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Form 990 Rotudieabidatanil
Return of Organization Exempt From Income Tax 2016
Under section 501(c), 527, or 4947(a){1) of the Internal Revenue Code (except private foundations) .
- "
Departmant o ine Trassury - Inormation Sbout Form 850 1nd 1S ebucions = 5 kv re.gawifermoa0. - Onepacton
A For the 2016 calendar year, or tax year beginning Jul 1 , 2016, and ending Jun 30 , 2017
B Check if appiicable. C Nameoforganzaton BEYOND BATTEN DISEASE FOUNDATION D Employer identification number
Address change Doing business s 26-3223661
Name change Number and street (or P O box if mail 1s not delivered to street address) Room/suite E Telephone number
initial retumn PO BOX 50221 (512) 275-2600
Final retumhermnated City or town, state or provincs, country, and ZIP or foreign postal code
Amendedrewm  [AUSTIN TX 78763 G Grossrecelpts $ 3,291,927,
Apphcation pending | ' Name and address of principal officer H(a) s this a group retum for subordinates? Hvs ﬁ No
MARY BETH KISER 4004 MARATHON BLVD AUSTIN TX 78756 |"® Arp sl subordnates incuded?
| Taxekempistatis  [X]5010@) | [501@9) ( )< (nsetno) | Jaoar@nyor | 527
J Website: > WWW.BEYONDBATTEN.ORG H(c) Group exemption number P
K Form of organizati IXI(‘ P | I mst [ lAsodauon | lOthar> ILYearoffovmahon: 2008 IMStatadlegaldamdh: TX
[Partil';!| Summary
1 'Bneﬂy descnbe the organlzatlon 'S m:ssiprl or most _sngnlﬁgﬂt _a_cgv_r_tse_s_ _ . TO ERADICATE BATTEN DISEASE BY
@ 'EQNPIIEG_ RESEARCH_TO_ FIND_A CURE, AND_BY DEVELOPING A_SIMPLE RARE DISEASE ________
g GENETIC TEST_TO DETECT THE GENE MUTATIONS FOR _BATTEN_DISEASE AND HUNDREDS _ _ __ _ __
£ OF OTHER DEVASTATING_GENETIC DISEASES THAT AFFECT CHILDREN. __ _ __ __ _________ __
31 2 Check this box ™ [:]_rf the organization discontinued its operations or disposed of more than 25% of its net assets
ol 3 umber of voting members of the governing body (Part Vi, line1a). . . . . . . . . ... ... ... ..., 3 6
ﬁ 4 Number of iIndependent voting members of the governing body (Part VI, iline1b) . . . . . .. .. ... ... 4 6
§ 5 Total number of individuals employed in calendar year 2016 (PartV,line2a). . . . . . . ... ... .. .. 5 7
% 6 'll'otal number of volunteers (estimateifnecessary) . . . . . . . . . .. . . o o ol 6 400
<! 7a Total unrelated business revenue from Part VIIl, column (C), line12 . . . . . . . .. .o vttt o 7a 0.
b Net unrelated business taxable income from Form 990-T,line34. . . . . . . .. ... .. ... ... ... 7b 0
Prior Year Current Year
® 8 Contributions and grants (Part Vil line1h). . . . . . . ... . ... o oL 1,970,876. 2,171,376.
2| 9 Programservice revenue (Part VIIL line2g) . - - - - -« ¢t i ottt i e e
% 10 [nvestment income (Part VIii, column (A), lines3,4,and7d) . . . . . . .. ... ... .. 1,143. 34.
& | 11 Other revenue (Part VIII, column (A), fines 5, 6d, 8¢, 9¢, T0C, and 11e). e s 170,690. 787,851.
12 Total revenue — add lines 8 through 11 (must equal Part VIil, oolumn"(A)b-'h'neVZ)-D ces 2,142,709. 2,959,261.
w 13 Grants and similar amounts paid (Part IX, column (A), li 1-3) o oo e UV-) 684,765. 2,559,730.
g 14 Benefits paid to or for members (Part IX, column (A), lin % -NOY-Q 292 017 Q
=z |15 Salaries, other compensation, employee benefits (Part lxd‘oolumn (A), ines 5-10) . EQ 418,973. 448,784.
=z § 16a Professional fundraising fees (Part X, column (A), line 11€) - . nome o =
E; §- b Total fundraising expenses (Part X, column (D), line 25)k»- -N3i2 J24 Q.J L ! . |
(] 17 Other expenses (Part IX, column (A), lines 11a-11d, 11f-24e). . . . . . . ... .. .. .. 343,269. 579, 625.
'("_)—‘ 18 [Total expenses. Add lines 13-17 (must equal Part IX, column (A), line25) . ... ... .. 1,447,007. 3,588,139.
| 19 Revenue less expenses Subfractline 18 fromline12 . . . ... ... ... .., ..., 695,702. -628,878.
Z‘if § Beginning of Current Year End of Year
$8[ 20 Totalassets(PartX,line16) . . . . . . . . . . .« i i ittt e e 137, 080. 634,210.
g%f 21 [Total liablliies (Part X, fine26) . . . . . . . . . . o o i i i e e 272,573. 1,398,581.
:z"é Net assets or fund balances. Subtract line 21 fromline20 .. ... ............ -135,493. -764,371.
[Part{i¥}]Signature Block
Under penalties of perjury, | declars that | have examined this retum, d and stataments, and to the bast of my knowledge and belief, it is true, comrect, and

complete. Detiaration of praparar (other than officer) ls,fsed on alyinformatjon of whlch,preparer has any

y 1] MIVACT & ATl

Sign Signature of officer c .
Here p MARY BETH KISER Yy~  PRESIDENT/CEO
Type or print name and ttle
Print/Type preparer's name Date Check U ¢ |PTIN
Paid Peter L. Allman, CPA %W 110/31/17 self-employed P00648533
Preparer [Fmsname ™ Allman & AssocMatks inc.
Use Onjy |rmsadaess ™ 9600 Great Hills Trail, Suite 150W FmsEIN > 46-2979080
Austin TX 78759 Phoneno. (512) 502-3077
May the IRS discuss this retum with the preparer shown above? (see instructions) . « « « « = v o v v v o vt v v v v v v v s fx]Yes | [No
BAA For|Paperwork Reduction Act Notice, see the separate instructions. TEEA0101 11/16M6 Form 990 (2016)
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Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 2
IRartillill |Statement of Program Service Accomplishments
Check if Schedule O contains aresponse ornotetoanylinemnthisPartlll . . . . . ... . ... ... ... ... ... ...... D
1 Briefly describe the organization’s mission’
TO ERADI CATE BATTEN DISEASE BY FUNDING RESEARCH TO FIND A CURE, AND BY DEVELOPING A SIMPLE

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

Form 990 or 990-EZ7. . . . & o i v i e e e e e e e e e e e e e e e e e e D Yes No
If 'Yes,j descnbe these new services on Schedule O.
3 Dud the organization cease conducting, or make significant changes in how it conducts, any program services? . . . . . . D 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.
Sectnonp 501(c)(3) and 501(c)(4) organizations are required to report the amount of grants and allocations to others, the total expenses,
and revenue, if any, for each program service reported

