990 Return of Organization Exempt From Income Tax R
Form Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except black lung 20 1 2
Otk ot sl benefit trust or private foundation) —Open to Public
Internal Revenue Service P> The organization may have to use a copy of this return to satisfy state reporting requirements. Inspection
A For the 2012 calendar year, or tax year beginning and ending
B checkif }C Name of organization D Employer identification number
applicable:

ownge | THE BARTH SYNDROME FOUNDATION, INC.

?ﬁ.!‘?,‘;e Doing Business As 22-3755704

feben Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number

tomin- | P,O. BOX 618 914-834-1771

el City, town, or post office, state, and ZIP code G_Gross receipts $ 879,455.
[ Iagete= | LARCHMONT, NY 10538 H(a) Is this a group retumn

Pendng I Name and address of principal officerrLINDSAY B. GROFF for affiliates? [ Jves [XINo

H(b) Are all affiliates included? __Jves [ No

1 Tax-exempt status: @ 501(c)(3) i 501(c) ( ) (insert no.) L] 4947(a)(1) or L1527 If "No," attach a list. (see instructions)

J Website: p» WNW . BARTHSYNDROME . ORG

H(c) Group exemption number P

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

T Year of formation: 20 0 O] m State of legal domicile: DE

[Part 1] Summary

1 Briefly describe the organization’s mission or most significant activities: 1) TO PROMOTE AWARENESS OF BARTH

SYNDROME; 2) TO EDUCATE AND SUPPORT PHYSICIANS, RESEARCH CENTERS AND

Check this box P> L_Iifthe organization discontinued its operations or disposed of more than 25% of its net assets.

rt 1l | Signature Block

o
e
[
g 2
2 | 3 Number of voting members of the governing body (Part VI, line 1a) 3 11
g 4 Number of independent voting members of the governing body (Part VI, line1b) . ... 4 11
2 | 5 Total number of individuals employed in calendar year 2012 (Part V, line2a) . . ... S 4
:‘g 6 Total number of volunteers (estimate if NECESSaNY) 6 40
E 7 a Total unrelated business revenue from Part VIIl, column (C), line 12 7a 0.
b Net unrelated business taxable income from Form990-T,line34 . ... ... 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VIll, ne 1h) 706,090. 871,480.
E 9 Program service revenue (Part VIIl, ine 2Q) 0. 0.
E 10 Investment income (Part VIII, column (A), lines 3, 4,and 7d) . 11,094. 1,315,
11 Other revenue (Part VI, column (A), lines 5, 6d, 8¢, 9¢, 10c,and 11¢) . . . 0. 0.
12_Total revenue - add lines 8 through 11 (must equal Part VIll, column (A), line 12) ... 717,184. 879,455.
13 Grants and similar amounts paid (Part IX, column (A), lines 1-8) 223,765, 315,823,
14 Benefits paid to or for members (Part IX, column (A), lined) .. 0- 0%
] 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) . 332,846. 412,284.
2 | 16a Professional fundraising fees (Part IX, column (A), line11e) 0. 0.
g- b Total fundraising expenses (Part IX, column (D), line 25) P> 39,521,
W1 47 Other expenses (Part IX, column (A), lines 11a-11d, 11:24e) 196,055. 228,202.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line25) .. .. 752,666. 956,309,
19 Revenue less expenses. Subtract line 18 fromline12 ... ... ... -35,4 82. ~ Tl ,854.
58 Beginning of Current Year End of Year
£5[20 Totalassets(PartX,line16) 1,994,513, 1,909,785.
<3Z| 21 Totalliabilities (Part X, ine 26) 89,302, 90,438.
Fzé 22 Net assets or fund balances. Subtractline 21 fromline20 ........................................ 1,895, 211 s 1,819 7 347.
a

Under penalties of perjug, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is

true, correct, and cppfets. Deglarafion o(pre;ﬁnyf(other than officer) is based on all information of which preparer has any knowledge. , .. | |,
VAW (W \n & et LS
Sign natureof officer Date™ 7 1
Here LINDSAY B. GQ(Q‘F , EXECUTIVE DIRECTOR
Type or print name and title
Print/Type preparer's name Preparer's signature Date _?heck LI} PIN
Paid  MICHAEL L. CECERE sarempioyes 2002368438

Preparer |Firm'sname p GRAY, GRAY & GRAY, LLP

FirmsENp 04-2088368

Use Only |Firm's address 34 SOUTHWEST PARK
WESTWOOD, MA 02090-1548

Phoneno. (781) 407-0300

May the IRS discuss this return with the preparer shown above? (seeinstructions) ... ...

(X!ves | _|No

232001 12-10-12 LHA For Paperwork Reduction Act Notice, see the separate instructions.

SEE SCHEDULE O FOR ORGANIZATION MISSION STATEMENT CONTINUATION

Form 990 (2012)




Form 990 (2012} THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 page?2
Part Ill | Statement of Program Service Accomplishments
Check if Schedule O contains a response to any question inthisPart Il ...
1 Briefly describe the organization’s mission:
THE BARTH SYNDROME FOUNDATION IS AN ENGAGED, GLOBAL COMMUNITY WHOSE
MISSION IS SAVING LIVES THROUGH EDUCATION, ADVANCES IN TREATMENT, AND
FINDING A CURE FOR BARTH SYNDROME.

2 Did the arganization undertake any significant program services during the year which were not listed on

e prior FOMOBOOrEOIERT | | et ssossiosess st st sio s sttt sttt sioserses [ ves [XIno
If "Yes," dascribe these new services on Schedule O.
3 Did the arganization cease conducting, or make significant changes in how it conducts, any program services? |:|Yes No

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

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

4a  (Code: ) (Expenses 3 477 ‘ 532. including grants of $ 315 P B23. } (Revenue $ )
THE BARTH SYNDROME SCIENCE, MEDICINE & RESEARCH PROGRAM IN 2012 WAS
COMPRISED OF A) THE BSF RESEARCH GRANT PROGRAM TO FOSTER SCIENTIFIC AND
CLINICAL INVESTIGATIONS INTO BARTH SYNDROME TO FACILITATE THE
DEVELOPMENT OF A SPECIFIC TREATMENT OR A CURE FOR THIS DISEASE, AND B)
THE BARTH SYNDROME MEDICAL DATABASE AND BIO-REPOSITORY FOR THE
COLLECTION AND STORAGE OF MEDICAL INFORMATION/SAMPLES ON INDIVIDUALS
WITH BARTH SYNDROME OVER TIME TO GAIN A BETTER UNDERSTANDING OF THE
DISEASE.

4b  (Code: ) (Expenses $ 8 2 I D 42, including grants of § ) (Revenue % )
THE BSF COMMUNICATIONS PROGRAM IS COMPRISED OF BI-ANNUAL NEWSLETTERS IN

THE SPRING AND THE FALL OF BEACH YEAR, AND ANNUAL REPORT, AN UPDATED
HEALTHCARE BROCHURE, AND VARIQUS POSTCARD MAILINGS PROMOTING THE BSF
INTERNATIONAL CONFERENCE AND OTHER KEY EVENTS.

4c (Code: ) (Expenses % l 2 3 ¥ 5 l 6 = including granis of § ) (Revenue % )
THIS CONFERENCE, HELD EVERY TWO YEARS, BRINGS AFFECTED FAMILIES,
RESEARCH SCIENTISTS AND CLINICIANS TOGETHER IN ONE PLACE AT ONE TIME SO
THAT THEY ALL MAY COLLABORATE AND SHARE THEIR EKNOWLEDGE TO GAIN A
GREATER UNDERSTANDING OF BARTH SYNDROME AND LEARN OF THE LATEST
DISCOVERIES AND SCIENTIFIC RESEARCH AVAILABLE. FAMILIES HAVE A UNIQUE
OPPORTUNITY TO BE SEEN BY THE WORLD'S GREATEST EXPERTS, THEREBRY
CONTRIBUTING DIRECTLY TO THE SEARCH FOR A CURE BY PROVIDING INFORMATION
AND TISSUE SAMPLES.

