed
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Other salaries and wages 168,110. 101,840. 8,657. 57,613.
8 Pension plan contributions (include section 401(k)
and section 403(b) employer contributions) ..
9 Other employee benefits
10 Payroll taxes i, 50,918. 24,772, 1,348. 24,798.
11 Fees for services (nonemployees)
a Management
b Legal
¢ Accounting 9,000. 9,000.
d Lobbying .. ..
e Professional fundranslng services. See Part IV Ilne 17
f Investment management fees
g Other . 34,060. 2,250. 2,959. 28,851,
12 Advertising and promotlon
13 Office expenses __ o 20,168. 11,714. 3,126. 5,328.
14 Informationtechnology = . . .. ... .. . .
15 Royalties . ..
16 Occupancy .. .. ... .. .. ..
17 Travel ... ... .. 49,613. 35,207. 3,278. 11,128.
18 Payments of travel or entertamment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings 67,366. 66,023. 1,343.
20 Interest . . . ...
21 Payments to affiiates .
22 Depreciation, depletlon and amortization 463. 463.
23  Insurance L 4,613. 2,755. 1,858.
24 Other expenses. ltemize expenses not covered 5
above. (Expenses grouped together and labeled
miscellaneous may not exceed 5% of total
expenses shown on line 25 below.) . .. -
a FACILITIES AND EQUIPMEN 23,184, 9,204. 4,587. 9,393.
b BOOKS, SUBSCRIPTIONS & 8,641. 4,036. 4,605.
¢ BUSINESS REGISTRATION F 7,591. 3,875, 343. 3,373.
d CREDIT CARD & BANK FEES 7,238. 7,238.
e
f All other expenses 1,519. 210. 730. 579.
25  Total functional expenses. Add lines 1 through 24 2,352,339.] 2,015,096. 58,5289. 278,714.
26 Joint costs. Check here P E:] if following
SOP 98-2. Complete this line only if the organization
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation .
832010 02-04-10 Form 990 (2009)
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Form 990 (2009) FRIEDREICH'S ATAXTA RESEARCH ALLIANCE 52-2122720 Page 11
[Part X | Balance Sheet
' (A) B)
Beginning of year End of year
1 Cash-nondinterestbeanng . . . .. . 328,878.] 1 1,214,949.
2 Savings and temporary cash Investments L 838,103.] 2 956,447.
3 Pledges and grants receivable, net .. .. ... .. .. ... .. 3 50,000.
4 Accounts receivable, net s 44,621.] 4 85,374.
5 Receivables from current and former ofﬁcers dlrectors tmstees key
employees, and highest compensated employees. Complete Part |l
of ScheduleL . .. . . 5
6 Recewvables from other disqualified persons (as deﬁned under sectlon
4958(f)(1)) and persons descnbed in section 4958(c)(3)(B). Complete
Part l of Schedute L . . | e . 6
e 7 Notes and loans receivable, net 7
§ 8 Inventories for sale or use i 8
< | @ Prepaid expenses and deferred charges .. .. 1,124.| o 2,280.
10a Land, buildings, and equipment: cost or other
basis. Complete Part Vi of Schedule D | 10a 3,794.
b Less: accumulated depreciation 10b 484. 808.| 10c 3,310.
11 Investments - publicly traded secunties .. .. . .. .. ... . 1
12 Investments - other securities. See Part IV, line 11 12
13 Investments - program-related. See Part IV, ine 11 1,100,000.] 13 1,100,000.
14 Intangible assets _ o 14
15 Otherassets. SeePartIV,line 11 . . . i 15
16 Total assets. Add lines 1 through 15 (must equal Ilne 34) 2,313,534.{ 16 3,412,360.
17 Accounts payable and accrued expenses . 10,528.] 17 197,102.
18 Grants payable @ . 18
19 Deferedrevenue .= . . . L L 19
20 Tax-exempt bond liabiltties 20
L 21 Escrow or custodial account hability. Complete Part IV of Schedule D _____ 21
£ | 22 Payables to current and former officers, directors, trustees, key employees,
z‘é highest compensated employees, and disqualified persons. Complete Part Il
- ofScheduleL . . . . . .. . 22
23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties 24
25 Other liabilities. Complete Part X of Schedule D _ 25
___| 26 Total liabilities. Add lines 17 through 25 . . 10,528.[ 26 197,102.
Organizations that follow SFAS 117, check here P IE and complete . . .
2 lines 27 through 29, and lines 33 and 34. ) . )
E 27 Unrestncted net assets 2,303,006. 27 2,665,258.
g 28 Temporanly restncted net assets | = . . 28 550 ‘ 000.
T 29 Permanently restncted netassets . ... ... .. .. . ... 29
it Organizations that do not follow SFAS 117, check here P D and
] complete lines 30 through 34.
12 30 Capttal stock or trust principal, orcurrent funds . . . . .. 30
E 31 Paid-in or caprtal surplus, or land, building, or equipment fund 31
% | 32 Retaned eamings, endowment, accumulated income, or other funds 32
Z |33 Total netassets or fund balances 2,303,006.| 33 3,215,258.
34 Total labilties and net assets/fund balances 2,313,534.] 34 3,412,360.
Form 990 (2009)
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Form 990 (2009) FRIEDREICH'S ATAXTA RESEARCH ALLIANCE 52-2122720 Page 12
[ Part XI| Financial Statements and Reporting

Yes | No

1 Accounting method used to prepare the Form 990: [:] Cash [E Accrual I:] Other
If the organization changed its method of accounting from a pnor year or checked "Other,” explain in Schedule O.
2a Were the organzation's financial statements compiled or reviewed by an independent accountant? 2a
b Were the organization’s financial statements audited by an independent accountant? = = = . . .. 26| X
c [If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversnght of the audit,
review, or complilation of its financial statements and selection of an independent accountant? ... .. . . 2c| X
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
d If "Yes" to line 2a or 2b, check a box below to indicate whether the financial statements for the year were 1ssued on a
consolidated basis, separate basis, or both:
m Separate basis |:] Consolidated basis D Both consolidated and separate basis
3a As aresult of a federal award, was the organization required to undergo an audrt or audits as set forth in the Single Audit
Act and OMB Circular A-133 2 e e e e i . 3a X
b If “Yes," did the organization undergo the requnred audrt or audrts? lf the orgamzatlon dld not undergo the required audit

or audits, explain why in Schedule O and describe any steps taken to undergo such audts __...... .... e .. 3b
Form 990 (2009)

932012 02-04-10
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1
SCHEDULE A - - . OMB No 1545-0047
(Form 990 or 990-E2) Public Charity Status and Public Support
’ Compilete if the organization is a section 501(c)3) organization or a section
Department of the Treasury 4947(a) 1) nonexempt charitable trust. Open to Public
Internal Revenue Senvice P> Attach to Form 990 or Form 990-EZ. P> See separate instructions. Inspection
Name of the organization Employer identification number
FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720

|Part1 | Reason for Public Charity Status (Al organizations must complete this part)) See instructions.