4a (Code. ) (Expenses $ 2,984,571. including grants of  $ 2,559,730. )(Revenue $ 0.)
TO ACCELERATE THE DISCOVERY AND DEVELOPMENT OF MEDICINES TO PREVENT, TREAT AND CURE

4c¢ (Code ) (Expenses $ including grants of  $ ){Revenue $ )

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

4 Total program service expenses ™ 2,984,571.
BAA TEEA0102 11/16/16

Form 990 (2016)




Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 3
|Part IV |Checklist of Required Schedules

Yes | No
1 s the organization descnbed in section 501(c)(3) or 4947(a)(1) (other than a pnvate foundation)? /f 'Yes,' complete
SChedulB A. . . . o o e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 1 X
2 Is the organization required to complete Schedule B, Schedule of Contnbutors (see instructions)? . . . . . ... ... ... 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates
for public office? If 'Yes, complete Schedule C, Partl. . . . . . . . . . ... .. o e 3 X
4 Section 501(c)i3) organizations. Did the orFanlzatlon encqa,ge in lobbying activities, or have a section 501(h) election
in effect dunng the tax year? If Yes,” complefe Schedule C, Partll . .. -« . . . . . .. v v v i v ool 4 X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-19? If 'Yes,’ complete Schedule C, Partill . . . . . . 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the nght
;g provide advice on the distribution or investment of amounts in such funds or accounts? /f 'Yes,” complete Schedule D,
7= Y2 2 6 X
7 Did the organization recetve or hold a conservation easement, including easements to preserve open space, the
environment, histonc land areas, or histonc structures? If 'Yes,’ complete Schedule D, Part il . . . . . . . . . .. ... ... 7 X
8 Did the organization mamtain collections of works of art, histoncal treasures, or other similar assets? If 'Yes,’
complete Schedule D, Partlll. . . . . . . .« i i i e e e e 8 X
g Did the organization report an amount in Part X, line 21, for escrow or custodial account liability, serve as a custodian
for amounts not tisted in Part X, or provide credit counseling, debt management, credit repair, or debt negotiation
services? If 'Yes,’complete Schedule D, Part IV . . . . . . . . . . . 9 X
10 Did the organization, directly or through a related organization, hold assets in temporanly restncted endowments,
permanent endowments, or quasi-endowments? If 'Yes, complete Schedule D, PartV . . . . . .. ... .. ... ... 10 X
11 If the organization’s answer to any of the following questions Is 'Yes', then complete Schedule D, Parts Vi, VII, VIII, IX,
or X as applicable
a Did the organization report an amount for land, buildings, and equipment n Part X, line 10? /f 'Yes,” complete Schedule
D, Part VI, . o o o e e e e e e e e e e e e e e e e e e e e e s 1Ma X
b Did the organization report an amount for investments — other secunties in Part X, line 12 that 1s 5% or more of its total
assets reported in Part X, line 16? If Yes,’ complete Schedule D, PartVIl. . . . . . . .. . ... ... ... .. 11b X
i ¢ 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 in Part X, line 167 If 'Yes,’complete Schedule D, Part VIl . . . . . . . . ... .. ... 11¢c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported
in Part X, line 16? If 'Yes, complete Schedule D, Part IX . . . . . . . . . . .« . o e e 11d X
! e Did the organization report an amount for other liabilities in Part X, line 257 If "Yes,” complete Schedule D, Part X. . . . . . . 11e X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liability for uncertain tax positions under FIN 48 (ASC 740)? If 'Yes,’ complete Schedule D, Part X . . . . . 11f X
12 a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes,' complete
Schedule D, Parts X1and Xl < . . . o« v o i i i i e e e e e e e e e e e e e e 12a| X
b Was the organization included in consolidated, independent audited financial statements for the tax year? If 'Yes, " and
if the organization answered 'No’ to line 12a, then completing Schedule D, Parts Xl and Xil is optional . . . . . . . . . . .. 12b X
13 s the organization a school descnbed in section 170(b)(1)(A)(n)? If 'Yes,’ complete Schedule E. . . . . . . . . . .. .. .. 13 X
14 a Did the organization maintain an office, employees, or agents outside of the United States?. . . . . . . ... ... .. .. 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising,
business, investment, and program service activities outside the United States, or aggregate foreign investments valued
at $100,000 or more? If 'Yes,’ complete Schedule F, Parts land IV . . . . . . . . . . .. .. i o 14b X
15 Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If 'Yes,’ complete Schedule F, Partslland IV . . . . . . . . .. oo i i 15 X
‘ 16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
‘ or for foreign individuals? If 'Yes,’ complete Schedule F, Parts llland IV . . . . . .. .. .. oo oo 16 X
17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), ines 6 and 11e? If 'Yes,’ complete Schedule G, Part | (see instructions) . . . . . . . . .« oo v e oo 17 X
18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIII,
lines 1c and 8a? If 'Yes, complete Schedule G, Part il . . . . . . . . . . .o o e e 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VI, line 9a? If 'Yes,’
complete Schedule G, Partlll. . . . . . . . . . i i e e e e e a4 a4 a e 19 X

BAA TEEAD103  11/16/16 Form 990 (2016)



Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 4
[Part IV_|Checklist of Required Schedules (continued)

Yes | No
20a Did the organization operate one or more hospital facilities? /f 'Yes,” complete Schedule H . . . . . . . . . ... ... ... 20a X
b If 'Yes’ to line 20a, did the organization attach a copy of its audited financial statements to thisretum? . . . . . . . . .. .. 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic govemment on Part IX, column (A), hine 1? If 'Yes,' complete Schedule |, Partslandll . . . . . .. . .. .. ... 21 X
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuats on Part IX,
column (A), line 27 If 'Yes,' complete Schedule I, Partsland lll . . . . . . . . ... .. .. . e 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, directors, trustees, key employees, and highest compensated employees? If 'Yes,’ complete
Schedule J . . . . o . e e e e e e e e e e e e e e e e e e e e e e e e e e e 23 X

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

complete Schedule K. If No, 'gotolhne 25a. . . . . . . . . . v i i i i i it i e e e e e e e e 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? . . . . . . . ... .. 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time dunng the year to defease

anytax-exemptbonds?. . . . . . . L L L L e e e e e e e e e e e e e 24¢
d Oid the organization act as an ‘on behalf of 1ssuer for bonds outstanding at any tme dunng theyear? . . . . ... ... .. 24d

25a Section 501(c)(3), 501(c)(4), and 501(c)(29) organizations. Did the organization engage In an excess benefit
transaction with a disqualified person dunng the year? If 'Yes,’ complete Schedule L, Part!. . . . . . . . . ... ... ... 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s pnor Forms 990 or 990-EZ? If 'Yes,’ complete
Schedule L, Part] . . . . . . . e e e e e e e e e e e e e e e e e e e e 25b X

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

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If 'Yes, complete Schedule L, Part lll . . . . . . . . . . . o i i i i i it it 27 X