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

(Expenses § 9 6 ; 3 14. including grants of § ) (Revenue § )
4e Total program service expenses |l 779 7 404.
Form 990 (2012)
232002
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Form 990 (2012} __THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 page3
Part IV | Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
if "Yos," complete Schedule A 1 X
2 s the arganization required to complete Schedula B, Schedule of Contributors? 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule G, Pest{ 3 X
4 Section 501{c){3) organizations. Dic the organization engage in lobbying activities, or have a section 501(h) election in effect
during the tax year? If "Yes, " complete Schedule G, Partil | e, 4 X
5 s the organization a section 501(c)(4), 501(c)(5}, or 501(c)(B) crganization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197 ff "Yas, " complete Schedule C, Party 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which doners have the right to
provide advice on the distribution or investment of amounts in such funds or accounts? If "Yes, " complete Schedule D, Part | 6 X
7 Did the arganization receive or hold a conservation easement, including easements o preserve open space,
the environment, historic land areas, or historic structures? if "Yes, " complete Schedufe O, Partf 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes, " complele
Scheduwle D, Pareitt 8 X
9 Did the organization report an-ameount in Part X, line 21, for escrow or custodial account ligbility; serve as a custedian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repair, or debt negotiation services?
tf "Yes, " complete Schedule D, Parttyy 9 X
10 Did the organization. directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? If "Yes, " complete Schedute O, Pert V.~ 10 X
11 If the crganization's answer to any of the following questions is "Yes," then complete Schecdule D, Parts VI, VII, VIII, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 107 If "Yes, " complefe Schedule D,
PartVl 11a X
b Did the organization report an gmount for investments - other securities in Part X, ling 12 that is 5% or more of its total
assets reported in Part X, line 187 f "Yes, " complete Schedute O, Pert V¢~ 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes, " complete Schedule D, Part Vill 11e X
d Did the organization report an ameunt for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 167 If 'Yes," complete Schedule D, Part fx, 11d X
e Did the organization report an ameount for other liabilities in Part X, line 257 If 'Yes, " complete Schedule D, Part X 11e X
f Did the organization’s separate or consclidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)7 If "Yas, " complete Schadule D, Part X 11f X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes, " complete
Schedule D, Parts Xtand Xl 12a | X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes, " and if the organization answered "No'" to line 12a, then completing Schedule D, Parts X1 and Xit is optional 12h X
13 Is the organization a school described in section 170(b)(1)(A)i)? /f "Yes, " complste Schadule £ 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? = 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising. business,
investment, and proegram service activities cutside the United States, or aggregate foreign investments valued at $100,000
or more? /f "Yes, " complete Schedule F, Parts [and IV || e 14b X
15 Did the organization report on Part IX, column (A), line 3, more than $5.000 of grants or assistance to any organization
or entity located outside the United States? if "Yes, " complete Schedule F, Parts lt andtyy. 15 £
16 Did the organization report on Part IX, column (A}, line 3, more than $5.000 of aggregate grants or assistance to individuals
located outside the United States? If "Yes, " complete Schedule F, Parts lifand IV . 18 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part 1X,
column (A), lines & and 11e? If "Yes, " complete Schedule G, Party 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIl lines
1¢ and 8a? If "Yes, " compiete Schedule G, Partlf 18 X
19 Did the arganization report more than $15,000 of gross income from gaming activities on Part V11, line 9a7 If "Yes, "
COMPIRLE SCROUUIR G, PAITII ||| oottt 19 X
20a Did the organization operate one or more hospital facilities? /f "Yes, " complete Schedule H | 20a X
__b If "Yes' to ling 20a, did the organization attach & copy of its audited financial statements tothisreturn? ... . 20b
Form 990 (2012)
232003
12-10-12
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Form 990 (2012} __THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 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 any governmeant or organization in the
United States on Part [X, column (A), line 17 /f "Yes," complete Schedule |, Parts fandtt 21 | X
22  Did the arganization report more than $5,000 of grants and other assistance to individuals in the United States an Part IX,
column (A), line 22 If "Yes, " complete Schedule ], Parts and I 22 X
23 Did the organization answer "Yes" to Part VI, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directars, trustees, key employees, and highest compensated employees? If "Yes," complafe
SEREEMERD _wpr deo o ey b e dore b e ey b i dogers o B dewe i ey b B dorery b e ey e ey b i deey i ey i dovry b v 23 | X
24a Did the organization have a tax-exempt bond issue with an cutstanding principal amount of mere than $100,000 as of the
last day of the year, that was issued after December 31, 20027 If "Yas, " answer lines 24b through 24d and complste
Schedule K. If "No", go to line 25 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? 24b
¢ Did the organization maintain an escrow accaunt other than a refunding escrow at any time during the year to cefease
any taX-exempt DONAST | e e e e e e e 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? 24d
25a Section 501{c){3) and 501(c)(4) organizations. Did the arganization engage in an excess benefit transaction with a
disqualified parson during the year? ff "Yes," complete Schedule L. Partl || 253 X
b Is the organization aware that it engaged in an excess benefit transaction with a disgualified persen in a pricr year. and
that the transaction has not been reparted on any of the organization’s prior Farms 990 ar 990-EZ7 If "Yes, " complete
o T e - 25k X
26 Was aloan to or by a current or former officer, director, trustee, key employee, highest compensated employes, or disqualified
person outstanding as of the end of the organization’s tax year? If "Yas, " complete Schadule L, Parttt 26 X
27 Did the organization provide g grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? /f 'Yes, ' complete Schedule L, Partitt 27 X
28 Was the organization g party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditiens, and exceptions):
a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part iV 28a X
b A family member of g current or former officer, director. trustee, or key employee? f "Yes, " complete Schedule L, Partlv | 28b X
¢ An entity of which a current or fermer officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or incirect owner? /f "Yes, " complete Schedule L, Part i/ 28¢c X
29 Did the organization receive mare than $25,000 in nen-cash contributions? If "Yes, " complete Schedutept 29 X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or gualified conservation
contributions? If "Yes," complefe Scheduls M 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
if "Yos, " complete Schedule N, Part { 31 X
32 Did the organization sell, exchange, dispose of, or transfer maore than 25% of its net assets?f "Yes, " complete
e e OO 32 X
33 Did the organization own 100% of an entity disregarded as separate from the crganization under Regulations
sections 301.7701-2 and 301.7701-37 If "Yes," complate Schedule B, Part i 33 X
34 Was the organization related to any tax-exempt or taxable entity? if "Yes, " complefe Schedule B, Part if, iff, or 1V, and
Part V. linet 34 X
35a Did the arganization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b If "Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b)(13)? If "Yes, ' complele Schedule R, Part v, ire2 35b
36 Section 501(c)(3) organizations. Did the arganization make any transfers to an exempt non-charitable related organization?
If ”Yes’ ; CO"nplete SChedu’e H’ Part ‘I/’ ”ne 2 ........................................................................................................................ 36 X
37 Did the organization conduct maore than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? i "Yes, " complete Scheduie R, Part Vi 37 X
38 Did the organization complete Schedule G and provide explanations in Schedule O for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complete Schedule O L. s 38 | X
Form 290 (z012)
232004
12-10-12
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Form 990 (2012) THE BARTH SYNDROME FOUNDATION, INC. 22-3755704  page5

Part V| Statements Regarding Other IRS Filings and Tax Gompliance

Check if Schecdule O contains a response to any guestion in this Part V

Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable =~ 1a 1
b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable . 1b 0
¢ Did the organization comply with backup withhelding rules for reportable payments to vendors and reportable gaming
(gambling) Winnings t@ PHZE WIMNEIST | .. ..ot is s ceseesees ettt esteeese e s et ee e et e st ere et e 1c | X
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by thisreturn .~ 2a 4
b If at least one is reported on line 2a, did the organization file all required federal employment tax returng? 26 | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-fife (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No, " provide an explanation in Schedule © 3b
4a At any time during the calendar year, did the organization have an interest in, ar a signature or other autharity over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? d4a X
b If "Yes," enter the name of the foreign country: >
See instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts.
H5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . o3 X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b X
c If "Yes,"to line 5a or 5b, did the arganization file Form 8886-T? Sc
6a Does the organizaetion have annual gross receipts that are normally greater than $100,000, and did the crganization salicit
any contributicns that were not tax deductible as charitable contributions? B6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were not tax deGUCHIDIET? e, b
7 Organizations that may receive deductible contributions under section 170(c).
a Did the organization receive a pavment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? 7h
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
tOfile FOMM B2B27 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year | 7d |
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? 7f X
g [f the organization received & contribution of qualified intellectual property, did the organization file Form 8899 as required? | 7g
h If the organization received a contributicn of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a )(3) supporting organizations. Did the supporting
organizatian, or a danor advised fund maintained by & sponsaring organization, have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the organization make any taxable distributions under section4966? Qa
b Did the organization make a distribution to a doncr, denor advisor, or related persen? 9b
10 Section 501{c)}{7) organizations. Enter:
a Initiation fees and capital contributions included on Patt VI, line12 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities 10b
11 Section 501{c)}{12} organizations. Enter:
a Gross income from members or shareholders 11a
b Gross income from other sources (Do not net amounts due or paid to other sources ggainst
amecunts due or received from them)) 11b
12a Section 4247(aj{ 1} non-exempt charitable trusts. Is the organization filing Form 890 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during theyear ... | 12b
13  Section 501{c)}{29) qualified nonprofit health insurance issuers.
a Isthe organization licensed to issue qualified health plans in more than one state? 13a
Note. See the instructions for additional information the grganization must report on Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans 13b
¢ EnterdheamolniOIresoves-ONIAIG | i cmmmrm oo o soromses o soromisses o s oromisdes o s oromies o s 13¢
14a Did the organization receive any payments for indoor tanning services during the tax year? 14a X
__b If"Yes." has it filed a Form 720 to report these payments? f "No, ' provide an explanation in Schedule O 14b
Form 990 (2012)
232005
12-10-12
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Governance, Management, and Disclosure for sach "Yes' rasponse fo linas 2 through 7b below, and fora "No" responss
to fine Ba, 8h, or 10b below, descnbe the circumstances, processes, or changes in Schedufe O. See instructions.

Form 990 (2012} THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 page6
Part VI

Check if Schedule O contains g response to any guestioninthisPart VI
Section A. Governing Body and Management
Yes | No
1a Enter the number of voting members ot the governing body at the end of the tax year | 1a 11
If there are material differences in voting rights among memters of the governing body, or if the governing
body delzgated broad authority to an executive committee or similar committee, explain in Schedule C.
b Enter the number of voting members included in line 1a, above, who are independent 1b 11
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or KBY BIMIDIOYEET | ettt ettt et et en s 2 X
3 Did the organization delegate control over management duties customarily perfermed by or under the direct supervision
of officers, directars, or trustees, or key employees to a management company or cther persen? 3 X
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? 5 X
6 Did the arganization have members or stockholders? 6 X
Ta Did the organization have members, stockholders, or other persons who had the power to elect or appoint cne or
more members of the governing body? 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by} members, stockhelders, or
persons other than the governing bOdy T 7h X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the vear by the following:
8 The QoVerning DoAY T ga | X
b Each committes with authority to act on behalf of the goveming Body? et 8o | X

9 Isthere any officer, director, trustee, or key employee listed in Part VII, Section A, who cannct be reached at the
organization's mailing address? if "Yes, " provide the names and addresses in Schedufe O 9 X

Section B. Policies (This Section B requests information about policias ot required by the Internal Revenus Coda.)