The organization is not a private foundation because it 1s: (For lines 1 through 11, check only one box.)
1 D A church, convention of churches, or association of churches descnbed in section 170(b) 1{AXi).
2 [:l A school described in section 170{b) 1{AXii). (Attach Schedule E.)
3 I:l A hospital or a cooperative hospital service organization descnbed in section 170(b) 1)}{AXiii).
4 D A medical research organization operated in conjunction with a hosprtal described in section 170{(b) 1){AXiii). Enter the hospital’s name,
city, and state:
5 E] An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b}{1{AXiv). (Complete Part I1.)
A federal, state, or local government or governmental unit described in section 170(b)} 1{AXv).
An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170{b} 1{A)vi). (Complete Part I1.)
A community trust descnbed in section 170(b){ 1{A}{vi). (Complete Part I1.)
An organization that normally receives: (1) more than 33 1/3% of its support from contnbutions, membership fees, and gross receipts from
activities related to ts exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 509%(a)2). (Complete Part lil.)
An organization organized and operated exclusively to test for public safety. See section 509(a)4).
An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 50%a)3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.
Type | Type c E] Type Il - Functionally integrated d |:] Type Il - Other
By checking this box, | certify that the organization is not controlled directly or indirectly by one or more disqualified persons other than
foundation managers and other than one or more publicly supported organizations descnbed in section 509(a)(1) or section 509(a)(2).
f If the organization received a written determination from the IRS that it is a Type |, Type Il, or Type lli
supporting organization, check thisbox . .. .. s
g Since August 17, 2006, has the organization accepted any grft or contnbutlon from any of the followmg persons'7
(i) A person who directly or indirectly controls, either alone or together with persons described in (ii) and (iii) below,
the governing body of the supported organization?
(ii) A family member of a person descnbed in (i) above?
(iii) A 35% controlled entity of a person described in (i) or (i) above?
h Provide the following information about the supported organization(s).

~N O

b0 (0

© o

10
1

[0

el 1

]

Yes | No

11g(i)
11g(ii)
11g(iii)

(iii) Type of

(i) Name of supported

organization

(i) EIN

organization
(described on hines 1-9
above or IRC section
(see instructions))

iv) Is the organization
n col. (i) listed in your
governing document?

(v} Did you notify the
organization in col.
(i) of your support?

(vi) Is the
organization in col.

(vii) Amount of

(i) orgamzed In the support
us.?

Yes No

Yes No

Yes No

Total

ILHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for

Form 990 or 990-EZ

932021 02-08-10

10030507 759479 26720
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Schedule A (Form 990 or 990-EZ) 2009

Page 2

| Partll [ Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

*  (Complete only if you checked the box on line 5, 7, or 8 of Part |.)

Section A. Public Support

Calendar year (or fiscal year beginning in)p> (a) 2005 (b) 2006 (c) 2007

(d) 2008

_{e) 2009

(f) Total

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

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

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

4 Total. Add lines 1 through 3 |

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

6 Public support. subtract iine 5 from line 4

Section B. Total Support

Calendar year (or fiscal year beginning in)p» (a) 2005 (b) 2006 {c) 2007

(d) 2008

(e} 2009

(f) Total

7 Amounts from line 4

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

9 Net income from unrelated business
activibies, whether or not the
business Is regularly carried on

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

11 Total support. Add lines 7 through 10

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

12|

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

organization, check this box and stop here

»[ 1

Section C. Computation of Public Support Percentage

14 Public support percentage for 2009 (line 6, column (f) divided by Ine 11, column (f)) . ... ..

15 Public support percentage from 2008 Schedule A, Part Il, line 14

14

%

15

%

16a 33 1/3% support test - 2009.If the organization did not check the box on I|ne 13 and Ilne 14 is 33 1/‘3% or more, check this box and

stop here. The organization qualifies as a publicly supported organization

»[ ]

b 33 1/3% support test - 2008.If the organization did not check a box on line 13 or 16a and Ilne 15 is 33 1/3% or more, check this box

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

N

17a 10% -facts-and-circumstances test - 2009.If the organization did not check a box on Ime 13 163 or 16b and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part |V how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization

b 10% -facts-and-circumstances test - 2008.If the organization did not check a box on line 13, 16a, 16b, or 17a, and I|ne 1518 10% or

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

organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported organization

18 _Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions

]

N
_pl ]

832022
02-08-10
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Schedule A (Form 990 or 990-£7) 2009 FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Pages
Part Il Support Schedule for Organlzatlons Described in Section 509(3)(2) (Complete only iIf you checked the box on line 9 of Part I.)

Section A. Public Support

Calendar year (or fiscal year beginning in)p>

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

2 Gross receipts from admissions,
merchandise sold or services per-
formed, or facilties fumished in
any activity that is related to the
organization’s tax-exempt purpose

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

4 Tax revenues levied for the organ-
ization’s benefit and erther paid to
or expended on its behalf

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

6 Total. Add fines 1 through 5

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

b Amounts included on lines 2 and 3 received
from other than disqualified persons that
exceed the greater of $5,000 or 19 of the
amount on hine 13 for the year

cAddlines 7aand 7b _
8 Public support (Subtract line 7¢ from fine 6 )

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

(f) Total

1245084.

1167359.

1614044.

1929438.

3433440.

9389365.

-1,065.

13,677.

25,809.

38,421.

1245084.

1166294.

1627721.

1955247.

3433440.

9427786.

300,000.

246,960.

546,960.

0.

300,000.

246,960.

546,960.

8880826.

Section B. Total Support

Calendar year (or fiscal year begmning n)p»>
9 Amounts fromline6 .

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

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

c Add lines 10aand 10b _ . .
11 Net income from unrelated busmess
activties not included in ine 10b,
whether or not the business is
regularly carried on
Other income. Do not include gam
or loss from the sale of caprtal
assets (Explain in Part IV.)
Total support (Add ines 9, 10c, 11, and 12)

12

13

(a) 2005

(b) 2006

(c) 2007

(d) 2008

(e) 2009

{f) Total

1245084.

1166294.

1627721.

1955247.

3433440.

9427786.

45,984.

7,580.

25,762.

25,162.

4,041.

108,529.

45,984.

7,580.

25,762.

25,162.

4,041.

108,529.

1291068.

1173874.

1653483.

1980409.

3437481.

9536315.