28 Was the organization a rarty to a business transaction with one of the following parties (see Schedule L, Part [V
instructions for applicable filing thresholds, conditions, and exceptions)

a A current or former officer, director, trustee, or key employee? If 'Yes, complete Schedule L, PartIV . . . . . . . . . .. .. 28a X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes,' complete
Schedule L, Part IV. . . . . . . . o . e e e e e e e e e e e e e e e e e e e e e e e e e e 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an
officer, director, trustee, or direct or indirect owner? If 'Yes,' complete Schedule L, PartiV . . . . . . .. . ... ... ... 28¢c X
29 Did the organization receive more than $25,000 in non-cash contnbutions? If 'Yes,  complete ScheduleM . . . . . . . . .. 29 X
30 Dud the orgamization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contnbutions? If Yes, complete Schedule M . . . . . . . . L L L L L e e e e e e e e e 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations? If "Yes,' complete Schedule N, Part1. . . . . . . 3 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets? /f 'Yes,’ complete
Schedule N, Partll . . . .« .t o i i e e e e e e e e e e e e e e e e e e e e e e e e 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations sections
301 7701-2 and 301 7701-3? If 'Yes, complete Schedule R, Part{ . . . . . . . .« . .« v o Lo vt it v it v vt 33 X
34 Was the organization related to any tax-exempt or taxable entity? If Yes,” complete Schedule R, Part I, Ili, or 1V,
andPartV,Iine 1. . . . . o e e e e e e e e e e e e e e e e e e e e e e e e e 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? . . . . . . . . . .. ... . o oL 35a X
b If 'Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled
entity within the meaning of section 512(b)(13)? If 'Yes,’ complete Schedule R, PartV, lne 2 . . . . . . . . . . .. ... .. 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related
organization? If 'Yes,” complete Schedule R, Part V,lne 2 . . . . . . . . . . . v 0 i it e e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization and that is
treated as a partnership for federal income tax purposes? If 'Yes,” complete Schedule R, PartVl . . . . . . . ... ... .. 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, ines 11b and 19?7
Note. All Form 990 filers are required to complete Schedule O . . . . . . . . . . . 0 0o i oo e 38 X
BAA Form 990 (2016)

TEEA0104 11/16/16




Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 5
[Part V | Statements Regarding Other IRS Filings and Tax Compliance

Check if Schedule O contains aresponse ornotetoanylineinthisPartV. . . . . . . . .. .. 0 oot i o e ,—l
Yes | No
1 a Enter the number reported in Box 3 of Form 1096 Enter -0~ if not applicable . . . . . . . . .. 1a 15
b Enter the number of Forms W-2G included in ine 1a Enter -0- if not apphicable . . . . . . .. 1b 0
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnINgs tO Prize WINNEIS? . . .« . v . & i vt ittt e e e e e e e e e e e e e e e e e e 1¢] X
2 a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax State-
ments, filed for the calendar year ending with or within the year covered by this retum . . . . 2a 7
b If at least one is reported on ine 2a, did the organization file all required federal employment tax retums? . . . . . . . . .. 2b] X
Note. If the sum of lines 1a and 2a I1s greater than 250, you may be required to e-file {see instructions) J
3 a Did the organization have unrelated business gross income of $1,000 or more duringtheyear?. . . . . . . .. .. .. ... 3a X
b If*Yes," has n filed a Form 990-T for this year? Jf ‘No“fo ne 3b, provide an explanationin Schedule O. . . . . . . . . .. .. .. .. ... .. 3b
4 a At any time duning the calendar year, did the organization have an interest n, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, secunties account, or other financial account)? . . . . . . .. 4a X

b if 'Yes,’ enter the name of the foreign country" »
See Instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR)

5 a Was the organization a party to a prohibited tax shelter transaction at any time dunng the taxyear?. . . . .. ... .. .. 5a X
b Did any taxable party notify the orgamization that it was or 1s a party to a prohibited tax shelter transaction? . . . . . . . . .. 5b X
¢ if 'Yes,’ to line 5a or 5b, did the organization file Form 8886-T2 . . . . . . . .. ... ... .. ... ..., 5¢

6 a Does the organization have annual gross receipts that are nommally greater than $100,000, and did the organization
sohcit any contnbutions that were not tax deductible as chantable contnbutions? . . . . . . . . ... ... L. 000 6a X

b If 'Yes,’ did the organization include with every solicitation an express statement that such contributions or gifts were
nottax deductible? . . . . . L L e e e e e e e e e e e e e e e e e e e e e e 6b

7 Organizations that may receive deductible contributions under section 170(c).

a Did the organization receive a payment in excess of $75 made partly as a contnbution and partly for goods and

services provided tOthe Payor?. . . . . . . . L L i e e e e e e e e e e e e e e e e 7a] X
b If 'Yes,' did the organization notify the donor of the value of the goods or services provided? . . . . . . . ... ... .. .. 7bf X
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file
Form 828272 . . . . . L e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e Tc X
d if Yes," indicate the number of Forms 8282 flled dunngtheyear . . . . . . . ... .. ... L 7 dl ]
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract?. . . . . . . . . Te X
f Did the organization, dunng the year, pay premiums, directly or indirectly, on a personal benefit contract?. . . . . . . .. .. 7f X
g If the organization received a contnbution of qualified intellectual property, did the organization file Form 8899
ASTEQUINEA? . . .« . . o e i e et e e e e e e e e e e e e e e e e e e e e e e e e e e e 79
h If the organization received a contnbution of cars, boats, aimplanes, or other vehicles, did the organization file a
Form 1008-C2 . . . . o i i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the sponsonng |
organization have excess business holdings at any tme dunngtheyear?. . . . . . . . . . .. ... 0oL 8
9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsonng organization make any taxable distnbutions under section4966? . . . . . . . . .. ... ... ... .. 9a
b Did the sponsoring organization make a distnbution to a donor, donor advisor, or related person?. . . . . . .. ... .. .. 9b
10 Section 501(c)(7) organizations. Enter
a Initiation fees and capital contnbutions included on Part Vill, lme 12. . . . . . . . ... . ... 10a
b Gross receipts, included on Form 990, Part Vill, line 12, for public use of club facilites . . . - . 10b
11 Section 501(c)(12) organizations. Enter
a Gross income from members orshareholders. . . . . . .. .. ... ... 0oL 11a
b Gross income from other sources (Do not net amounts due or paid to other sources
against amounts due or received fromthem ). . . . . . .. ... oo 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 1041? . . . . . . . . . 12a
b If 'Yes,’ enter the amount of tax-exempt interest received or accrued dunng the year . . . . . . L12 bI
13 Section 501(c)(29) qualified nonprofit health insurance issuers. .
a Is the organization licensed to issue qualified health plans in more thanonestate? . . . . . . . . .. ... ... .. .. .. 13a
Note. See the instructions for additional information the organization must report on Schedule O
b Enter the amount of reserves the organization is required to maintain by the states in
which the organization is licensed to 1ssue qualified healthplans . . . . . . ... ... ... 13b
¢ Enterthe amountofreservesonhand . - . . . . . . . . L L. oo d e 13¢c
14a Did the organization receive any payments for indoor tanning services dunng the taxyear? . . . . . . . .. .. .. ... .. 14a X
b If 'Yes, has it filed a Form 720 to report these payments? If ‘No,’ provide an explanation in Schedule O . . . . . . . . .. .. 14b

BAA TEEAO105 11/16/16 Form 990 (2016)



Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 6

[Part VI |Governance, Management, and Disclosure For each 'Yes’ response to lines 2 through 7b below, and for
a 'No’ response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in
Schedule O. See instructions.