Yes | No
10a Did the organization have local chapters, branches, or affiliates? 10a X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates,
and branches to ensure their operations are consistent with the grganization’s exempt purposes? ... 10b
11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 11a | X
b Describe in Schedule O the process, if any, used by the organization to review this Form 930.
12a Did the organization have a written conflict of interest policy? If "No, " go fo et 12a | X
b Were officers, directors, or trustees, and kay employees requirad to disclose annually interests that could give rise to conflicts? 12| X
¢ Did the arganization regularly and consistently monitor and enforce compliance with the palicy? If "Yss, " describsa
"n SChedu’e O hOW th"s was done ....................................................................................................................................... 12c X
13 Did the organization have a written whistleblower policy? 13 | X
14 Did the organization have a written document retention and destruction poliey? 14 | X
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contempaoraneous substantiation of the deliberation and decision?
a The organization’s CEQ, Executive Director, or tap management offiCial 15a | X
b Other officers or key employees of the organization ||| ... .ttt 150 | X

If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did the arganization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a
Pl e RO IBIBEIE | s o el i g s g b e S B b s 16a X
b If "Yes," did the erganization follow a written pelicy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements? 16
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed MA,NY,CT,NJ,IL,TN,PA, VA, CA,FL, MD,UT
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 it applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
Own website Anather’s website Upon request Other (expiain in Schedula O)
19 Describe in Schedule O whether (and if so, how), the organization made its governing documents, conflict of interest policy. and financial
statements available to the public during the tax year.
20 State the name, physical address, and telephone number of the person who possesses the books and records af the organization:

ELLEN BRUNO - 508-668-9392
92 MILL BROOK AVENUE, WALPPOLE, MA 02081-2163
- t0-12 SEE SCHEDULE O FOR FULL LIST OF STATES Form 990 (2012)
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Part Vii| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O centains a response to any question in this Part VI [ 1]

Form 990 %2012) THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 page?

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.

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

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

& | ist the organization's five current highest compensated employees (other than an officer, dirgctar, trustee, or key employee) who received reportabls
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,

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

® | ist all of the organization’s former directors or trustees that received, in the capacity as a fermer director or trustee of the organization,
more than $10,000 of reportable compensation fram the organization and any related arganizations.
List persons in the fellowing order: individual trustees or directors; institutional trustees; officers; key employees; highest compenzataed employees;
and former such persons.

|:| Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

(A) (B (€) (D) (E) (F)
Narne and Title Average [ o o Chpecc’f';'ggihan one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
Wil officer and a directorirustes) from from related other
{list any -E the arganizations compensation
hoursfor | = organization (W-2/1099-MISC) from the
related g % (W-2/1099-MISC) organization
organizations| £ | 2 2 and related
below %; g 5 ? arganizations
line) Elz]s|#
(1) MICHASLA DAMIN 2.00
BOARD MEMBER X 0. 0. 0.
(2) STEPHEN KUGELMANN 2.00
BOARD MEMBER X 0. 0. 0.
(3) EATHERINE MCCURDY 10.00
BOARD MEMBER X 0. 0. 0.
(4) SUSAN OSNOS 2.00
BOARD MEMBER b4 0. 0. 0.
{5) SUSAN WILEINS 2.00
BOARD MEMBER X 0« 0. 0.
(6) STEPHZN B MCCURDY 15.00
CHAIRMAN X X 0. 0. 0.
(7) RANDY BUDDEMEYER 5.00
TREASURER X X 0. 0. 0.
(8) MARCUS SERNEL 5.00
VICE CHATRMAN X X 0. 0. 0.
($) SUSAN A. MCCORMACK 2.00
SECRETARY X X 0. 0. 0.
(10) JOHN WILKINS 2.00
BOARD MEMBER b4 0. 0. 0.
{11} DAVID AXELROD, M.D, 2.00
BOARD MEMBER X 0« 0. 0.
(12) LINDSAY B. GROFF 40.00
EXECUTIVE DIRECTOR X 100,000. 0. 0.
(13) MATTHEW TOTH 40.00
DIR OF SCIENCE X 135,370. 0. 6,608.
(14) VALERIE BOWEN 40.00
PRESIDENT, FORMER X 67,516, 0.] 12,100.
232007 12-10-12 Form 920 (2012)
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Form 990 (2012} THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 pPag=8
|Part Vi | Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
{A) (B) (c) (D) (E) (F}
Name and title Average — chpe‘:c’f';'ggman - Reportable Reportable Estimated
hours per | box, unless persan is both an compensation campensation amount of
week afficer and a directorfirustee) from from related other
(list any & the organizations compensation
hours for | £ T organization (W-2/1099-MISC) from the
related = % z (W-2/1089-MISC) arganization
organizations| £ | = £ § and related
below |E[E2f |2|28] 4 organizations
line) |2 [z|£ |5 [EE] =

ib Sub-total [ 302,886. 0.] 18,708.
¢ Total from continuation sheets to Part Vil, SectionA > 0. 0. 0.
d Total (addlines M and 16) ..o [ 302,886. 0. 18,708.

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

compensation from the organization 1

Yes | No

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

line 1a? /f "Yes, " complete Schedule Jforsueh indiidual || e 3 X
4 For any individual listed on ling 12, is the sum of reportable compensation and other compensation frem the organization

and related organizations greater than $150,0007 if 'Yes, " complete Schedule J for sueh individuval 4 X
5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services

rendered to the organization? If "Yes, " complete Schedule S for Such person i 5 X

Section B. Independent Contractors

1 Complete this table for vour five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. Report compensaticon for the calendar year ending with or within the organization's tax year.

(A) (B) €)
Name and business address NONE Description of services Campensation
2  Total number of independent contractars {including but not limited to those listed above) who received more than
$100,000 of compensaticn from the organization 0
Form 990 (2012)

232008
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Form 990 (2012) THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 pPag=9
Part VIIl | Statement of Revenue
Check if Schedule O contains g response to any question inthisPadt VIl . I:l
(A) (B) €) [(2]]
Total revenue Related or Unrelated H?ygr?]ut%}?’ﬁcnlggsd
exempt function business sactions 512,
revenue revenue 13, or 514
‘%*g 1 @ Federated F:ampaigns .................. 1a
& E b Membe.rs..hlp dues 1b
e ¢ Fundraising events ic
EE d Related erganizations 1d
g‘E e Government grants {contributions) 1e 13 I 000.
g? f All other contributions, gifts, grants, and
2= similar amaunts not included above 1i#| 858,480.
"‘g:g @ Noncash centributione included in lines 1a-11: §
08| h Total.Addlinestatf » | 871,480.
Business Code
25| e
e f All other program service revenue
g Total. Addlines2a2f ..o | 4
3 Investment income (including dividends, interest, and
ather similar amounts) > 7,975. 7,975.
4 Income from investment of tax-exempt hondg proceeds P
5  Ravalies ... ... ... »
{i) Real (i) Personal
6 a Grossrents
b Less: rental expenses
¢ Rentalincome or (loss)
d Net rental income or (I0S8) oo |
7 a Gross amount from sales of (i) Securities (iiy Other
assets other than inventory
b Less: cost or other basis
and sales expenses
¢ Gainor(loss) ...
d Net gain of (0B8] ..o e »
® 8 a Gross income from fundraising events (not
g including $ of
é contributions reported on line 1¢). See
5 Part IV, line 18 a
g b Less: directexpenses . ...
¢ Net income or (less) from fundraising events ... >
9 a Gross income from gaming activities. See
Part IV, line 19 a
b Less: direct expenses
¢ Netincome or (loss) from gaming activities . _ >
10 a Gross sales of inventory, less returns
and allowances = |
b Less: cost of goods sold b
¢ _Net income or (loss) from sales of inventory . |
Miscellansous Revenue Business Code
11 a
23
c
d All otherrevenue
e Total. Addlines 11a-11d | 2
42 Total revenue, Seeinstructions. . > 879,455, 0. 0. 7,975.
BeEy Form 990 (2012)
g
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Form 980 (2012)

THE BARTH SYNDROME FOUNDATION,

INC.

22-3755704 page 10

[Part IX | Statement of Functional Expenses

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

Check it Schedule O contains g response to any question inthis Part IX |
Bo not inchwde amounts reported on fines &b, Total é?&ensas Prograsrl?)service Maznagement and Funcglr:{a}ising
7b, 8b, 9b, and 10b of Part Wil expenses general expenses expenses
1 Grants and other assistance to governments and
organizations in the Unitad States. See Part IV, line 21 315,823. 315,823,
2 Grants and other assistance to individuals in
the Unitec States. See Part IV, line 22
3 Grants and other assistance to gevernments,
organizations, and individuals cutside the
United States. Ses Part IV, lines 15 and 16
4  Benefits paid tc or for members
5 Compensation of current officers, directors,
trustees, and key employees ... 304,802. 234,417. 35,193 35,192.
& Compensation notincluded abovs, to disqualifiad
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B)
7 Other salaries and wages 56,688- 28,344- 28,344.
8 Pension plan accruals and contributions (include
section 401{k) and 403{b) emplayer cantributions)
8 Other employee benefits 24,756- 21,732- 3,024.
10 Payrollitaxes 26,038- 18,400- 4,836- 2,802-
11 Fees for services (non-employees):

a Management

b Legal

¢ Accounting i 35,591, 35,591,

d Lobbying

e Professional fundraising services. See Part IV, lina 17

f Investment managementfees

g Other. (Ifline 11g amount exceeds 10% of line 25,

column (A) amount, list ling 11g expenses on Sch 0.) 8,375, 5,900. 3,475,
12 Adverising anc promotien
13 Officeexpenses 25,670. 12,162. l3,249. 259.
14 Informationtechnolegy
12 BodElEE oo o o
18 OoeupaMey. o e e
7 Travel
18 Payments of travel or entertainment expenses
for any federal, state, erlpcal public officials
18 Conferences, conventions, and meetings
- U (e
21 Paymentsto affiliates
22 Depreciation, depletion, and amottization
28 Insurance 3,722. 3,722.
24  Cther expenses. [temize expenses not covered
above. (List miscellangous expenses in ling 24, If ling
24g amount exceeds 10% of ling 25, column (A)
amaunt, list ling 24z expenses on Schedule 0.)

a MEALS 57,659. 57,659,

b TRANSPORTATION 48,094. 44 ,061. 3,765 268.