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

checkthisboxand stophere .. ... ... ... .o o e o i . L1
Section C. Computation of Public Support Percentage
15 Public support percentage for 2009 (line 8, column (f) divided by line 13, column () . 15 93.13 %
16 Public support percentage from 2008 Schedule A, Part lll, line15 . . 16 94.10 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2009 (line 10c, column (f) divided by line 13, column(f)) . . . . 17 1.14 %
18 Investment income percentage from 2008 Schedule A, Partill, line 17 18 1.60 %
19a 33 1/3% support tests - 2009. If the organization did not check the box on line 14, and Ime 15 IS more than 33 1/3%, and line 17 i1s not

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

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

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

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

932023 02-08-10
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Schedule D Supplemental Financial Statements %ﬁg’—
(Form 990) * P> Complete if the organization answered "Yes," to Form 990,
) PartIV,line6,7,8,9, 10, 11, or 12. Open to Public
m,;':;mg:f;’y P> Attach to Form 990. P> See separate instructions. Inspection
Name of the organization Employer identification number
FRIEDREICH'S ATAXJIA RESEARCH ALLIANCE 52-2122720

| Partl | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the

organtzation answered “Yes" to Form 990, Part IV, line 6.

N & ON

-]

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

Total number at end of year

Aggregate contributions to (dunng year)
Aggregate grants from (during year)
Aggregate value at end of year
Did the organization inform all donors and donor advnsors In writing that the assets held in donor advised funds
are the organization’s property, subject to the organization’s exclusive legal control? . e
Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose confemng
impemmissible pnivate benefit? L e ... . D Yes [:I No

I:I Yes [:] No

|Part Il | Conservation Easements. Complete i the orgamzatlon answered "Yes" to Form 990 Part IV, line 7.

1

Purpose(s) of conservation easements held by the organization (check all that apply).
Preservation of land for public use (e.g , recreation or pleasure) I:] Preservation of an historically important land area
I:] Protection of natural habitat I:' Preservation of a certified histonc structure
E] Preservation of open space
Complete lines 2a through 2d if the organization held a qualified conservation contnbution in the form of a conservation easement on the last
day of the tax year.

Held at the End of the Tax Year
Total number of conservation easements . = = 2a
Total acreage restncted by conservation easements ........... e 2b
Number of conservation easements on a certified histonc structure mcluded n (a) _____________ o L2
Number of conservation easements included in (c) acquired after 8/17/06 . = . . 2d
Number of conservation easements modified, transferred, released, extinguished, or temunated by the orgamzatlon dunng the tax

year p»

Number of states where property subject to conservation easement 1s located p

Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation easements it holds? U U T T R i I:l Yes D No
Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservatlon easements dunng the year p

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

Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)()

and section 170M)@®)@? . . . . .. .. . L dves [INo
In Part XIV, descnbe how the orgamzatlon reports conservatlon easements In its revenue and expense statement, and balance sheet, and
include, f applicable, the text of the footnote to the organization’s financial statements that descnbes the organization’s accounting for

conservation easements.

[ Part 1l ] Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete If the organization answered "Yes" to Form 990, Part IV, line 8.

1a

If the organmization elected, as permitted under SFAS 116, not to report In its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part XIV, the text of
the footnote to its financial statements that descnbes these tems.

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

() Revenuesincluded in Form 990, Part VIl linet . . ... ... . . B 2
(i) Assetsincludedin Form990,PartX .. . ... .. ... ... .. s
2 If the organization received or held works of art, histoncal treasures or other S|mxlar assets for ﬁnancual gain, provide
the following amounts required to be reported under SFAS 116 relating to these items:
a Revenuesincluded in Form 990, Part VIil, ine ¥ . ... ... ... .. . ... . I
b Assetsincluded n Form880,PartX . . .. ... L L. . ... > $
LaHé , For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2009
032
02-01-10
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Schedule D (Form 990) 2009 FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page2
| Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
3 Usiﬁg 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 [:I Public exhibition d D Loan or exchange programs
b [:] Scholarly research e D Other
c I:] Preservation for future generations
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part XIV.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization's collection? . . . . . [::] Yes [:I No
Part IV I Escrow and Custodial Arrangements. Complete if organization answered "Yes" to Form 990, Part IV, ine 9, or
reported an amount on Form 990, Part X, hne 21.
1a Is the organization an agent, trustee, custodian or other intermediary for contnbutions or other assets not included
on Form 990, Part X? o o [vyes [Ineo
b If “Yes," explain the anangement in Part XIV and complete the followmg table

Amount

¢ Beginning balance . . e e e s e 1c
d Additons dunngtheyear = . . e e e e e e e e e e . id
e Distnbutions during theyear = . e e e e e et e 1e
f Endingbalance . . .. . . L . L L L e e e e e 1
2a Did the organization mcludeanamount on Form 990 PartX llne217 S ___.DYes :I No
b _If "Yes," explain the arrangement in Part XIV.

[Part V | Endowment Funds. Complete if the organization answered "Yes® to Form 990, Part IV, line 10.

{a) Current year (b) Pnor year (c) Two years back | (d) Three years back | (e) Four years back

1a Beginning of year balance

Contributions . . .. ...

Net investment eamings, gains, and Iosses

Grants or scholarships |

Other expendrtures for facilties )

and programs . . . N RN

Administrative expenses | | . s o PR L

End of year balance . )

Provide the estimated percentage of the year end balance held as:

Board designated or quasrendowment P> %

Permanent endowment p> %

Term endowment P> %

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

by: Yes | No

(i) unrelated organizations 3a(i)

(ii) related organizations . e 3a(ii)

b If "Yes" to 3a(ji), are the related orgamzatlons Ilsted as reqmred on Schedule R’? e el 3b

4 Descnbe in Part XIV the intended uses of the organization’s endowment funds.

[ Part V1 |Investments - Land, Buildings, and Equipment. See Form 990, Part X, line 10.

o ao o

B,OU'NN@"‘

Description of investment (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
ta land . L . . ) -

b Buidngs ... . . . .. ..

¢ Leasehold |mprovements B e

d Equipment o L 3,794. 484. 3,310.

e Other.......
Total. Add lines 1athrouqh 1. (Column (d) must equal Form 990, Part X, column (B), line 10(c).) . » 3,310.

Schedule D (Form 990) 2009
932052
02-01-10
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Schedule D (Form 990) 2009 FRIEDREICH'S ATAXTA RESEARCH ALLIANCE 52-2122720 Page3

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

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

(b) Book value

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

Financial derivatives

Closely-held equity interests

Other

Total. {Col (b) must equal Form 990, Part X, col (B) ine 12.) p>

[ Part VIl Investments - Program Related. See Form 990, Part X, line 13.

(a) Descnption of investment type {b) Book value

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

INVESTMENT IN EDISON

PHARMACEUTICALS, INC. 1,100,000,

COoST

Total. (Col (b) must equal Form 990, Part X, col (B) line 13.) > 1,100,000.

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

(a) Descnption

{b) Book value

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

[Part X | Other Liabilities. See Form 990, Part X, line 25.

1. (a) Descnption of liability

{b) Amount

Federal income taxes

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

.

2. FIN 48 Footnote. In Part XIV, provide the text of the footnote to the organization’s financial statements that reports the organization’s liability for

uncertain tax positions under FIN 48.