Check if Schedule O contains aresponse ornotetoany inemnthisPartVI. . . . . . . . . . ..o 0 o000 n oo o

Section A. Governing Body and Management

Yes | No
1 a Enter the number of voting members of the goveming body at the end of the tax year. . . . . . 1a 6
If there are matena! differences in voting nghts among members
of the governing body, or If the governing body delegated broad
authonty to an executive committee or similar committee, explatn in Schedule O
b Enter the number of voting members included in line 1a, above, who are independent . . . . . 1b 6
2 Dud any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, orkey employee? . . . . . . . . . . .. L .l e e e e e e e e e e s 2 X
3 Did the organization delegate control over management duties customanly performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or otherperson? . . . . . . ... ... .. 3 X
4 Dd the organization make any significant changes to its goveming documents
sincethe pnor Form 980 was filed?. . . . . . . . . . L e e e e e e e e e e 4 X
§ Dud the organization become aware during the year of a significant diversion of the organization’s assets? . . . . . . .. .. 5 X
6 Did the organization have members or stockholders?. . . . . . . . . . ... ... o oo oo 6 X
7 a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or more
members ofthe governing body? . . . . . . . . L Lo e e e e e e e e e 7a X
b Are any governance decisions of the organization reserved to (or subject to approvat by) members,
stockholders, or persons other thanthe govemingbody? . . . . . . . . . . . . . o L oo i e 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken dunng the year by J
the following
aThegoverningbody? . . . . . . . o o i i e e e et e e e e e 8aj] X
b Each committee with authonty to act on behalf of the govemingbody? . . . . . . . . . .. .. oo oo oo 8b] X
9 Is there any officer, director, trustee, or key employee listed in Part VII, Section A, who cannot be reached at the
organization’s mailing address? If 'Yes,’ provide the names and addresses in Schedule O . . . . . . . . .. ... ... .. 9 X
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affilates? . . . . . . . .. ... ... .. . . 0o 10a X
b If 'Yes,’ did the organizaton have wntten policies and procedures goverming the actwaties of such chapters, affiliates, and branches to ensure thewr
operalions are consistent with the organization’s eXempl PUIPOSES?. - - = - -« ot « ot vt o e s e e e e e e e e e 10b
11 a Has the organization provided a complete copy of this Form 990 to all members of its goverming body before filing the form? . . . . . . . . .. .. 11a| X
b Descnbe In Schedule O the process, If any, used by the organization to review this Form 990 J
12 a Did the organization have a wnitten conflict of interest policy? If No,’gotolne 13. . . . . . . .. . v v v oot 12a| X
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise
F e 31111 (-2 12b| X
< Did the organization regularly and consistently monitor and enforce compliance with the policy? If 'Yes,’ descnbe in
Schedule O hOW thISWaAS AONB . « « « « vt v e v e e e ettt et et s e e e e e s e e e e e e e e e e 12¢) X
13 Did the organization have a written whistleblowerpolicy? . . . . . . . . . . . .. oo oo o 13 X
14 Did the organization have a wntten document retention and destructionpolicy? . . . . . . . . . ... ... oL 14 X
15 Did the process for determining compensatton of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization's CEO, Executive Director, or top management official . . . . .. ... ... . .............. 15a] X
b Other officers or key employees of the organization. . . . . . . . . . . . . vttt i 15b] X
If 'Yes’ to line 15a or 15b, descnibe the process in Schedule O (see instructions)
16 a Did the organization invest in, contnbute assets to, or participate in a joint venture or similar arrangement with a
taxable entity duningtheyear? . . . . . . . . . ... Lo e e e e 16a X
b If 'Yes,” did the organization follow a wntten policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization's exempt status with respect to such arangements?. . . . . . . . . . ... o4 s s s s s s e s e s e s 16b
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be fited >  _ _____________
18 Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available Check all that apply
D Own website D Another's website Upon request D Other (explain in Schedule O)
19 Descnbe 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 dunng the tax year.
20 State the name, address, and telephone number of the person who possesses the organization’s books and records >
MARY BETH KISER 4004 MARATHON BLVD AUSTIN TX 78756 (512) 275-2600

BAA TEEA0106 11/16/16 Form 990 (2016)



Form 990 (2016)
IR VN Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and

BEYOND BATTEN DISEASE FOUNDATION

26-3223661

Page 7

Independent Contractors

Check if Schedule O contains a response or note to any line in this Part VIi

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

® List alt 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

® List all of the organization's current key employees, If any. See instructions for definition of 'key employee *
® List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employee)

who received ireportable 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

® | ist all of the orgamzation’s former directors or trustees that received, in the capacity as a former director or trustee of the

orgamization, more than $10,000 of reportable compensation from the organization and any related organizations
List persons in the following order individuat trustees or directors, institutiona! trustees, officers, key employees, highest compensated

employees, and former such persons

Check this box If neither the organization nor any related organization compensated any current officer, director, or trustee

(€)
(B) | tran ome b antase parson (D) (E) (F)
Name and Title Average is both an officer and a Reportable Reportabla Estimated
hours directoritrustee) compensation from compensation from amount of other
weok B S IR |5 |8 I a| wonoeomst) | “twziobemse): e
(istany @ Y = F (< B H 3 organization
hours for 5 = Sie 3 l2 8|3 and related
related [ 2| & 3 "é ~= organizations
organiza- 0 S =) 8
tions S| = S g
below & g o g
dotted g b1 8 z
tine) a a
(=3
_(W_T. CRAIG BENSON ___________|: 20.00]
BOARD CHAIR X X 0. 0. 0.
_(@_MARY BETH KISER __ _________ (40.00
PRESIDENT/CEQ AND SECRETARY X 132, 062. 0. 0.
_®)_PAT MCCLAIN _ ___ __________| 4.00
TREASURER X 0. 0. 0.
_W_JEFF _HUNT __ _ _ ____________| 4.90]
DIRECTOR X 0. 0. 0.
_()_SABRINA BROWN __ _ __________| 4.00
DIRECTOR X 0. 0. 0.
_®_WILL MURPHY _ _ __ __________] 4.00
DIRECTOR X 0. 0. 0.
_(H_8sCOTT YOUNG _ _____________|4.00
DIRECTOR X 0. 0. 0.
_(8)_CAROLINE GOODNER_ __ ________| 4.00
DIRECTOR X 0. 0. 0.
_(9)_DANIELLE_KERKOVICH __ __ ___ __| 40.00
SCIENTIFIC OFFICER X 131,500. 0. 7,636.
Wy
L I IR
0 ___]
W __b___.
w ]
BAA TEEAQ107 11/16/16 Form 990 (2016)



Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 8
{ Part VIl |Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (ontnued)
(B) (€)
Pasit
(A) Ar\‘/erage lgdo notI che(?lflr:)or:e lhgn t':)ne {D) (E) (F)
T | e Sy | oty | ioatn | S
woy R ZIQ]Z SEa| meatmme, | “egogineatons | oopponsaton
hours:  jo 9 &) =< 1D H 3 omganization
rel'taolrad %g g: <|3 gﬁ‘-‘n’ and related
organza [ | 2 2 8o organizations
e Mo B4
= | BB :
® g
s _l___.
ae L ______ |
(1
w_
a9 ___ _
e
@y __l___.
e o _____l___.
@ __
29
@ ___
ibSubtotal. . . . . . .. e > 263,562. 0. 7,636.
¢ Total from continuation sheets to Part VI, Section A . . . . .. .. .. ... >
dTotal(addlines1bandic) . . . . . . . . .. .. ... ... > 263,562, 0. 7,636.
2 Total number of individuals (including but not hmited to those listed above) who received more than $100,000 of reportable compensation
from the organization ™ 2
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee |
on line 1a? If 'Yes,  complete Schedule J for such indmdual . . . . . . . - L oL L o Lo e 3 X
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensation from
the organization and related organizations greater than $150,0007? If 'Yes,’ complete Schedule J for
suchindmidual . . . .« . o e e e e e e e e e e e e e e e e e e e e e e e e e e 4 X
5 Did any person hsted on line 1a receive or accrue compensation from any unrelated organization or individual J
for services rendered to the organization? If 'Yes,’ complete Schedule J forsuchperson . . . . . . . . « . . . .« ... 5 X
Section B. Independent Contractors
1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of
compensation from the organization Report compensation for the calendar year ending with or within the organization’s tax year.
(A) | ©)
Name and business address Description of services Compensation

2 Total number of independent contractors (including but not imited to those histed above) who received more than
$100,000 of compensation from the organization ™

BAA TEEA0108 11/16/16

Form 990 (2016)



Form

990 (2016)

BEYOND BATTEN DISEASE FOUNDATION

26-3223661

[Part Vill | Statement of Revenue

Check if Schedule O contains a response or note to any line in this Part VIII

(A)
Total revenue

(B)
Related or
exempt
function
revenue

(©)

Unrelated
bustness
revenue

(D)
Revenue
excluded from tax
under sections

512-514

Contributions, Gifts, Grants
and Other Similar Amounts

1a Federated campaigns . . . . . 1a

b Membershipdues . . . . . .. 1b

¢ Fundraisingevents. . . . . . . 1c

376,198.

d Related organizations . . . . . 1d

e Govemment grants (contnbutions) - . 1e

f Al other contnbutons, gifts, grants, and
similar amounts not included above . . 1] 1

,795,178.

g Noncash contnbutions included in lines 1a-1f &

182,496,

h Total. Add lines 1a-1f . . .. ... ...

....... " 2,171,376.

Program Service Revenue

Business Code

2a

c

d

f All other program service revenue . . .

g Total. Add lines 2a-2f

Other Revenue

3 Investment income (including dividends, interest and

other simaramounts) . . . . . . .. ...
4 Income from investment of tax-exempt bond
5 Royalties. . . . ..............

34.

proceeds . . *

{1) Real

() Personal

6a Gross rents

b Less rental expenses

¢ Rental income or (foss) . -

d Netrental incomeor (loss) - . . . - . . ..

(1) Secunties

(n) Other

7 a Gross amount from sales of
assets other than inventory

b Less cost or other basis
and sales expenses . . .

¢ Gain or (loss)

d Netganor(loss). . . . . . ... ... ..

8a Gross income from fundraising events
(notincluding. § 376,198.
of contributions reported on line 1c)

SeePartIV,line18. . . . . ... .. aj1,120,517.

b Less direct expenses

332,666.

¢ Net income or (loss) from fundraising events

------- > 787,851.

787,851.

9a Gross iIncome from gaming activities
SeePart IV, lne19. . . . . ... .. a

b Less direct expenses

¢ Net income or (loss) from gaming activities .

10a Gross sales of inventory, less returns
and allowances - - . .

b Less costofgoodssold . . . . . .. b

¢ Net income or (loss) from sales of inventory

Miscellaneous Revenue

Business Code

....... >l 2,959,261.

787,885.

BAA

TEEA0109 11/16/16

Form 990 (2016)
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990 (2016)

BEYOND BATTEN DISEASE FOUNDATION

26-3223661

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 complete column (A).

! Check If Schedule O contains a response or note to any line in this Part IX

Do not include amounts reported on lines
6b, 7b, 8b, 9b and 10b of Part VIl

(A)
Total expenses

(B)
Program service
expenses

Management and
general expenses

(D)
Fundraising
expenses

1

10
1

d
e

f

g Other (If Ilne 11g amount exceeds 10% of ine 25, column

12
13
14
15
16
17
18

19
20
21
22

23
24

aa o0 T o

e
25

Grants and other assistance to domestic
organizations and domestic governments
See Pal}'t WV, hne21. - . . . .. . ... ..
Grants and other assistance to domestic
individuals See PartlV,lne22. . .. .. ..

Grants and other assistance to foreign
orgamzatlons foreign governments, and for-

eign indwiduals See ParttV, ines 15and 16 . .

Benefits paid to or formembers. . . . . . ..

Compensatlon of current officers, directors,
trustees, and key employees . . . . . . . . .

Compensation not included above, to
disqualified persons (as defined under
section 4958&2(1 )) and persons descnbed
in sectlon 4958(c)(3)(B)-

Other salanes andwages. . . . . . ... ..

Penswn plan accruals and contributions
{include section 401(k) and 403(b)
employer contnbutions). . . . . .. ... ..

Other employee benefits . . . . . . ... ..
Payrolitaxes . . . . . .. ... ... ....
Fees f01|' services (non-employees)

Lobbym’g ...................
Professional fundraising services. See Part IV, line 17 .
Investment management fees . .

(A) amounl bist line 11g expenses on Schedule O )
Advemsmg and promotion . . . . .

Officeexpenses . . . . .. ... ......
Information technology
Royalhes . . . . .. .............
Occupancy - . . .
Travel & v v v e e e e e e e
Payments of travel or entertainment
expenses for any federal, state, or local
publicofficials . . . ... ..........
Conferences, conventions, and meetings . . .
Interest. . . . . ... ... ..
Payments to affilates. . . . . ... .. ...
Depreciation, depletion, and amortization . . .

Insuran?e ..................
Other expenses. Itemize expenses not
covered above (List miscellaneous expenses
in line 24e. If ine 24e amount exceeds 10%
of line 25 column (A) amount, Ilst line 24e
expenses on Schedule O ) .

All othe:r expenses . . .
Total functional expenses. Add lines 1 through 24e. .

849,062.

849,062.

1,710,668,

1,710,668.

271,198.

117,429.

67,420.

86,349

140,931.

61,023,

35,035.

44,873 .

8,685.

3,757.

2,172,

2,756.

27,970.

12,111 .

6,953.

8,906.

110,142,

60,690.

49,452.

26,306

26,306.

6,814.

0.

6,814.

0.

215,118.

100,772.

13,574.

100,772.

90,207.

7,551.

28,786

53,870,

4,485.

0.

4,485,

41,811.

13,937.

13,937.

13,937,

54,990.

35,903.

5,395.

13,692,

11,668.

11,668.

o

15,323.

15,323.

2,761,

2,761.

3,588,139.

2,984,571,

273,928.