¢ PRINTING AND PUBLICATIO 12,760. 12,677. 83.

d AUDIO VISUAL 10,689, 10,689,

e Allother expenses 24,642- 17,540- 6,102- 1,000-
25  Total functional expenses. Add lines 1through 24e 956,309. 779,404. 137,384. 39,521.
26 Joint costs. Complete this ling only if the organization

reported in column {B) joint costs from a combined
educational campaign and fundraising solicitation.
Chack hare o |:| if fallowing SOP 93-2 (ASC 958-720)
232010 12-10-12 Form 990 (2012)
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Form 990 (2012} THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 page 11
[Part X [Balance Sheet
Check if Schedule O contains a response to any question inthisPant X ... [ |
(A) (B)
Beginning of year End of year
1  Cash-non-interest-bearing 1
2 Savings and temporary cash investments L, 1,829,014.] » 1,869,007.
3 Pledges and grants receivable, net 3
4  Accounts receivable,net 163 I 351, 4 37 I 186,
5 Leans and other receivables frem current and former officers, directors,
trustees, key employees, and highest compensated employees. Complete
Part Il of Schedule L 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958(f)(1)), perscns described in section 4958(c)(3)(B), and contributing
emplovyers and sponsoring organizations of section 501{(c)(9) veluntary
” employees’ heneficiary organizations (see instr). Complete Part lof Sch L 6
‘g 7 Notes and loans receivable, net 7
3 8 Inventories forsaleoruse 8
9 Prepaid expenses and deferred charges 2 L4 148. 9 3 5 92.
10a Land, buildings, and equipment: cost or other
basis. Complete Part VI of Schedule D
b Less: accumulzted deprecigtion 10c
11 Investments - publicly traded securities 11
12 Investments - other securities. See Part IV, line 11 12
13  Investments - program-related. See Part IV, line 11 13
14 Intangibleassets 14
15 Other assets. See Part IV, line 11 15
168__ Total assets. Add lines 1 through 15 {must equalline 34) 1,994,513.] 18 1,908,785,
17  Accounts payable and accrued expenses 19 . 302.] 17 29 " 938.
18 GraNES PaYAD S 80;000- 18 60;500-
M BB IEE IR s 19
20 Tax-exempt bond liabilites 20
@ |21 Escrow or custodial account liability. Complete Part IV of Schedule D 21
& |22 Loansand other payables to current and former officers, directors, trustess,
E key emplayees, highest compensated employees, and disqualified persons.
= Complete Part Il of Schedule L 22
23 Secured mertgages and notes payable to unrelated third parties 23
24  Unsecured notes and loans payable to unrelated third parties 24
25  Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
Schedulez 25
26 Total liabilities. Add lines 17 through 25 99,302.] 2 90,438.
Organizations that follow SFAS 117 (ASC 958}, check here [X] and
2 complete lines 27 through 29, and lines 33 and 34.
% 27 Unrestricted netasgets 937 ks =3 27 849 I 083.
E 28 Temporarily restricted net assets 957 7 432. 28 970 7 264.
T 29 Permanently restricted net assets 29
B Organizations that do not follow SFAS 117 (ASC 958), check here P |:|
5 and complete lines 30 through 34.
% 30 Capital steck or trust principal, or current funds 30
ﬁ 31 Paid-in or capital surplus, orland, building, or equipment fund 31
% | 32 Retained gamings, endowment, accumulated income, or other funds 32
< |33 Total net assets or fund balances 1,895,211- 33 1,819,347.
34 Total liabilities and net assets/fund balances 1,994,513, 34 1,909,785,
Form 990 (2012)
232011
12-10-12
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Form 990 (2012) THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 Page 12
Part Xl | Reconciliation of Net Assets

Check if Schedule O contains a response toany question inthisPart X1 ... I:l
1 Total revenue (must equal Part VIII, celumn (A), line 12) 879 . 455,
2 Total expenses (must equal Part IX, column (A}, line 25) 956 I 309.
3 Revenue less expenses. Subtract line 2from line 1 e -76,854.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)) 1,895,211,
5 Net unrealized gains (losses) on investments 990.
6 Donated services and use of facilities
7 Investment expenses
8 Prior period adjustments
9 Other changes in net assets orfund balances (explain in Schedule O) 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
column (B)) 10 1,819,347.
Part Xll| Financial Statements and Reporting
Check if Schedule O centains a response 1o any question in this Part X ..o E
Yes | No

1 Accounting method used to prepare the Form 990: ] Cash Accrual L] Other
If the erganization changed its method of accounting from a prior year or checked "Other," explain in Schedule Q.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? 2a X

If "Yes," check a hox below to indicate whether the financial statements for the year were compiled or reviewed ¢n g
separate basis, consclidated basis, or both:
Separate basis |:| Consoclidated basis |:| Both consclicated and separate basis
b Were the organization’s financial statements audited by an independent gccountant? 2b | X

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

consclidated basis, or both:
Separate basis L] Consolidated basis ] Both consclidated and separate basis

¢ If "Yes'to line 2a or 2b, does the organization have a committes that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2c| X

If the crganization changed either its oversight process or selection process during the tax year, explain in Schedule O.
3a Asaresult of a federal award, was the organization required to underge an audit or audits as set forth in the Single Audit

ACt and OMB G U Al A BT 3a X
b If "Yes," did the organization underge the required audit or audits? If the organization dic not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergo such audits oo 3b
Form 990 (2012)
232012
12-10-12
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SCHEDULE A OMB No. 1545-0047

(Eorm 890 or G80-E2] Public Charity Status and Public Support 20 1 2

Complete if the organization is a section 501(c}{(3) organization or a section

Departmient of the Treasury 4947(a)(1) nonexempt charitable trust. Open to Public
Infetns] Revenue Senvice P~ Attach to Form 990 or Form 990-EZ. P See separate instructions. Inspection
Name of the organization Employer identification number

THE BARTH SYNDROME FOUNDATION, INC. 22-3755704
[Part] | Reason for Public Charity Status (all organizations must complete this part.) See instructions.

The arganization is not a private foundation because it is: (For lines 1 through 11, check anly one bax.)
1 |:| A church, convention of churches, or association of churches described in section 170{b)}1)}(Al(i).
2 |:| A school described in section 170(b)({ 1)(A){ii). (Attach Schedule E))
3 |:| A hospital or a cooperative haspital service organization described in section 170{b)} 1MA)(iii).
4 |:| A medical research organization operated in conjunction with a hospital described in section 170(b)(1){(A)iii). Enter the hospital’s name,
city, and state:
An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b} 1)}{A}iv). (Complete Part Il.)
A federal, state, or local government or governmental unit described in section 170(b){1){A}v).

An arganization that normally receives a substantial part of its suppert from a governmental unit or frem the general public described in
section 170(b}{1){A}vi). (Complete Part 11.}

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

An organization that normally receives: (1) more than 33 1/3% of its support frem contributicns, membership fees. and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
income and unrelated business taxable income (less section 511 tax) from businesses acguired by the organization after June 30, 1975.
See section 509{a)(2). (Complete Part 111

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

0 80 O

10
11

[0

An organization organized and operated exclusively for the benefit of, to perform the functions of, or te carry out the purpeses of one or
mere publicly supported organizations described in section 509(z)(1) or section 509(a)(2). See section 509(a)(3). Check the box that
describes the type of supporting organization and complete lines 11e through 11h.

a |:| Type | b |:| Type ll ¢ |:| Type lll - Functienally integrated d |:| Type lll - Non-functionally integrated
e |:| By checking this box, | certify that the arganization is not controlled directly or indirectly by one or mare disqualified persons other than
foundation managers and other than one or more publicly supperted organizations described in section 509(2)(1) or section 509(z){2).

f If the organization received a written determination from the IRS that it is a Type |, Type Il, or Type ||
SUPPCHiNg Organization, CReCK This DO |:|
g Since August 17, 2006, has the organization accepted any gift or contribution from any of the fellowing persons?
(i} A personwho directly or indirectly controls, either alone or together with persons described in (i) and (jii) below, Yes | No
the governing body of the supported orQanizZation ? 11g(i}
(i} A tamily member of a person described in () above? | s 11gii)
(iii) A 35% controlled entity of a person described in (i) or (i) above? 11g(iii)
h Provide the fellowing information about the suppatted organization(s).
(i) Name of supported (i) EIN (iii) Type of arganization [(1¥) 15 the organizationf (v) Did you notify the Drgar(]‘i’zi;t'isu;hﬁ] col. | (i) Amaount of monetary
organization (described on Iines_ 1-9 ncol (_l] listed in your qrganlzatlon in col. (iYorganized in ihe support
ahave or IRG section  [governing document?| (i) of your support? U.s.?
(see instructions)) s No o No s No
Total
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2012
Form 290 or 990-EZ.
232021
12-04- 12
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Schedule A (Form 990 or 990-£7) 2012 THE BARTH SYNDROME FOUNDATION,

INC.