832053
02-01-10
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Schedule D (Form 990) 2009 FRIEDREICH'S ATAXTIA RESEARCH ALLIANCE

[ Part XiI | Reconciliation of Change in Net Assets from Form 990 to Audited Financial Statements

52-2122720 Page4

1 Total revenue (Form 990, Part VIIl, column (A), line 12)

1

3,264,591.

Total expenses (Form 990, Part IX, column (A), line 25)

2,352,339.

Excess or (defictt) for the year Subtract line 2 from line 1

912,252.

Net unrealized gains (losses) on investments

Donated services and use of facilities _

Investment expenses . . ... ...

Prior period adjustments

Other (Descnbe in Part XIV.)

© 0NN dSdWN

Total adjustments (net). Add lines 4 through 8

O[O |N[®[(id N

0.

Excess or (deficit) for the year per audited financial statements Comblne hnes 3 and 9 e el

10

912,252.

|Part Xll | Reconciliation of Revenue per Audited Financial Statements With Revenue per Retum

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

1

3,539,529.

2a
Donated services and use of facilities e Lo oL 2b

Recovenes of pnor year grants . . 2c

Other (Describe In Part XIV) L 2d 274,

938.

o a o6 oo

Add lines 2a through 2d

3 Subtractiine 2e fromine1 | | . e

4 Amounts included on Form 990, Part Viil, ine 12, but not on line 1
a Investment expenses not included on Form 990, Part VIII, line 7b

2e

274,938.

3,264,591.

b Other (Descnbe in Part XIV.)

c Addlinesdaanddb . . oL L L e e e ..
Total revenue. Add lines 3 and 4c (77"3 must equal Form 990, Part / line 12, ) e

4c

0.

5

3,264,591.

[Part Xlll| Reconciliation of Expenses per Audited Financial Statements With Expenses per

Retumn

1 Total expenses and losses per audrted financial statements o
2 Amounts included on line 1 but not on Form 990, Part IX, line 25:
Donated services and use of facilities

1

2,627,277.

2a
Prior year adjustments 2b

Other losses ] S UU 2c

Other (Describe in Part XIV)

2d 274,

938.

- < T + T - g )

Add lines 2a through 2d
3 Subtract line 2e from line 1 e e e i,
4 Amounts included on Form 990, Part IX, line 25, but not on Ilne 1:

a Investment expenses not included on Form 990, Part Vil|, line 7b

2e

274,938.

2,352,339.

& &

b Other (Descnbe n Part XIV.)

cAddlmes4aand4b e e AU
Total expenses. Add ||nes3and4c (Thls must equal Form 990, Partl line 18) . . .

4c

0.

5

2,352,339.

fPart XIV| Supplemental Information

Complete this part to provide the descriptions required for Part Ii, hnes 3, 5, and 9; Part Ill, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part
X, ine 2; Part XI, ine 8; Part XIl, lines 2d and 4b; and Part Xill, ines 2d and 4b. Also complete this part to provide any additional information.

PART XII, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENTS EXPENSE

PART XIII, LINE 2D - OTHER ADJUSTMENTS:

SPECIAL EVENTS EXPENSE

032054
02-01-10
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Schedule F Statement of Activities Outside the United States %ﬁ’—

(Form 990) P Complete if the organization answered “Yes” to Form 990,
. Part IV, line 14b, 15, or 16.

enf e Tr H i (o] to Publi
mﬁ; ;‘fﬂ SLW&:W P> Attach to Form 990. P> See separate instructions. In‘;e“ °_°n" ic
Name of the organization Employer identification number
FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720

| Partli | General Information on Activities Outside the United States. Complete if the organization answered "Yes®
to Form 990, Part IV, line 14b.

1 For grantmakers. Does the organization maintain records to substantiate the amount of the grants or assistance, the
grantees’ eligibility for the grants or assistance, and the selection cnteria used to award the grants or assistance? = . lil Yes I:l No

For grantmakers. Descnbe in Part IV the organization’s procedures for monitonng the use of grant funds outside the United States.

3 Activities per Region. (Use Schedule F-1 (Form 990) if addrtional space i1s needed.)

(a) Region {b) Number of | (c) Number of | (d) Activities conducted in region (e) If activity listed in (d) (f) Total
offices employees or (by type) (i e., fundraising, is a program service, expenditures
in the region agents in program services, grants to descnbe spectfic type for region
region recipients located in the region) of service(s) in region
[GRANTS TO RECIPIENTS RESEARCH AND GRANT
EUROPE 0 0 [LOCATED IN REGION PROGRAM 212,579,
EAST ASIA AND THE GRANTS TO RECIPIENTS RESEARCH AND GRANT
PACIFIC 0 0 [LOCATED IN REGION PROGRAM 209,260,
Totals R . 0 )} 421 839,

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule F (Form 990) 2009

932071
02-01-10
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SCHEDULE G Supplemental Information Regarding OMB No 15450047
(Form 990 or 990-E2) Fundraising or Gaming Activities
P» Complete if the organization answered "Yes" to Form 990, Part IV, lines 17, 18, or 19, N
Department of the Treasury or if the organization entered more than $15,000 on Form 990-EZ, line 6a. Open To Public
Intemal Revenue Service P> Attach to Form 990 or Form 990-EZ. P> See separate instructions. Inspection
Name of the organization Employer identification number
FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720

Fundraising Activities. Complete if the organization answered “Yes" to Form 990, Part IV, line 17. Form 990-EZ filers are not

required to complete this part.

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

a Mail solicitations e Solicitation of non-government grants
b |:] Intemet and email solicitations f I:l Solicitation of govemment grants
c D Phone solicitations g E:] Special fundraising events

d D In-person solicitations

2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees or
key employees listed in Form 990, Part VII) or entity in connection with professional fundraising services?

l:] Yes [:I No

b If “Yes," ist the ten highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser 1s to be

compensated at least $5,000 by the organization.

v) Amount paid .
(i} Name of indvidual (i) Activity han(dlr:' I:%dy (iv) Gross receipts tg zor retaxne% by) t((;"()o?rr:(t’;::agal;(yj)
or entity (fundraise hobvrs from activi fundraiser :
! ? contrtons? "y Iisted in col. (i) organization
Yes | No
Total . ... . i e B

3 Ust all states in which the organization is registered or licensed to solicit funds or has been notified it 1s exempt from registration or licensing.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2009