329,640,

26

Joint ctlasts Complete this line only If
the organization reported in column (B)

joint costs from a combined educational
campalgn and fundraising solicitation

Check here > if following

SOP 98-2 (ASC958-720). . . . . . . . ...

BAA

TEEA0110 11/16/16

Form 980 (2016)
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Form 990 (2016) BEYOND BATTEN DISEASE FQUNDATION 26-3223661 Page 11
{Part X |Balance Sheet
Check If Schedule O contains aresponse ornote toany lineinthisPart X . . . . . . . . ... oo o i oo n o e D
_(A) (B)
Beginning of year End of year
1 Cash—non-nterest-beanng . . . . . . .. . .. .. ... 000 L. 108,974.| 1 113,249.
2 Savings and temporary cashinvestments . . . . . ... ..o Lo 2 266.
3 Pledges and grantsreceivable,net. . . . . . . ... ... 3 479,684.
4 Accountsrecewvable,net. . . .. .. ... ... e e e e e e 10,000.| 4 28,230.
5 Loans and other receivables from current and former officers, directors, J
trustees, key employees, and highest compensated employees Complete — L
Part 1 of Scheduie D« o Ty e ... 5
6 Loans and other receivables from other disqualified persons (as defined under ‘
section 4958(f)(1)), persons descnbed in section 4958(c)(3)(B), and contnbuting
employers and sponsonng organizations of section 501(c)(9? voluntary employees’ I I
beneficiary organizations (see instructions) Complete Part Il of Schedule L . 6
8| 7 Notesandloansrecewvable,net . . .. ... ........... 7
§ 8 Inventonesforsaleoruse . . . .. .. .. .. L. e 8
< | 9 Prepadexpensesanddeferredcharges . . . . . .. ... ... ..o 18,106.1 9 12,.781.
10a Land, bulldings, and equipment cost or other basis E
Complete Part VIl of ScheduleD . . . . . ... .. .. 10a B
b Less accumulated depreciaton . . . . . . . . .. .. 10b 10¢
11 Investments — publicly traded secunties . . . . . . . . ... oo oL 11
12 Investments — other secunties See PartIV,lme 11 . . . . . . . . ... ... ... 12
13 Investments — program-related SeePartIV,lne 11 . . . . . . .. ... ... ... 13
14 Intangibleassets. . . . . . . . . L L L L e 14
15 Otherassets SeePartIV,line 11 . . . . . . . . . . o i i ot 15
16 Total assets. Add lines 1 through 15 (mustequatine34) . . . .. . .. ... ... 137,080.} 16 634,210,
17 Accounts payable and accrued expenses. . . . . . - - . e s e e e e e e e s 93,567,117 934,431,
18 Grantspayable. . . . . . . ... oL oL e e 18 374,910.
19 Deferredrevenue . . . . . . o o v it i e e e e e e 132.,401.]19 42,635,
20 Tax-exemptbondhabiliies . . . . . . . .. .. ... 20
g', 21 Escrow or custodial account liabiity Complete Part V of ScheduleD . . . . . . .. 21
g 22 Loans and other payables to current and former officers, directors, trustees, J
a key employees, highest compensated employees, and disqualified persons e ——
5 Complete Partilof ScheduleL . . . . . . .. ... . oo i 46.605. | 22 46.605.
23 Secured mortgages and notes payable to unrelated third partes . . . . . .. ... 23
24 Unsecured notes and loans payable to unrelated third parties . . . - . . . . 24
25 Other habilities (including federal Income tax, payables to related third parties,
and other liabilities not included on lines 17-24) Complete Part X of Schedule D . . . 25
26 Total liabilities. Add lines 17 through25. . . . . . . . . . . . . ... ... ... 272,573.] 26 1,398,581,
R Organizations that follow SFAS 117 (ASC 958), check here > and complete ‘
8 lines 27 through 29, and lines 33 and 34. ol o
E 27 Unrestrictednetassets. . . . . . . .« . oo e i e e -135,493 .| 27 -1,244,055.
g 28 Temporanlyrestnctednetassets . . - -« « v v 0 4o e i oo 28 479,684.
| 29 Permanently restricted netassets . . . . . ... .............. 29
é Organizations that do not follow SFAS 117 (ASC 958), check here > |:| J
= and complete lines 30 through 34. e
; 30 Capital stock or trust pnncipal, orcurrentfunds . . . . . . . . . . oL oL 30
3| 31 Pad-in or capital surplus, or land, buillding, or equipment fund . . . .. ... 31
3 32 Retained eamings, endowment, accumulated income, orother funds . . . . . . . .. 32
§ 33 Totalnetassetsorfundbalances. - . . . .« v v v v v it i e -135,493.]33 -764,371.
34 Total habilities and net assets/fundbalances . . . . . . .. ... .. ... .... 137,080.] 34 634,210,
BAA Form 990 (2016)

TEEA0111  11/16/16



Form 990 (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661

[Part XI |Reconciliation of Net Assets

Check if Schedule O contains a response or note to any line in this Part XI

1 Total re;venue (must equal Part VIl column (A), line 12) . . . . . . . . . oo oo 1 2,959,261,
2 Total expenses (must equal Part IX, column (A), IN@25) . . . . . . . . . ..o e e e 2 3,588,139,
3 Revenu;e less expenses Subtractline2fromline 1. . . . . . . . . . ..o oL 0 i e 3 -628,878.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)). . . . ... . .. ... 4 -135,493,
5 Net unrelaallzed gans (losses)oninvestments . . . . . . . . oL oL ool n o e e 5
6 Donated servicesand use of facIlifles. . . . . - . . . . L i e e e e e e e e e e e e e e e e e e 6
7 INVeStMENteXPeNnSES. - . .« « « v v v L. 7
8 Prorpenodadjustments . . . . . .. ..o e 8
9 Other c?anges in net assets or fund balances (explain in ScheduleO) . . . . . . ... ... ... .. 9
10 Net assets or fund balances at end of year Combine lines 3 through 9 (must equal Part X, line 33,
COIUMN'(B)). - v o e e e e e e e e e e e e e e e e 10 -764,371
[Part XiI IFmanclaI Statements and Reporting
|
Check If Schedule O contains a response or noteto any ineinthisPart XIl . . . ... ...... ... ... .......... ﬂ
| Yes | No
1 Accoun;ing method used to prepare the Form 990. DCash Accrual DOther
If the or'ganlzatlon changed its method of accounting from a prior year or checked 'Other,’ explain
n Schefiule (0]
2 a Were tne organization’s financial statements compiled or reviewed by an independent accountant?. . . . . . . .. ... .. 2a X
If 'Yes, :check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
se aratle basis, consolidated basts, or both
Ij Separate basis DConsolldated basis DBoth consolidated and separate basis
i
b Were the organization’s financtal statements audited by an independent accountant?. . . . . . ... ..o 2b] X
If Yes,’ check a box below to indicate whether the financial statements for the year were audited on a separate
basis, consolidated basis, or both
Separate basis DConsolldated basis DBoth consolidated and separate basis
c If Yes' to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? . . . ... ... oL L 2¢c| X
If the organization changed either its oversight process or selection process during the tax year, explain
in Schedule O.
3aAsa result of a federal award, was the organization requwed to undergo an audit or audits as set forth in the Single
AUt AGt and OMB CIrCUIAr A=1332. .« « » « « « © o e e e e e e e e e e e e e e e 3a X
b If Yes,’ Idld the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and descnbe any steps taken to undergo suchaudits . . . . . . . . ... ... ... . 3b
BAA i Form 990 (2016)
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SCHEDULE A

Public Charity Status and Public Support OMB No_1545-0047

' Complete if the organization is a section 501(c)(3) organization or a section
(Form 390 or! 990-E2) 4947(a)(1) nonexempt charitable trust. 201 6
i » Attach to Form 990 or Form 990-EZ.
Department of the Treasury > Information about Schedule A (Form 990 or 990-EZ) and its instructions is o;:::;:cmzuc

Intemnal Ravenue Service

at www.irs.gov/form990.