22—3755704 Page 2

| Part Il | Support Schedule for Organizations Described in Sections 170(b)(11ANiV) and 170(b)(1)(A){vi)

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

Section A. Public Support

Galendar year {or fiscal year beginning in) {a) 2008 {b) 2009 {c} 2010 {d) 2011 {e) 2012 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants."] 727,957. 694,771. 769,756- 7@6,090. 871,480- 3,770,054,
2 Taxrevenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf
3 The value of services or facilities
fumished by a governmental unit to
the organization without charge
4 Tatal Add lines 1 through 3 727,957, 694,771.| 769,756.[ 706,090.] 871,480. 3,770,054,
& The portion of tetal contributions
by each person (other than a
governmental unit ar publicly
supported organization) included
on ling 1 that exceeds 2% of the
agmount shown on line 11,
columngy 1,42% 430,
6 Public Support. Subtract line 5 fram line 4. 2,340 624,
Section B. Total Support
Calendar year (or fiscal year beginning in) b {a) 2008 {(b) 2009 {c) 2010 {d) 2011 {8) 2012 {f) Total
7 Amounts from lined4 T27,.957., 694,771 769,756. 706,000.] 871,480. 3,770 054,
8 Gross inceme from interest,
dividends, payments received on
securities loans, rents, royalties
and income from similar sources 113,788- 59,232- 26,121- 11,094- 7,975- 218,210-
2 Net income from unrelated business
activities, whether or not the
business is regularly carried on
10 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part IV)
11 Total support. Add lines 7 through 10 3,688 264,
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 section 501(c)(3)

organization, check this box and stop here

Section C. Computation of Public Support Percentage

14 Public suppert percentage for 2012 (line 8, column [f) divided by ling 11, column (f)
15 Public suppert percentage from 2011 Schedule &, Part |1, line 14

162 33 1/3% support test - 2012, If the organization did not check the box on line 13, anc line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supperted organization

b 33 1/3% 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 arganization

17a 10% -facts-and-circumstances test - 2012. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part IV how the organization

meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported arganization

14 58.69 o
15 61.23 o
p[X]
[
>

b 10% -facts-and-circumstances test - 2011. If the organization did not check a bex on line 13, 16a, 18b, or 17a, and line 15 is 10% or

mere, 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

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

232022
12-04- 12
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Schedule A (Form 990 or 890-£7) 2012

Page 3

| Part Il | Support Schedule for Organizations Described in Section 509{a)(2)

(Complete only if yvou checked the bax an line 9 of Part | or if the arganization failed to qualify under Part Il. If the crganization fails to

qualify under the tests listed below, please complete Part 11}

Section A. Public Support

Galendar year (or fiscal year beginning in) p» {a) 2008 {b) 2009 {c} 2010

{d) 2011

{e) 2012

(f) Total

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

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

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

4 Tax revenues levied for the crgan:
ization’s benefit and either paid to
or expended on its behalf

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

6 Total. Add lines 1 through & .

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

b Amounts included on lines 2 and 3 received
fram ather than disgqualified perscns that
excesd the greater of $5,000 or 1% of the
amount on line 13 for the year

¢ Add lines 7a and 7h

& Public support subtact| e 7e frgim ling 6

Section B. Total Support

Calendar year {or fiscal year beginning in) p {a) 2008 {b) 2008 {c) 2010

{d) 2011

{e) 2012

{f} Total

9 Amounts fromlinegs

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

b Unrelated business taxable incomg
(less section 511 taxes) fram businesses
acquired after June 39, 1975

¢ Add lines 10a and 10b

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

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

assets (Explain in Part IV)
13 Total support. (Add line= 9, 106, 11, and 12}

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

check this box and stop here

Section C. Computation of Public Support Percentage

15 Public support percentage for 2012 (line 8, column (f) divided by line 13, column (f)) 15 %
16 Public support percentage from 2011 Schedule A, Pat Il line15 . ... ... ... 16 %
Section D. Computation of Investment Income Percentage

17 Investment inceme percentage for 2012 {line 10c, column (f) divided by line 13, column (f}} 17 %
18 Investment income percentage from 2011 Schedule A, Part 1L, N 17 e 18 %

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 not

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

b 33 1/3% support tests - 2011. If the arganization did not check a bax on line 14 or line 192, and line 16 is mare than 33 1/3%, and

line 18 is not more than 33 1/3% . check this box and stop here. The organization quazlifies as a publicly supported organization
20 Private foundation. If the organization did not check a box online 14. 193, or 189b. check this box and see instructions

232023 12-04-12
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Schedule B Schedule of Contributors S
(Fogr;a QF?I(:!), 990-EZ, > 20 1 2
or = Attach to Form 920, Form 990-EZ, or Form 990-PF.

Department of the Treasury
Internal Revenue Service

Name of the organization Employer identification number

THE BARTH SYNDROME FOUNDATION, INC. 22-3755704

Organization type(check ong):

Filers of: Section:

Form 990 or 990-EZ 501(c) 3 ) (enter number) crganization
4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization

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

[]
L]
Form 990-PF |:| 501(c)(3) exempt private foundation
]
L]

501(cH(3) taxable private foundation

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

General Rule

|:| For an arganization filing Form 980, 990-EZ, or 990-PF that received, during the year, $5,000 or more (in money or praperty) fram any one
contributor. Complete Parts | and I1.

Special Rules

For a section 501(c)(3) organizaticn filing Form 990 or 990-EZ that met the 33 1/3% support test of the regulations under sections
509(a)(1) and 170(b)(1){(A)(vi) 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 (i) Form 990, Part VIII, line 1h, or (i) Form 930-EZ, line 1. Complets Parts | and 11

|:| For a section 501(c)(7), (8), or (10) organization filing Farm 890 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 |, Il, and 1l

|:| For a section 501 (c)(7), (8), or (10) organizatien filing Form 990 or 990-EZ that received from any one contributor, during the year,
contributicns for use exclusively for religious, charitable, etc., purposes, but these centributions did not total to mere 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.,
purpese. Do not complete any of the parts unless the General Rule applies to this organization because it received nonexclusively
religious, charitable, etc., contributions of $5,000 or more during the year |

Caution. An organization that is not covered by the General Rule and/cr the Special Rules does not file Schedule B (Form 930, 990-EZ, or 930-PF},
but it must answer "No" on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on Part |, line 2 of its Form 9980-PF, to
cettify that it does not meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990, 990-EZ, or 990-PF. Schedule B (Form 980, 990-EZ, or 330-PF) (2012)

223451
12-21-12



Schedule B (Form 990, 980-EZ, or 9890-PF) (2012)

Page 3

Name of organization

Employer identification number

THE BARTH SYNDROME FOUNDATION, INC. 22-3755704
Part Il Noncash Property (see instructions). Use duplicate copies of Part || if additional space is needed.
(a)
(c)
No.

n— i > FMV (or estimate) td) i
from Description of noncash property given . . Date received
Part | (see instructions)

(a)
{c)
No.

s e il : FMV (or estimate) td) .
from Description of noncash property given ; . Date received
Part 1 (see instructions)

(a)
(c)
No.

— tel . FMV {or estimate) i) i
from Description of noncash property given L . Date received
Part | (see instructions)

(a)
{c)
No.

2 tel z FMV (or estimate) ) .
from Description of noncash property given i 2 Date received
Part | (see instructions)

(a)
(c)
No.

— tel . FMV {or estimate) {d) i
from Description of noncash property given . . Date received
Part | (see instructions)

(a)
{c)
No.

s fal : FMV (or estimate) td} .
from Description of noncash property given E " Date received
Part | (see instructions)

223453 12-21-12
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Schedule B (Form 990, 990-EZ, or 990-PF) (2012) Page 4
Name of organization Employer identification number

THE BARTH SYNDROME FOUNDATION, INC. 22-3755704
Part TN E"C’”ﬁ"”e’ﬁﬁ Teligious, chaniable, eic., inQividual contrBUToNns 10 Secton BUI(C)(7), (8), OF (10) organizanons thal total more than §1,000 Tor e
omplet:

year. e columns {a) through (&) and the following ling antry. For organizations completing Part [1l, enter
the total of exclusively religious, charitable, stc., contributions of $1,000 or less for the year. e i sintomiat an once]

Use duplicate copies of Part 11l if additional space is needed.

(a) No.
Igr:?rrtnl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
;ro?’ll {b) Purpose of gift {c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
IErOTI (b} Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
{e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
Igr:?rrtnl (b) Purpose of gift {c) Use of gift {d) Description of how gift is held
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
223454 12-21-12 Schedule B (Form 990, 990-EZ, or 990-PF) {2012)
20
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OMB Na. 1545-0047

SCHEDULE D Supplemental Financial Statements 2012

(Form 990) P Complete if the organization answered "Yes," to Form 990,
Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 111, 12a, or 12b. Open to Public
D 7 the T s
|nT2rT1r;|mF?$;u}eZe§feuw P Attach to Form 990. B+ See separate instructions. Inspection
Name of the organization Employer identification number
THE BARTH SYNDROME FOUNDATION, INC. 22-3755704

| Part | I Organizations Maintaining Donor Advised Funds or Other Similar Funds or ACCOUI‘\‘tS.CompIete if the
organization answered "Yes" to Form 990, Part 1V, line 6.