932081 02-03-10
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Schedule G (Form 990 or 990£2) 2009 FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page2
I Part il | Fundraising Events. Compiete if the organization answered "Yes" to Form 990, Part IV, ine 18, or reported more than $15,000
on Form 990-EZ, line 6a. List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
FARA ENERGY RIDE ATAXIA (add col. {a) through
BALL I1T 55 col. ()
° (event type) (event type) (total number) ’
3
C
o
é 1 Grossrecepts .. ... . .. 884,774. 251,412.] 1,060,612.] 2,196,798.
2 Less: Charitable contributions 579,874. 251,412.] 1,013,464.] 1,844,750.
3 Gross income (line 1 minus line 2) 304,900. 47,148. 352,048.
4 Cashpnzes . .. . .. . ...
o 5 Noncash pnzes .
(2]
[ =
§ 6 Rent/facility costs
mi
g 7 Food and beverages
8 Entertainment .
9 Otherdlrectexpenses 148,599. 2,028. 124,311. 274,938.
10 Drirect expense summary. Add lines 4 through 9 in column (d) » |(( 274,938,
Net income summary. Combine fine 3, column (d), and line 10 . .. | < 77,110,
| Part 1] I Gaming. Complete if the organization answered “Yes" to Form 990, Part IV ine 19, or reported more than
$15,000 on Form 990-EZ, line 6a.
. (b) Pull tabs/instant {d) Total gaming (add
§ (a) Bingo bingo/progressive bingo (c) Other gaming col. (a) through col. {c))
3
o
1 Gross revenue
« | 2 Cash prizes
[+e3
2
8|3 Noncashpnzes . . ... ..
a
§ 4 Rentffacility costs _
[a
5 Other direct expenses
D Yes % [___] Yes % l:] Yes %
6 Volunteer labor |:I No D No [__—I No

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

8 Net gaming income summary. Combine line 1, column (d), and line 7

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

a Is the organtzation licensed to operate gaming activities in each of these states?

b If "No," explain:

10a Were any of the organization’s gaming licenses revoked, suspended or terminated dunng the taxyear? . .. .. ... .. ... .

b If “Yes," explain:

11 Does the organization operate gaming activities with nonmembers?

12
administer charitable gaming?

Is the organization a grantor, beneficiary or trustee of a trust or a member of a partnershlp or other entrty formed to

Yes | No

10a

1

12

932082 02-03-10
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Schedule G (Form 990 or 990E7) 2009 FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720 Page3

13 Indicate the percentage of gaming activity operated in:
a The organization's facility T L o | 13a

Yes | No

b Anoutside facilty . ... ... 130

%
%

Name p FELICIA DEROSA

Address > 102 PICKERING WAY, SUITE 200 - EXTON, PA 19341

15a Does the organization have a contract with a third party from whom the organization receives gaming revenue?

b If “Yes," enter the amount of gaming revenue received by the organization p $ and the amount
of gaming revenue retained by the third party P $
c If "Yes," enter name and address of the third party:

Name P>

Address P>

16 Gaming manager information:

Name P>

Gaming manager compensation p» $

Descnption of services provided P>

D Director/officer [:l Employee L__I Independent contractor

17 Mandatory distnbutions.

a Is the organization required under state law to make charitable distributions from the gaming proceeds to
retain the state gaming license? __

b Enter the amount of distnbutions required under state law to be distributed to other exempt organizations or spent in the
organization's own exempt activities during the tax year | 2K

15a

17a

Schedule G (Form 990 or 990-EZ) 2009

932083 02-03-10

44
10030507 759479 26720

2009.03051 FRIEDREICH'S ATAXIA RESEARC 26720_ 1



m ﬁ 0L-20-20 LOLZES

6002 (066 Wi04) | 3|NPayos ‘066 W04 10} SUORONQSU| 34} 99S ‘BORON 19V UOONPaY dJomiaded pue Joy AdBAld 104 VH
> | SUONBZIUED.O JBY}0 JO Jaquinu [B}0} Jejug €
> ’ : Tt suoneziuebio Juewuisaob pue (g)(0) L0g UOIDBS JO JeqUNU BI0} JBJUT

HOUVASHEY TVOIGEN '0 "0T8 8§ €06ZE80-TY LV9PS8S NH SI'TOdVANNIN

INV'T YOOUHENMEd 0092
NOILVANNOA ¥YIXVIV TYNOILUN

HOYMVYISHY T¥OIA "0 "LLBTOVT CE6LETL-ET VOT6T ¥d VIHATIAQVIIHd - dATH
YILNAD DJIAID ¥ HLVYE - VIHATIAVIIHd
40 TYLIASOH S,NIWATIHD

HOUVASHY TVOI0an "0 TT9LTLTT ZITZOTE-6S TT9€E Td ~YdWVYL
QA1d SNMOQ 9 FONY¥E TO6ZT
YAI¥OTd HLNOS J0 ALISUIAINN

HOUVASTY 'IVOIAdR 0 "6L8 ZST 602EVLO-9T 0Z9YT AN H¥IALSIHOOH
JNNJAY JdOH “IH TSET
YILSIHOOY 40 ALISHIAINN

HOUVISAY TVOIQan 0 "000° 0§ €TSLO09-TY GGVSS NH SITOdVANNIN
d5 LITYLS HIVYMY'TIA 918§
YLOSENNIH 40 ALISHIAINN

HOUVASHY TVOI0EW "0 000 0CT 8TT1009-VL 0TZLL X& NOILSNOH
6E0V X0d °0°'d
aH SYXJIL d0 XLISYIAINA

leyio @oue
. f 1sisse
©JUB)SISSE JO 6JURJSISSE YSBI-Uuou .ﬁﬂmﬁ%@bﬁw yseo-uou jue.B yseo e|qeoidde yuewteAoB 1o
e.b jo esoding (Y) Jo uonduoseq (B) x__o pouleN A_: 40 Junouwry () 40 Junowy (p) uonoes 9y (9) N3 (q) uoneziuebio jJo sseippe pue swep (e) |

D | pepeeu si 8deds [euolippe § {066 WIO4) L-| 8INPBYDS Pue Al Led 85} 000'G$ UBYI 8JoW peAiedes Jueldioel 8UG ou J x0q SIUY %9840 "000'G$ UBY) 6J0W peAiaded 1By jualdioel
Aue 10} '|.g eulf ‘Al UBd ‘066 WOS 03 ,SOA, Pelemsue uoiieziueBio eyl Ji e1e|dwio) *Sa1eIS PajIuN 8y} Ul SUOREZIUEBIQ PUE SJUBWILIIACK) 0} SJUBISISSY JOYIO PUE SuBID Il Hed

Se1e1S peyun ey} Ur spunj juelb jo esn ey buLonuow 10} S8inpedoid s,UOHEZIUEBIO 8y} A| UEJ Wi 6qUOSe &
ON _H_ S3A B . T : oo ’ 4BJUB)SISSE JO Sjueld ey) pJeme 0} pasn eusjud
uonoejes ey) pue ‘esue}sisse Jo sjueib ayy oy AyiqiBiie ,seejuelb ey ‘esuessisse 10 sJURIB By} JO JUNOWE 6Y) BlBNUE}SQNS 0} SPI0JB! UBjUIRW uoheziueBlo ey seoq |