Name of the organization

Employer Identification number

BEYOND BATTEN DISEASE FOUNDATION 26-3223661

[Part | |Reason for Public Charity Status (All organizations must complete this part.) See instructions.

The orgamzatllon is not a pnvate foundation because it is (For lines 1 through 12, check only one box )

1

W N

~N o

10

1"
12

b

A church, convention of churches, or association of churches descnbed it section 170(b)}{1)(A)i).

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

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

A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii) Enter the hospital's
nan!1e, city, and state

An organization operated for the benefit of a college or university owned or operated by a govemmental unit descnbed in
secltion 170(b)(1)(A)(iv). (Complete Part Il )

A federal, state, or local govemment or governmental unit described in section 170(b)(1)(A){(v).

An organization that normally receives a substantial part of its support from a govemmental unit or from the general public descnbed
n sectlon 170(b)(1)(A)(vi). (Complete Part Il )

A community trust descnbed In section 170(b)(1)(A){vi). (Complete Part il )

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

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

university

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

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

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

An Argamzatlon organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one
or more publicly supported organizations described in section 509(a)(1) or section 509(a)(2? See section 509(a)(3). Check the box in
Imes 12a through 12d that descnbes the type of supporting organization and complete lines 12e, 12f, and 12g

Type l. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving the supported
orgamzatlon(s) the power to reguladg appoint or elect a majority of the directors or trustees of the supporting organization. You must
complete Part IV, Sections A and

Type II. A supporting organization supervised or controlled in connection with its supported organization(s), by having control or
management of the supporting organization vested in the same persons that control or manage the supported organization(s). You

mulst complete Part IV, Sections A and C.
Type i functionally integrated. A supporting organization operated in connection with, and functionally integrated with, its supported

organization(s) {see instructions) You must complete Part IV, Sections A, D, and E.

Typ]e n non-functlonallg integrated. A supporting organization operated in connection with its supported organization(s) that is not

functionally integrated The organization generally must satisfy a distribution requirement and an attentiveness requirement (see
instructions) You must complete Part IV, Sections A and D, and Part V.

Check this box if the organization received a wntten determination from the IRS that it is a Type |, Type |l, Type |l functionally

integrated, or Type Il non-functionally integrated supporting organization
f Enter the number of supported OrganIzations . . « « . v« v o v i i et e e e [:
g Provide the following information about the supported organization(s)
(1) Name of supported organization (i) EIN (til) Type of orgamization (iv) Is the (v} Amount of monetary {vi) Amouni of other
: (descnbed on lines 1-10 organization histed support (see Instructions) support {sae instructions)
above (see instructions)) In your governing
I document?
r Yes No
|
(A) i
(B) |
|
(€) |
(D) !
|
(E) I
T
Total |
BAA For Paperwork Reduction Act Notice, see the {nstructions for Form 990 or 990-EZ. Schedule A (Form 990 or 990-EZ) 2016
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(Part il |Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)
(Complete only if you checked the box on ine 5, 7, or 8 of Part | or if the organization falled to qualify under Part l11. If the
organization fails to qualify under the tests listed below, please complete Part lll )

Section A.'Public Support

Calendar year (or fiscal year
beginning in) *
1 Gits, grahls, contributions, and

membership fees receved ()Do not
nclude any ‘unusual grants

2 Tax revenues levied for the
organization’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 Total. Add lines 1 through 3 . .

5 The portion of total
contributions by each person
(other than a govemmental
unit or publicly supported

(a) 2012

(b) 2013

(c) 2014

(d) 2015

(e) 2016

(f) Total

1,213,663.

1,191,057,

781,925.

1,970,916.

2,171,376,

7.,328,937.

1,213,663,

1,191,057.

781,925,

1,970,916

2,171,376,

7,328,937,

6

organization) included on line 1
that exceeds 2% of the amount

663,026,

shown t;)n lne 11, column (f) . .

Public support. Subtract ling 5
from line 4

6,665,911.

Section B! Total Support

Calendar yeér (or fiscal year
beginning in) *>

(a) 2012

(b) 2013

(c) 2014

(d) 2015

(e) 2016

(f) Total

7
8

10

"

12
13

Amounl“s from line 4

1,213,663.

1,191,057,

781,925.

1,970,916.

2,171,376.

7,328,937.

Gross income from interest,
dwidends, payments received
on secunties loans, rents,
royalties and income from
simiarsources . . . . . . . ..

545.

199.

1,478.

1,143.

34.

3,399,

Net income from unrelated
business activiies, whether or
not the business Is regularly
camed on

59,364.

153,846.

228,689.

170,690.

787,851,

1,400,440,

Other |r|1wme. Do not include

gamn or loss from the sale of
capital assets (Explain in
Part V1)

1
Total support. Add lines 7
through10 . . . . . .. ... ..

8,732,776.

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

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

organiz;atlon, check this box and stop here

Section C. Computation of Public Support Percentage

14 Public |support percentage for 2016 (line 6, column (f) divided by tine 11, column (f))
15 Public support percentage from 2015 Schedule A, Part Il, ine 14

)
16a 33-1/3% support test—2016. If the organization did not check the box on line 13, and line 14 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization

................. 14

........................... 15

b 33-1/3":& support test—2015. If the organization did not check a box on line 13 or 16a, and line 15 15 33-1/3% or more, check this box
and st‘l)p here. The organization qualifies as a publicly supported orgamization . . . . . . . . . . . . oo i il oo oo > D

17a 10%-fa!cts-and-circumstances test—2016. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is 10%
or more, and If the organization meets the facts-and-circumstances’ test, check this box and stop here. Explain in Part VI how
the organization meels the ‘facts-and-circumstances’ test. The organization qualifies as a publicly supported organization

b 10%-fafcts-and-circumstances test—2015. If the organization did not check a box on line 13, 16a, 16b, or 17a, and Iine 151s 10%
or more, and if the organization meets the 'facts-and-circumstances’ test, check this box and stop here. Explain in Part VI how the .
..... 4

organization meets the ‘facts-and-circumstances’ test The organization qualifies as a publicly supported organization
18 Privaté foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions

BAA

|
|
|
|
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Schedule A (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 3

{Part ll_{Support Schedule for Organizations Described in Section 509(a)(2)
(Complete only if you checked the box on hine 10 of Part | or if the organization failed to qualify under Part I\. If the organization

fails to qualify under the tests listed below, please complete Part i1.)
Section A. Public Support
Calendar year (or fiscal year beginning in) > {a) 2012 {b) 2013 {c) 2014 {d) 2015 (e) 2016 (f) Total
1 Gifts, grants, contnbutlons
and membersh ip fees
received (Do not include
any ‘'unusual grants ). . . . . .
2 Gross recelpts from admissions,
merchandlse sold or services
performed or facilities
furmished in any activity that 1s
related to the organization’s
tax-exempt purpose . . . . . .
3 Gross receipts from activities
that are!not an unrelated trade
or business under section 513 .
4 Tax revenues levied for the
orgamization’s benefit and
either paid to or expended on
its behalf e e e e e
5 The value of services or
facilities fumished by a
governmental unit to the
orgarization without charge.