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

Total number gtend of year

Aggregate contributions to (during year)

Aggregate grants from (during year)

Aggregate value stendofyear

GO b WK =

Did the organization inform all denors and denor advizors in writing that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal contral? |:| Yes |:| No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only

for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring

impermissible private benefit? |:| Yes |:| No

]T’art Il | Conservation Easements. Complete if the organization answered "Yas" to Form 990, Part IV, line 7.

1 Purpose(s) of conservation easements held by the crganization (check all that apply).
Preservation of land 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 cpen space

2 Complete lines 2a through 2d if the organization held a qualified conservation contributicn in the form of a conservation easement on the last

day of the tax year.
Held atthe End of the Tax Year
a Total number of conservalion Basements 2a
b Total acreage restricted by conservation easements 2p
¢ Number of conservation easements on a cerified historic structure included in@ 2c
d Number of conservation easements incluced in (¢) acquired after 8/17/06, and not on a historic structure
hgtaiieeieRatoial Hedsll s R 2d

3  Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p
4 Number of states where property subject to conservation easement is located P
5 Does the organization have a written policy regarding the pericdic monitoring. inspection, handling of
violations, and enforcement of the conservation easements it holds? |:| Yes |:| No
6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year
7 Amount of expenses incurred in mohitoring, inspecting, and enforcing conservation easements during the vear p §
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)
BG SECHON TTOMMANBIIT ..o e et e [ Tves [ Ino
9 InPart Xlll, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and
include, if applicable, the text of the foothote to the organization’s financial statements that describes the arganization’'s accounting for

conservation easements.

] Part Il | 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 organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of art,
historical treasures, or cther similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part X1,
the text of the foctnote to its financial statements that describes these items.

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

(i} Revenues included in Form 990, Part VIl line 1 s

(i) Assets included in Form 990, Part X |

2 If the organization received or held waorks of art, historical treasures, or other similar assets for financial gain, provide
the following amounts required to be reported under SFAS 1186 (ASC 958) relating to these items:

a PRevenues included in Form 990, Part VIll, lined |
b Assets included in Farm GO0, Part K [
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 920. Schedule D (Form 980) 2012
e
21
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Schedule D (Form 990) 2012 THE BARTH SYNDROME FOUNDATION, INC. 22-3755704 page2
[Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetscontinued)
3 Usingthe organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items
(check all that apply):
a |:| Public exhibitien d |:| Leoan or exchange programs
b |:| Schalarly research e |:| Other
c |:| Preservgtion for future generations
4  Provide a description of the erganization’s collections and explain how they further the crganization’s exempt purpose in Part XII1.
5 During the year, did the arganization salicit or receive donations of art, historical treasures, or other similar assets
to be sold tg raise fungs rather than to be maintained as part of the organization's collection? .o |:| Yes |:| No
| Part IV I Escrow and Custodial Arrangements. Complete if the organization answered "Yes® to Form 990, Part IV, line 9, or
reperted an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custedian or other intermediary for contributions or other assets not included
on Form 990, Part X? |:| Yes |:| No

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

Amount
¢ Beginning balance B i [+
d Additions during the year 1d
e Distributions during the YEER e e s 1e
f Ending balance 1f
2a Did the arganization include an amaunt on Form 980, Part X, ine 210 [ ] Yes [ ] No
b _If "Yes, ' explain the arrangement in Part X111 {Check here if the explanation has been provided in Part X1 oo
]_Part vV | Endowment Funds. Complete if the organization answered "Yes' to Form 990, Part IV, line 10.
{a) Current year {b) Prior year {c) Two years back | {d) Three years back | {e) Four years back

1a Beginning of year balance
Contributions
Net investment earnings, gains, and losses
Grants or scholarships ...
Other expenditures for facilities
and programs
Administrative expenses

g End of year balance
2 Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:

a Board designated or quasi-endowment P %

b Permanent endowmant %

¢ Temporarily restricted endowment p %

The percentages in lines 2g, 2b, and 2¢ should equal 100% .

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

[~ E = S ¢ B =

—

by: Yes | No
() wnrelatec OrganiZatiONS et 3a(i)
{iiy related crganizations 3alii}
b If "Yes" to 3alii). are the related organizations listed as required on Schedule R7 3b
Describe in Part Xl the intended uses of the organizgtion's endowment funds.
I_Part VI [Land, Buildings, and Equipment. See Form 990, Part X, line 10.
Description of property (a) Cost or other (b) Cost or other {c) Accumulated {d} Book value
basis (investment) basis (other) depreciation
1a Land
b Buildings
¢ Leasehcld improvements
d Eguipment
N 1)
Total. Add lines 1a through 1e. {Column (d) must equal Form 990, Part X, column (B), ine 10(c).) ... B 0.
Schedule D {(Form 990) 2012
232052
12-70-12
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Schedule D (Form 990) 2012 THE BARTH SYNDROME FOUNDATION,

INC.

22—3755704 Paqes

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

{a) Description of security or catsgory (nciuding name of security) (b} Book value

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

(1) Financial derivatives

(2) Closely-held equity interests

(3) Other

(A)

(B)

(9]

(D)

(E)

3]

@

(H)

(n

Total. (Gol. (b) must equal Farm 994, Part X, col. (B) ling 12.)

[Part VIII] Investments - Program Related. See Form 990, Part X line 1

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

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

(1)

(2

(3)

(4)

(5)

(®)

(7

(8)

©)

(10)

Total. (Col. (b) must equal Form 999, Part X, col. (B} line 13.) |

[PartIX] Other Assets. see Form 990, Part X, line 15.

(a) Description

{b} Book value

(1)

)

()

(4

&)

(&)

("

(8)

S)]

(10

Total. (Column (b) must equal Form 980, Part X, col. (B) line 15.)

| Part X | Other Liabilities. sse Form 990, Part X, line 25.

1. {a) Description of ligbility

(b) Book value

(1) Federal income taxes

@

(3

()

(5)

(&)

(%)

&

G

{0)

(a1

Total. (Column (b) must equal Form 880, Part X, col. B) ine 25.) ... .. »

2. FIN 48 (ASC 740) Footnote. In Part Xlll, provide the text of the foothote to the arganization’s financial statements that reports the organization’s
liahility for uncertain tax positions under FIN 48 [ASC 740). Check here if the text of the footnote has been provided in Part XIIL ...

232053
12-10-12
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Schedule D (Form 990) 2012 THE BARTH SYNDROME FQUNDATION,

_INC.

22 3755704 Paqe4

[Part XI | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return

1 Total revenus, gains, and cther support per audited financial statements ...~~~ 1 880 f 445.
2 Amounts included on ling 1 but not on Form 990, Part VI, line 12:

a Net unrealized gains en investments 2a 990.

b Danated services and use of facilities 2b

¢ Recoveries of prior yeargrants 2c

d Other (Describe in Part Xl11.) 2d

e Addlines Zathrough 2d 2e 990
3 Subtractline 2efrom e 1 e et 3 879,455.
4  Amounts included on Form 990, Part VI, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part VIII, linevb 4a

b Other (Deseribein Part XILY 4b

¢ Addlinesdaandd4b 4c 0.
5 Total revenue. Add lines 8 and 4e. (This must equal Form 890, Part i fine 12) . ... ... 5 879,455.

| Part Xl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return

1 Total expenses and losses per audited financial statements =~ 1 956 P 309.
2  Amounts included on line 1 but not on Form 990, Part X, line 25:

a Donated services and use of facilities 2a

b Pricer year adjustments 2b

c Otherlosses 2c

d Other (Describein Part XULY 2d

& Add linss 2a through 2d 2a 0.
3 Subtract line 2e from line 1 3 956 ‘ 3089.
4 Amounts included on Form 890, Part IX, line 25, but not on ling 1:

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

b Other (Describe in Part ity 4b

G AU NS B8 AN A e 4c 0.

Total expenses. Add lings 3 and 4¢. (This must equal Form 890, Part |, fine 18.) ..o 5 956 £ 309,

]T’art Xlll] Supplemental Information

Complete this part to provide the descriptions required for Part 11, lines 3, 5, and 9; Part lll, lines 1g and 4; Part IV, lines 1b and 2b; Part V, line 4; Part
X, line 2; Part X|, lines 2d and 4b; and Part Xll, lines 2d and 4b. Also complete this part to provide any additional information.