8DUB)SISSY PUE SJURIY) UO UOREWIOMU| [BJOUID | Jed
0cLZZiZ-¢s JONVITIV HOWVHESHY VIXVIV S,HOIHNAII¥NA
Jaqunu uonedyiuap) Jakojdwy uoneziueBio eyy Jo eweN
uonosadsuj ‘066 wio4 0} yoeny « 80|AISS BNUBASY [EWBIU]
alqnd o3 uadp "Ze 10 | Z aul| ‘Al Wed ‘066 W04 uo ,S3A,, pasaomsue uoieziueBio ayy ji ayajdwon Ainsee. 6y} jo Juewnedeq

; S81e1S PANUN Y} Ul S|ENPIAIPU| PUE ‘SJUBWIUIIACY)
‘suoyeziueBiQ 0} 32UEISISSY JOYIO PUE SJUBID (066 w.o4)
1v00-SvSL ON BWO 137NA3HOS




6002 (066 w.o4) | 3Npayos

9y

0L-20-20 20L2¢E8

*qYv¥0od A" TIAOHAAVY ANV SVOSIAAVY

OIAILNIIOS LNHONIdIANT A€ CIMITAHY FIV SINVYD :Z ANIT "I I¥¥d 'I d'TOdIHOS

"UOIJBLLLIOJUI [BUOIIPPE Jeylo AUE PUE 'g aul] '| Hed Ul pelinbel uoijeuuojUl ay; epiaoid 03 ued Sig} 838|dwo)) "UOITEWlI0)U| [ejuswajddng _ Al UEg _

82UB]SISSE YSEI-UOU Jo uoijduaseq (j)

(seu3o ‘tesresdde ‘A4 Y00q)
uoiyenjea o poyiei (d)

BOUB]SISSE YSED
-uou jo yunouwry (p)

elb yseo
JO Junowny (9)

syueidioel
jo Jequnn (q)

eoueysisse Jo jurlb jo adAj (e)

‘pepesu st 60eds [BUOIYPPE §i (066 ULIOL) -] 8|NPEYOS PUE Al UBd SN
"22 8ul| ‘Al Ued ‘066 Wio4 0} S8 A, Palemsue uoneziuebio ey Ji e1e|dwo) "Saelg Pajiun Ayl Ul S[ENPIAIPU) 0} SIUBYSISSY JOYI0 PUB SJUBID _ inHed _

0cLZZiz-2¢s

dONVITIV HOYVHESHY VIXVIV S,HOIANAIINA

600¢ (066 w104} | eINPeyos



6002 (066 w.oJ) L-| 8|Npayos

Ly

0L-L0-20 LveZeeo

‘066 W04 10} SUORONQSU] 3Y} 33S '3DNON 10V UORINPaY >Homiaded pue oy AoeAld 104  vH

HOYVASHY TYOIaan i) 9Ty 20T 8%80009-2L ZTT0L Y1 SNVYATHO MAN
I3TYLS WVAITOL
YAINAD FONHIOS HITVHH NS1
HOUVASEY TVOIGAR 0 '000° 02T V6V9€09-v6 9T9G66 ¥O SIAvVA
- 00T *3LS '°*Wa YUVd HOMVESHM
0S8T 'HOWVESHMW J0 ADIJII0 - SIAYA
YO J0 AINN FHI J0 SINEOIY FHIL
HOUVASHY TVOIQaN "0 *000 0TT 08GE0TC-%0 8€TZ0 YW @O0 I¥ERYD
TIVH SLIASOAHOVSSYR
@IVANVH J0 SMOTI3d ONY INIAISHWA
HOUVASHY IVOIQan "o Y ZAE) EEVVEIOD-6S €086T Id NOILONIWIIM
avod aNVTIMO0™ (09T
HOWVASHY TYOIQEROIA SYNOWAN
HOYMVASAY 'I¥0I1d "0 "00L7SS LTLZYLT-VT 802ZT AN ANVETY
ANNAAY ONVTIOH €1T
"ONI FINLILSNI HOVHASHY ANVETY
HOYVISHY TVOIQan ) "000 GT 986GC09- 1€ 0TZEV HO  SNEARWNIO0D
IONIAV HIZT "M €LY
NOILVANNOA HOYVISEY ALVLS OIHO
HOUVISEY TYOIQan "0 0SL 0L L6LETIS-ET TE€ZSL XL SYTIVa
IONIAV TTIIANATND ZLZL
NOILVYIDOSSY IYVIH NVDIMEWY
HONVISTY TVOIGan "0 "000 0§ GT18S80-2S [Z680C QW VASIHIAE - QHOIH WAAIUHS
XQINNTY FOINNE HIN - HITVEH
QIIHD A0 SALNLILSNI TYNOILVN
(1eyyo ‘lesresdde
‘A4 Hjooq) eoue)sisse
©OUB]SISSE IO 892UB]SISSE USED-UOU uonenea yseo-uou juesb yseo e|qedydde 1 yuswiweaoh Jo uoiezivebio
uelb jo esoding (Y) Jo uonduoaseq (6) J0 pouie () JO Junoury () Jo Junowy (p) uonoes Hy| (9) N3 (a) JO sseippe pue suwe (e)
(11 ved (066 uuol) | 8INPsyYS) SAELS Paliun 8y} Ut SuoieziuBBI( PUE SIUSLLIIAOY) 0} IOUBJSISSY JaY}0 PUB SIUBID) JO UOHENURIUOD _ | Hed _
(YARA AN AEA HONVITIV HOWVHSHY VIXVLIY S,HOIJ¥daIdd

Jaquinu uonesynuap! Jakojdwy

uoneziuebio ey Jo eweN

- uonoadsul "1l Hed Jo || Led (066 wio4) | 9|npayss PRl T

oland o3 uado 10} UOREWIOJUI [2UORIPPE 151} 0} 066 W04 0} YOBNY (068 Wi04)
600¢ npa 0 uonenunuo -

T700-er0L SN BAG (066 wJo) | ainpayos Joj J9ayg uonenunuod 1-1 3INA3HOS




SCHEDULE J Compensation Information OMB No_1545-0047
(Form 990) : For certain Officers, Directors, Trustees, Key Employees, and Highest
' Compensated Employees
p> Complete if the organization answered "Yes"” to Form 990,
Department of the Treasury Part IV, line 23. Open to Public
intemal Revenus Service P> Attach to Form 990. P> See separate instructions. Inspection
Name of the organization Employer identification number
FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720
Part | | Questions Regarding Compensation
Yes | No
1ta Check the appropnate box(es) if the organization provided any of the following to or for a person listed in Form 990,
Part VIi, Section A, line 1a Complete Part lll to provide any relevant information regarding these items.
D Firstclass or charter travel Housing allowance or residence for personal use
D Travel for companions Payments for business use of personal residence
D Tax indemnification and gross-up payments |:] Health or social club dues or initiation fees
I:] Discretionary spending account |:] Personal services (e.g., maid, chauffeur, chef)
b If any of the boxes on hne 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 lll to explain | . 1ib
2 Did the organization require substantiation prior to reimbursing or allowing expenses incurred by all officers, dlrectors
trustees, and the CEO/Executive Director, regarding the items checked in line 1a? 2
3 Indicate which, if any, of the following the organization uses to establish the compensation of the organization’s
CEO/Executive Director. Check all that apply.
IX] Compensation committee I:] Wnrtten employment contract
[:I Independent compensation consultant [:] Compensation survey or study
E] Form 990 of other organizations Approval by the board or compensation committee
4 During the year, did any person listed in Form 990, Part VI, Section A, line 1a, with respect to the filing
organization or a related organization:
a Receive a severance payment or change-of-control payment? = . P 4a X
b Participate in, or receive payment from, a supplemental nonqualified retlrement plan" __________ 4b X
¢ Participate in, or receive payment from, an equity-based compensation arrangement? __ X 4c X
If “Yes" to any of lines 4a-, list the persons and provide the applicable amounts for each rtem in Part III
Only section 501(c)i3) and 501(c)4) organizations must complete lines 5-9.
5 For persons listed in Form 990, Part Vil, Section A, line 13, did the organization pay or accrue any compensation
contingent on the revenues of:
a Theorganization? . . e et e e e e e 5a X
b Anyrelated organization? | . . . . L e e e e e e e e 5b X
If “Yes" to ine 5a or 5b, descnbe in Part fll.
6 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net eamnings of:
a The organization? e e e 6a X
b Anyrelated organzation? | . . L . L e e e e e, 6b X
If *Yes" to line 6a or 6b, descnbe n Part III
7 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization provide any non-fixed payments
not described in lines 5 and 67 If "Yes,” describe in Part Wl e i 7 X
8 Were any amounts reported in Form 990, Part VII, paid or accrued pursuant to a contract that was subject to the
inttial contract exception described in Regs. section 53.4958-4(a)(3)? If "Yes," descnbe inPart Il . . 8 X
9 If "Yes" to line 8, did the organization also follow the rebuttable presumption procedure described in
Regulations section 53.4958-6(c)? . . e e i oo S
LHA For Privacy Act and Paperwork Reduction Act Nohce, see the Inslruchons for Form 990 Schedule J (Form 990) 2009
932111
02-02-10
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SCHEDULE O Supplemental Information to Form 990 5 11108

(Form 999) ) Complete to provide information for responses to specific questions on

Department of the Treasury Form 990 or to provide any additional information. Open to Public

Internal Revenue Service P> Attach to Form 990. Inspection

Name of the organization Employer identification number
FRIEDREICH'S ATAXIA RESEARCH ALLIANCE 52-2122720

FORM 990, PART III, LINE 4D, OTHER PROGRAM SERVICES:

PATIENT REGISTRY PROGRAM

EXPENSES § 7949. INCLUDING GRANTS OF § 0. REVENUE $ 0.

FORM 990, PART VI, SECTION A, LINE 2: BOARD MEMBER PAUL AVERY IS COO OF

OSTI RESTAURANT PARTNERS, LLC, WHICH HAS HIRED CORVIRTUS FOR CONSULTING

SERVICES. BOARD MEMBER THOMAS DECOTIIS IS CEO OF CORVIRTUS.

FORM 990, PART VI, SECTION B, LINE 11: COPIES OF 990 ARE DISTRIBUTED TO

BOARD MEMBERS FOR REVIEW DURING TELECONFERENCE PRIOR TO FILING.

FORM 990, PART VI, SECTION B, LINE 12C: ALL NEW AND EXISTING BOARD MEMBERS

REQUIRED TO ANNUALLY COMPLETE A CONFLICT OF INTEREST STATEMENT

FORM 990, PART VI, SECTION B, LINE 15: EVALUATION AND COMPENSATION

COMMITTEE PERFORMS EMPLOYEE EVALUATIONS AND DETERMINES SATLARY INCREASES ON

A YEARLY BASIS FOR ALL EMPLOYEES. COMMITTEE EXAMINES BENCHMARK DATA IN

DETERMINING SALARIES FOR PRESIDENT AND EXECUTIVE DIRECTOR.

FORM 990, PART VI, LINE 17, LIST OF STATES RECEIVING COPY OF FORM 990:

AL, ,AK,AZ,AR,CA,CO,CT,FL,GA,TL,KS,KY, ME,MD,MS ,MT ,MN,MS , MO ,NH,NJ ,NM,NY,NC,ND

OH,OK,OR,PA,RT,SC,TN,UT,VA,WA , WV WI

FORM 990, PART VI, SECTION C, LINE 18: FORM 990 IS AVAILABLE ON THE

ORGANIZATION'S WEBSITE AS WELL AS GUIDESTAR.ORG

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009

932211
02-03-10
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SCHEDULE O Supplemental Information to Form 990 BARE
(Form 99?) ) Complete to provide information for responses to specific questions on
Form 990 or to provide any additional information. Open to Public
pepapument of the Treasury P> Attach to Form 990. Inspectionu I
Name of the organization Employer identification number
FRIEDREICH'S ATAXTA RESEARCH ALLIANCE 52-2122720

FORM 990, PART VI, SECTION C, LINE 19: FINANCIAL STATEMENTS ARE AVAILABLE

ON THE ORGANIZATION'S WEBSITE. THE GOVERNING DOCUMENTS AND CONFLICT OF

INTEREST POLICY ARE AVAILABLE UPON REQUEST.

PART XTI QUESTION 2C

THIS PROCESS IN WHICH THE ORGANIZATION ASSUMES RESPONSIBILITY FOR THE

OVERSIGHT OF THE AUDIT HAS NOT CHANGED FROM THE PRIOR YEAR.

LHA For Privacy Act and Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule O (Form 990) 2009

832211
02-03-10
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4562

Fom ' Depreciation and Amortization 990

(Including Information on Listed Property)

OMB No 1545-0172

:?‘mn;:;:.}:my (09) P See separate instructions. p Attach to your tax return. ls\tetqu?d‘urln: :40 67
Name(s) shown on retum ) Bustness or activity to which this form relates Identifying number
FRIEDREICH'S ATAXTA RESEARCH ALLIANCE FORM 990 PAGE 10 52-2122720

I Part | l Election To Expense Certain Property Under Section 179 Note: /f you have any listed property, complete Part V before you complete Part |.