232054
12-10-12

24

Schedule D {Form 990) 2012

11540314 756282 06158-000 2012.03020 THE BARTH SYNDROME FOUNDATI 06158-01



cl-gl-gl
mN IDLEss

(zLoz) (066 WaCH) | INpaYas 066 WAGH J0) SUOIONIISU| 3Y} 938 ‘a0ijoN 10V ucionpay ylomiaded 104 WH
s P B R S T R TR e
7 g B S S S e B N RS SRS B R e R i G T R N B S,

HodYdsay 0 "GLT TE ¥/ TT9E890-¢F 8O0FT-ZTTEY OH “SINOT LS

FEOT X089 'EAY EIVAESOY 00L
NOLDNMTHSVYM J0 ALISHAATNDO

HOHYESHEY "0 000" 0F (€} (2)T0S €890602 245 TTIZTZ QW ENOHILTYE
LEAELE SHTHYHD HIMON Q0FE
ALSIMIAING SNINAOH NHOD SHL

HOUVASH Y "0 "o00 ‘0w (£3(2)T09 TF¥PRLLE-¥O GTTED ¥ ' NOISOH
HANIAY JOOMDNOT DOE
NOLS0d J4AC TVLISOH 5, NHYITIHD

HOHvEsEY 0 "000 0% (€)(2)T09 E568T0T-F¢ 90T¥F HO ONYTIHAETO
HONIAY JITO0H 0060T
ALTEHAATNN FAWASHY NMALZAM HSVD

HOHYESHEY "0 000" 0F {€}(2)T09 6Z¥BE09 8E TOZ8Y IN ' ITOYIEG
TIVH NATTNOS LP0S
ALISHEAIND HINLS INAYM

HOHVASHY 0 *go0 0¥ ¥/N 8T00T AN “¥HOX MEN
HONIAY LB8HId 0SS
ANTDIAEAW A0 TOCHOS ALSIMHATNN AN

4 _rmEb, FOURISISSE
[esieidde ‘a4
SoUBISISSE IO 90UBISISSE YsSea-ucu ; ysea-uou welf yseo s|qeandde y uswweAoh Jo
M0oq) uonen|ea
juesB jo asoding (u) Jo uopduosaq (B) JO UNoWNy (@) J0 Junowy (p) ucieas oyl (@) NIERCH uoneziuefiio Jo $S3IPRE puE awe () L

40 pousan (1)

‘pepesU s 80BdS |BUCIIPPE || peledldng g UBD || Led '000°G$ UBY] S10L paAlsdad 1ey) Jusidioal
Aue J0) 'L BuUll ‘Al HEd ‘066 WG 01 S84, paiemsue ucneziuebio syl ji e1edwos "s91e1S paHU eyl ul suoneziuebig pue SJUSWUWISAOL) 0] 82UBISISSY JOYID pUe SJUBID) _ I ved _
‘SHIELS PSHUN 38U Ul SpUny JukID 1O 85N 8y BULIOHUGLL 10} SBINpad0ad S UORZIUBDIO 8UI A] HE4 U1 aquass] g

OoN _H_ SBA .H .................................................................................................................................................................................... £2ouUEelsISse 10 SIUEIB 8yl pJeME O] Pasn BUSID
LU0II28|8S S84l PUB ‘SDUBISISSE 10 SIURIB syl oy ANqiBle sesjurib syl ‘eourlsisse 40 S1Uelb syl Jo JUNcLWe SUl 81BIUBISqNS 0] SpJoodsd ueluiew uojeziuehio syliseog L

S2URISISSY PUB SJURIE) U0 UGIIBLULIOI| [BI3UaL) | LBd
FO0LGGLE-CC *ONI ‘NOILVYANNOA HHWOMANAS HIAYL HHL

Jaquunu uciiesynuap! JeAojdwg uoigeziuebio eyl Jo swey

uanaadsu) 066 W04 0} Y2ENY -« B01UES BNUSAEY [BUE|

algny o} uadg €T 40 L2 8ul| ‘Al 1MBd ‘066 Wwaod 01,58 ), pauamsue uoiieziuebio ayl ji s19jdwon AinsRal] B4p4oauRIRdR

NF. QN S3JBIS PAjIU) 34} Ul S[ENPIAIPU] PUE ‘SIUSLLILLIBACL)
‘suoipeziueBiQ 0] aoUBISISSY JaUl0 PUE SJUBIG {066 wod)
JFOD-GEGL 0N FNG 13TINA3IHOS




21-10-50
w N | +3eed

(066 Wiicd) | @INpayds
HOUMVASHY| "0 “ooo’oF ¥PPTIS009-96 £60T6 ¥o 'wIIOoD
V1 - WATHd NYWIID 00§65 - ODEIC
N¥S IV YINMOATTYD 4C AIISHEATIND
HOUVESEY ¢ "690 9% (€)(D)TOY &96%2ST-28 SOZIZ QW EEOWILIVH
AYMOYOME HIUON LOL
HINLTLSNT HADETHE ACANNEN

{tey30 ‘|jesiudde
‘AN Heoq) JOURISISSE
SoUBISISSE 10 2oURISISSE YSeI-ucu uoienea yseo-uou welb yseoa sjqeandde y swiwaaoh 4o uoneziuebio
ueb yo ssoding {u) J0 uopdunssg (B) J0 pousiy (1) jounowy (8) | jojunouwy (p) UORDES JH| (2) NER () 0 SSRIRPE PUB SWEN (&)

(' ved ‘(o6 wucd) | 8npeyas) $8181S PoHUN Y1 Ul suoneziuebid) pue SJUSWUISAOL) O] 82URISISSY JOLLD PUR SJUBIE) JO UCIIENUIUOCD)

11 1ed

| 8RB FOLGGLE-2T

*ONI

'NOILYaNNOA HWQYANAS HILAVE HHL

(086 WIod) | 3|Npayds



(2102} (066 wacd) | /Inpeyosg

N.N gl-gl-cl colgge

*SONIANIJL THHSITIENd ANV SV TTTHEM SY SO OL LNES

Hg 0L QEFYINOEY SI SIINSHEY HOUVESHY HHIL J0 A¥YYWWAS ¥ 'M¥OM HHI A0 NOILATIWOD

ONIMOTIOA *T¥3530d0¥d TYNIDIHO HHI HLIM HONVYAIOODOY¥ NI HAYHW ONIHE SI S535H¥YDONd

dIGVNOSVYEY LVHI NV JdINNVId S5V DNINNILNOD SI HOYVHESHY HHL LVHL DNIALILAHD

LNIHADOd ¥ NOIS LSNW INITJTOHdE LNVED JHL ANV NOILALILSNI dHL 40 dd0I440

ONTAAILEED FHI ‘SINIWAYA ININOHSENS ANV OL ¥0I¥Nd ANY "daLJIVAIAHI SHINOW

XIS AddAH °“OLNEIdIJOHY LNVED HHL 40 47IVHID NO LNVHD HHL DNIAIEIHY NOILLALILSNI

dHL A0 dH3IA40 DNILOVALNOD HHIL HOHA SANNL A0 H50 HHL A0 NOILVIIAILYHD

AATN0EY EM ' INAWAYd ANY ONIMYH OL ¥0Idd :g EANIT ‘I I¥¥d "I FTNAAHDS

"UOELLLOUI [RUORIPRE J3U30 AUE pUE ‘(g) uwnioa || Hed 'z 8ull | Hed ul painbal uoewaou aui spinold o3 ped siuy s1sidwen -uoeuwnoju] jepuswaiddng _ Al Hed _

(1eyro ‘|esieidde ‘Apd ooq) | stuelsisse yseo welb ysea spuaidioas

souelsIsSE Yseo-uou Jo uonduasaq (1) uoien|ea jo poylay (@) -ucu Jo junowyy (p)|  Jo unowy (9) 10 4sguiny (Q) souesisse Jo Juelb jo adA] (B)

‘pepsau s| soeds [RUOIIPEE § perednp aq ued ||| Led
‘228Ul ‘Al HRd ‘086 W0 01, S8, palamsue uoeziueBio aul y 8391dwon 'sa1es paliun Ayl U1 S[ENPIAIPU] 0} 20URISISSY JAYI0) PUR SJUBIL _ il ¥ed _

Z3bed FOLSGLE-CE *ONT "NOILYANNOA FTWOWMANAS HILUYE HHIL (102} {066 L0 | BINPSYDS



SCHEDULE J Compensation Information

{Form 990) For certain Officers, Directors, Trustees, Key Employees, and Highest
Compensated Employees
p» Complete if the organization answered "Yes" to Form 990,
Part IV, line 23.

Department of the Treasury

OMB Na. 1545-0047

2012

Open to Public

Internal Revenue Service P Attach to Form 990. P See separate instructions. Inspection
Name of the organizaticn Employer identification number
THE BARTH SYNDROME FOUNDATION, INC. 22-3755704
|_Part I | Questions ﬁegard-i ng Compensation
Yes | No
1a Check the appropriate box(es) if the organization provided any of the following to or for g person listed in Form 990,
Part VI, Section A, line 1a. Complete Part lll to provide any relevant infermation regarding these items.
First-class or charter travel Housing allowance or residence for personal use
Travel for companions |:| Payments for business use of personal residence
Tax indemnification and gross-up payments |:| Health or social club dues or initiation fees
|:| Discretionary spending account |:| Personal services (e.g., maid, chauffeur, chef)
b If any of the boxes on line 1a are checked, did the organization follow a written pelicy regarding payment or
reimbursement or provision of all of the expenses described above? If "No," complete Part Ill to explain 1b
2 Did the organization require substantiation prier to reimbursing or allowing expenses incurred by all officers, directors,
trustees, and the CEC/Executive Director, regarding the items checked in linet2? 2
3 Indicate which, if any, of the following the filing organization used to establish the compensation of the crganization’s
CEO/Executive Directer. Check all that apply. Do not check any bexes for methods used by a related organization to
establish compensation of the CEC/Executive Director, but explain in Part 111
Compensation committee Written employment contract
Independent compensation consultant Compensation survey or study
Form 990 of other crganizations Approval by the board or compensation committee
4 During the year, did any parson listed in Form 990, Part VI, Section A, ling 1a, with respect to the filing
organization or a related organization:
& Receive a severance payment or change-of-control payment? i 4a X
b Participate in, or receive payment from, a supplemental nongualified retirement plan? 4b X
¢ Partticipate in, or receive payment from, an equity-based compensation arrangement? 4c X
If "Yes" to any of lines da-c, list the persens and provide the gpplicable amounts for each item in Part 1.
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, line 13, did the organization pay or accrue any compensation
contingent ¢n the revenues of:
a Theorganization? Sa X
b Any related organization? &b X
If "Yes" te line 5z or &b, describe in Part IIl.
& For perscons listed in Form 980, Part VI, Secticn A, line 1a, did the arganization pay or accrue any compensation
contingent on the net earnings of:
a Theorganization? Ga X
b Any related organization T 6b X
If "Yes" te line Ga or Bb, describe in Part 11
7 For persons listed in Form 990, Part VI, Section A, line 1a, did the organization provide any nonfixed payments
not described in lines 5 and 67 If "Yes," describe in Part Ul 7 X
8 Were any ameounts reported in Form 890, Part VII, paid or accrued pursuant to a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(2)(3)? If "Yes," describeinParti . 8 X
9 If "Yes"to line 8, did the arganization also follow the rebuttable presumption procedure described in
i M1 lh L e e R B o e Bl et O —— )
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 920} 2012
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OMB Na. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 2012

(Form 990 or 990-EZ)

Caomplete to provide information for responses to specific questions on

Form 990 or 990-EZ or to provide any additional information. QO to Publi
Department of the T pen 1o Fublic
In?griralmggve%ue%e;s:;uw P> Attach to Form 990 or 990-EZ. Inspection
Namae of the organization Employer identification number
THE BARTH SYNDROME FOUNDATION, INC. 22-3755704

FORM 950, PART I, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

ORGANIZATIONS ADDRESSING THE CAUSES, DIAGNOSIS, TREATMENT AND CURE OF

BARTH SYNDROME; AND 3) TO ASSIST IN THE SUPPORT OF FAMILIES WITH

CHILDREN SUFFERING FROM BARTH SYNDROME.

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

COSTS RELATING TO AWARENESS AND THE BSF FAMILY SERVICES PROGRAM.

EXPENSES § 96,314. INCLUDING GRANTS OF § 0. REVENUE $ 0.

FORM 990, PART VI, SECTION A, LINE 2: STEPHEN AND KATHERINE MCCURDY ARE

HUSBAND AND WIFE. IN ADDITION JOHN AND SUSAN WILKINS ARE MOTHER AND SON.

FORM 950, PART VI, SECTION B, LINE 11: THE FORM 990 IS SENT TO THE FULL

BOARD OF DIRECTORS VIA EMATL PRIOR TO BEING FILED WITH IRS. ALL DIRECTORS

ARE AFFORDED THE OPPORTUNITY TO ASK QUESTIONS AND OFFER EDITS. THE DECISION

OF WHETHER TO MAKE EDITS IS MADE BY THE STAFF PERSON 1IN CHARGE OF FINANCES

WITHIN THE ORGANIZATION IN CONJUNCTION WITH CONSULTATION WITH OUR TAX

PREPARER .

FORM 990, PART VI, SECTION B, LINE 12C: EACH BOARD MEMBER AND ALL

EMPLOYEES WHO CAN INFLUENCE THE ACTIONS OF BARTH SYNDROME FOUNDATION (BSF)

MUST FILL OUT AN ANNUAL DECLARATION STATING THAT THEY HAD NO CONFLICTS OR

IDENTIFYING THE NATURE OF THEIR INTERESTED PARTY TRANSACTIONS. IT IS THE

RESPONSIBILITY OF THE BOARD, OFFICERS, AND MANAGEMENT EMPLOYEES TO

SCRUTINIZE THEIR TRANSACTIONS AND OUTSIDE BUSINESS INTERESTS AND

RELATIONSHIPS FOR POTENTIAL CONFLICTS AND TO IMMEDIATELY MAKE SUCH
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2012}
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Schedule O (Form 990 or 990-E4) (2012) Page 2
Name of the organizaticn Employer identification number

THE BARTH SYNDROME FOUNDATION, INC. 22-3755704

DISCLOSURES. THE BOARD SHALL DETERMINE WHETHER A CONFLICT EXISTS AND IN THE

CASE QF AN EXISTING CONFLICT, WHETHER THE CONTEMPLATED TRANSACTION MAY BE

AUTHORIZED AS JUST, FAIR, AND REASONABLE TO BSF.

FORM 990, PART VI, SECTION B, LINE 15: EACH YEAR, THE EXECUTIVE AND

COMPENSATION COMMITTEES REVIEW COMPARABLE SALARIES BASED ON A RECOGNIZED

STUDY, REVIEWS INFORMATION FROM OTHER COMPARABLE ORGANIZATIONS' 990'S, AND

REVIEWS THE PERFORMANCE OF THE EXECUTIVE DIRECTOR AND THE KEY EMPLOYEES TO

DETERMINE IF THE EXISTING SALARIES FALL WITHIN THESE RANGES. AFTER A

DELIBERATION OF THIS MATTER, A NEW PROPOSED SALARY AND BENEFIT PACKAGE IS

VOTED ON. THE MINUTES OF THE BOARD OF DIRECTORS REFLECT THE NATURE OF THIS

PROCESS.

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

MA,NY,CT,NJ,IL,TN,PA,VA,CA,FL,MD,UT,GA ,KS

FORM 990, PART VI, SECTION C, LINE 19: THE FOUNDATION MAKES ITS GOVERNING

DOCUMENTS, CONFLICT OF INTEREST AND OTHER POLICIES, AND FINANCIAL

STATEMENTS AVAILABLE TO THE PUBLIC ON ITS WEBSITE AND/OR BY REQUEST.

THERE HAS BEEN NO CHANGE FROM THE PRIQOR YEAR IN THE OVERSIGHT OF THE

AUDIT AND SELECTION OF THE INDEPENDENT ACCOUNTANT. THE FOUNDATION HAS

AN AUDIT CCOMMITTEE COMPRISED OF THE CHAIRMAN, TREASURER AND SECRETARY.

THE AUDIT COMMITTEE IS RESPONSBILE FOR THE SELECTION OF THE INDEPENDENT

ACCOUNTANT AND FOR THE OVERSIGHT OF THE AUDIT OF THE FINANCIAL

STATEMENTS .

Stas Schedule O {Form 990 or 990-EZ) {2012)
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IRS -_fi= Signature Authorization OME Ho. 1545- 1878
rom 8879-EQO for an Exempt Organization
For calendar year 2012, or fiscal year beginning , 2012, and ending 20 20 1 2
Dépaniientofihe Tty P Do hot send to the IRS. Keep for your records.
Internal Revenue Service
Name of exempt organization Employer identification number
THE BARTH SYNDROME FOUNDATION, INC. 22-3755704

Name and title of officer

LITNDSAY B. GROFF

EXECUTIVE DIRECTOR

[Partl | Type of Return and Return Information (whols Dollars Only)

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

1a Form 990 check here P b Total revenue, if any (Form 980, Part VIII, column (&), ling 12) 1b 879455
2a Form 990-EZ check here P [ b Total revenue, if any (Form 990-EZ,line9) 2b
3a Form 1120-POL checkhere B [ 1 b Totaltax (Form 1120POL, ne22) 3b
4a Form 990-PF check here P |:| b Tax based on investment income (Form 990-PF, Part V1, line 5) 4b
5a Form 8868 checkhere B [__| b Balance Due (Form 8868, Part |, line 3c or Part II, line 8¢) ... 5b

[Partll | Declaration and Signature Authorization of Officer

Under penalties of perjury, | declare that | am an officer of the above organization and that | have examined a copy of the organization’s 2012
electronic return and accompanying schedules and statements and to the best of my knowledge and belief, they are true, carrect, and complete. |
further declare that the amount in Part | gbove is the amount shown on the copy ot the organization’s electronic retum. | consent to allow my
intermediate service provider, transmitter, or electrenic return originator (ERQ) to send the organization’s retumn te the IRS and to receive from the IRS
{a) an acknowledgement of receipt or reason for rejection of the transmission, {b) the reason for any delay in processing the return or refund, and (¢}
the date of any refund. If applicable, | authorize the U.S. Treasury and its designated Financial Agent to initiate an electronic funds withdrawal (direct
debit) entry to the financial institution account indicated in the tax preparation software for payment of the organization’s federal taxes owed on this
return, and the financial institution to dehit the entry to this account. To revoke a payment, | must contact the U.S. Treasury Financial Agent at
1-888-353-4537 no later than 2 business days prior to the payment (settlement) date. | also authorize the financial institutions involved in the
pracessing of the electronic payment of taxes to receive confidential information necessary to answer inquiries and resolve issues related to the
payment. | have selected a perscnal identification number (PIN) as my signature for the organization’s electrenic return and, if applicable, the
organization's consent to electrenic funds withdrawal.

Officer’s PIN: check one box only

| authorize GRAY , GRAY & GRAY, LLP toentermyPIN| 55704 |

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

as my sighature on the arganization’s tax year 2012 electronically filed return. If | have indicated within this return that a copy of the return
is being filed with & state agency(ies) regulating chatities as part of the IRS Fed/State program, | also authorize the aforementioned ERO to
enter my PIN on the return’s disclosure consent screen.

|:| As an officer of the organization, | will enter my PIN as my signature on the organization’s tax year 2012 electronically filed return. If | have
indicated within this return that a copy of the return is being filed with a state agencylies) regulating charities as part of the IRS Fed/State
program, | will enter my PIN on the retum’s disclosure consent screen.

Officer's signature Date

[Partlll| Certification and Authentication

ERO’s EFIN/PIN. Enter your six-cigit electronic filing identification

number (EFIN) followed by your five-digit self-selected PIN. | 04350362951 |

do not gnter all zeros

| certify that the above numeric entry is my PIN, which is my signature on the 2012 electronically filed return for the arganization indicated above. |
confirm that | am submitting this retumn in accordance with the requirements of Pub. 4163, Modernized e-File (MeF) Informaticn for Authorized IRS
e-fife Providers for Business Returns.

ERO's signature Datz b=

ERO Must Retain This Form - See Instructions
Do Not Submit This Form To the IRS Unless Requested To Do So

LHA For Paperwork Reduction Act Notice, see instructions. Form B879-EO (012)
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