1 Maximum amount. See the instructions for a higher limit for certain businesses . 1 250,000.
2 Total cost of section 179 property placed in service (see instructions) __ ... .. ... 2
3 Threshold cost of section 179 property before reduction in hmitation . . ... .. ... 3 800 7 000.
4 Reduction in mrtation. Subtract line 3 from line 2 If zero orless, enter O = .. .. ... .. 4
5 Dollar imitation for tax year Subtract line 4 from line 1 If zero or less, enter -0- i marned filing sep ly, seeinstructions ... ... .. ... . ... ... 5
6 (a) Description of property (b) Cost (business use onty) (c) Elected cost
7 Usted property. Enter the amount from line29 | 7
8 Total elected cost of section 179 property. Add amounts n column (c) Ilnes 6 and 7 8
9 Tentative deduction. Enter the smaller of line 5 or line 8 9
10 Camnryover of disallowed deduction from line 13 of your 2008 Form 4562 e 10
11 Business income imitation. Enter the smaller of business income (not Iess than zero) or I|ne 5 __________ 11
12 Section 179 expense deduction. Add lines 9 and 10, but do not enter morethanhne 11 .. ... . ... .. .. 12
13 Canryover of disallowed deduction to 2010. Add ines 9 and 10, lesslne 12 .. .. . PI 13 I
Note: Do not use Part Il or Part Ill below for listed property. Instead, use Part V.
I Part I ] Special Depreciation Allowance and Other Depreciation (Do not include listed property.)
14 Special depreciation aflowance for qualified property (other than listed property) placed in service during
the tax year © e e e 14
15 Property subject to section 168(f)(1) election 15
16 Other depreciation (including ACRS) . 16
[ Part 1l | MACRS Depreciation (Do not include isted property ) (See lnstructlons)
Section A
17 MACRS deductions for assets placed In service In tax years beginning before 2009 17 166.
18 if you are electing to group any assets placed in service dunng the tax year into one or more general asset accounts, check here . .. > D
Section B - Assets Placed in Service During 2009 Tax Year Using the General Depreciation System
(b) Month and {c) Basis for depreciation
(a) Classification of property year placed {business/investment use (d) Recavery {e) Convention | (f) Method {g) Depreciation deduction
in service only - see instructions) penod
1%a 3-year property
b 5-year property 2,965.| 5 YRS. HY ©SL 297.
c 7-year property
d 10-year property
e 15-year property
f 20-year property
g 25-year property 25 yrs. S/L
h  Residential rental property ! 27.5 yrs. MM SA
/ 27.5yrs. MM S/L
i / 39 yrs. MM S/L
i Nonresidential real property / MM S/L
Section C - Assets Placed in Service During 2009 Tax Year Using the Alternative Depreciation System
20a  Class life S/L
b 12-year 12 yrs. S/L
40-year / 40 yrs. MM S/L
| Part IV| Summary (See instructions.)
21 Uisted property. Enter amount from line 28 21
22 Total. Add amounts from line 12, lines 14 through 17 Ilnes 19 and 20 n column (9), and Ime 21
Enter here and on the appropnate lines of your retum. Partnerships and S corporations - seeinstr. . ..... ... . ... 22 463.
23 For assets shown above and placed in service dunng the curmrent year, enter the
portion of the basis attributable to section 263Acosts . . . . ... - 23
?}%ﬂm LHA For Paperwork Reduction Act Notice, see separate instructions. Form 4562 (2009)
52
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Form 4562 (2009) FRIEDREICH'S ATAXTA RESEARCH ALLIANCE 52-2122720 Page 2

| PartV l Listed Property (Include automobiles, certain other vehicles, cellular telephones, certain computers, and property used for entertainment,
v recreation, or amusement.)
Note: For any vehicle for which you are using the standard mileage rate or deducting lease expense, completegnly 24a, 24b, colurnns (a)
through (c) of Section A, all of Section B, and Section C if applicable.

Section A - Depreciation and Other Information {Caution: See the instructions for limits for passenger automobiles)
24a Do you have evidence to support the business/investment use claimed? L lves [ INol2abif "Yes,” is the evidence written? L__J Yes D No

Type oﬁ))mpeny lgg%e. B”(S(':')‘ESS/ Co(s‘? or Basis for S:‘)’""’a"m Rec(g/ery Me(tﬂ:)d/ Deprg:i)atlon E""‘(:I(Ld
(hst vehicles first ) P ;%(;sg:én use \B%Srggggtge other basis (b”s'"?;:":,‘,’,;f"""“ period Convention deduction 5902221179
25 Special depreciation allowance for qualified listed property placed in service dunng the tax year and
used more than 50% in a qualified businessuse . . ... ... ... ... . 25
26 Property used more than 50% in a qualified business use:
%
%
%
27 Property used 50% or less in a qualified business use:
% S/ -
% S/L -
% S/ -
28 Add amounts in column (h), lines 25 through 27_ Enter hereandonline 21, page1 ... ... . ... ... ... . 28
29 Add amounts in column (i), ine 26. Enter hereand online 7, page 1 .. .. .. .. e e i . .. .12

Section B - Information on Use of Vehlcles
Complete this section for vehicles used by a sole propnetor, partner, or other "more than 5% owner," or related person.
If you provided vehicles to your employees, first answer the questions in Section C to see if you meet an exception to completing this section for
those vehicles.

(@) (b) (©) (d) {e) N

30 Total business/investment miles driven during the Vehicle Vehicle Vehicle Vehicle Vehicle Vehicle
year (do not include commuting miles)

31 Total commuting miles dnven dunng the year

32 Total other personal (noncommuting) miles
driven_. .

33 Total mlles driven during the year.
Add lines 30 through 32 X i

34 Was the vehicle available for personal use Yes No Yes No Yes No Yes No Yes No Yes No
dunng off-duty hours? i

35 Was the vehicle used pnmarily by a more
than 5% owner or related person?

36 Is another vehicle available for personal
use?

Section C - Questions for Employers Who Provide Vehicles for Use by Their Employees

Answer these questions to determine if you meet an exception to completing Section B for vehicles used by employees who are not more than 5%
owners or related persons.
37 Do you maintain a written policy statement that prohibits all personal use of vehicles, including commuting, by your Yes | No

employees? e e e et e, .
38 Do you maintain a written policy statement that prohlbrts personal use of vehlcles except commutmg. by your

employees? See the instructions for vehicles used by corporate officers, directors, or 1% or more owners
39 Do you treat all use of vehicles by employees as personaluse? . . L e
40 Do you provide more than five vehicles to your employees, obtain information from your employees about

the use of the vehicles, and retain the information received? == L
41 Do you meet the requirements concemning qualified automobile demonstratlon use” e

Note: /T your answer to 37, 38, 39, 40, or 41 1s "Yes, " do not complete Section B for the covered veh/cles

| Part VI | Amortization

(a) (b) {c) (d) (e) (N
Descniption of costs Date amortization Amortizable Code Amortizahon Amortization
begins amount section penod or percentage for this year

42 Amortization of costs that begins during your 2009 tax year:

43 Amortzation of costs that began before your 2009 tax year
44 Total. Add amounts in column (f). See the instructions for where to report . e e o .
916252 11-04-09 Form 4562 (2009)
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