Total. Add lines 1 through 5 . .

Ta Amount's included on lines 1,
2, and 3 received from
disqualfied persons . . . . . .

b Amountls included on lines 2
and 3 received from other than
disqualified persons that
exceed the greater of $5,000 or

1% of the amount on line 13
fortheyear. . . . .. ....

¢ Addlnes7aand7b .. .. ..

8 Public support. (Subtract line
7cfromine6). .. ... ... ]

Section B.[Total Support
Calendar year (or fiscal year beginning in) > (a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 (f) Total
9 Amounts fromine6 . . . . . .

10a Gross income from interest, dividends,
payments received on secunties loans,
rents, royalues and income from
similar sources . . . . .. ...
b Unrelated bustness taxable
income (less section 511
taxes) from businesses
aoquwetlj after June 30, 1975 . .
c Add llnes 10aand10b . . . . .
11 Net lncome from unrelated busmess
activiies nol mcluded in ine 10b,
whether or not the business 1S
regularly camed on . ...
12 Other ncome Do not include

gain or loss from the sale of
capital assets (Explain in

PartVi) . .. ..... ...

13 Total support. (Add iines 9,
10c, 11,and12). . . . . . ..

14 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check thisbox and stophere. . . . . . . . . . . . . . ... e e e e e e e e e s e s > |:|

Section C. Computation of Public Support Percentage

o

15 Public support percentage for 2016 (iine 8, column (f) divided by line 13, column(f)) . . . . . . . . . . ... .. .. 15 %
16 Public s,‘uppor’( percentage from 2015 Schedule A, Partlll,lne 15. . . . . . . . . . ... Lo oo 16 %
Section D.!Computation of Investment Income Percentage

17 Investment income percentage for 2016 (line 10c, column (f) divided by line 13, column(f}) . . . . . . . . . .. . .. 17 ¥
18 Investm:ent income percentage from 2015 Schedule A, Partlil,line 17 . . . . . . . . oo oo 18 %
19a 33-1/3% support tests—2016. If the organization did not check the box on line 14, and line 15 s 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 organizaton . . . . . . . . .. > D

b 33-1/3% support tests—2015. If the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33-1/3%, and

ine 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. . . . . . . . . .. > H

BAA TEEA0403 09/28/16 Schedule A (Form 990 or 930-EZ) 2016
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Schedule A (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 4
{Part IV_|Supporting Organizations
(Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections
A and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12¢ of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)

Section A. All Supporting Organizations

Yes | No

1 Are all of the organization’s supported organizations listed by name in the organization's governing documents?
If 'No,’ descnibe in Part VI how the supported organizations are designated. If designated by class or purpose, descnbe
the designation. If historic and continuing relationship, explain 1

2 Ddthe 6rgan|zat|on have any supported organization that does not have an IRS determination of status under section j
509(a)(1) or (2)? If 'Yes,’ explain in Part VI how the organization determined that the supported organization was
descnbeld in section 509(a)(1) or (2) 2

3a Did the organization have a supported organization descnbed in section 501(c)(4), (5), or (6)? If 'Yes,” answer (b) |
and (c) below 3a

b Did the (‘)rganlzatlon confirm that each supported organization qualified under section 501(c)(4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? If 'Yes,' describe in Part VI when and how the organization
made the determination 3b

¢ Did the <:)rgan|zatlon ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If 'Yes,’ explain in Part VI what controls the organization put in place to ensure such use. 3¢

' ]

43 Was any supported organization not organized in the United States (foreign supported organization’)? If 'Yes’and

if you checked 12a or 12b in Part I, answer (b) and (c) below 4a

b Did the <IJrgamzat|on have ultimate control and discretion in deciding whether to make grants to the foreign supported J
organization? If 'Yes,' describe in Part VI how the organization had such control and discretion despite being controlled
or superlwsed by or in connection with its supported organizations. 4b

¢ Did the é)rganlzation support any foreign supported organization that does not have an IRS determination under
sections 501(c)(3) and 509(a)(1) or (2)? If 'Yes,” explan in Part VI what controls the organization used to ensure that
all support to the foreign supported organization was used exclusively for section 170(c)(2)(B) purposes. 4c

5a Did the !)rganlzahon add, substitute, or remove any supported organlzatlons dunng the tax year? If 'Yes, answer (b)
and (c) below (if applicable) Also, provide detail in Part VI, including (1) the names and EIN numbers of the supported
organizations added, substituted, or removed, (i) the reasons for each such action; (i) the authonty under the
orgaruzation's organizing document authonzing such action; and (iv) how the action was accomplished (such as by

amendnlrent to the orgamizing document) Sa
{
b Type | o:r Type Il only. Was any added or substituted supported organization part of a class already designated in the
organization’s organizing document? 5o
c Substitt}ltions only. Was the substitution the result of an event beyond the organization’s control? 5¢

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone pther than (1) its supported organizations, (1) individuals that are part of the chantable class benefited by one
or more of its supported organizations, or (iii) other supporting organizations that also support or benefit one or more of
the filing organization’s supported organizations? If 'Yes,' provide detail in Part V1. 6

7 0D the brgamzation provide a grant, loan, compensation, or other similar payment to a substantial contnbutor
(defined in section 4958(c)(3)(C)), a family member of a substantial contnibutor, or a 35% controlled entity with

regard tf.) a substantial contnbutor? If Yes,’ complete Part | of Schedule L (Form 990 or 990-EZ) 7
8 Dd the Brganizatlon make a loan to a disqualified person (as defined in section 4958) not descnibed in line 77 If 'Yes,’ il
completg Part | of Schedule L (Form 990 or 990-E2) 8
9a Was the: organization controlled directly or indirectly at any tme during the tax year by one or more disqualified persons
as defined n section 4946 (other than foundation managers and organizations descnbed in section 509(a)(1) or 2)?
If 'Yes,’ provide detail in Part VI. 93
i
|

b Did one'or more disqualified persons (as defined in ine 9a) hold a controlling interest in any entity in which the
supporting organization had an interest? If 'Yes,’ provide detail in Part VI

¢ Did a disqualified person (as defined tn line 9a) have an ownership interest in, or denve any personal benefit from,
assets in which the supporting organization also had an interest? If 'Yes,’ provide detail in Part V1. 9¢
\
10a Was the organization subject to the excess business holdings rules of section 4943 because of section 4943(f) (regarding
certain Type Il supporting organizations, and all Type Ill non-functionally integrated supporting organizations)? /f 'Yes,’
answer 10b below 10a

b Did the :orgamzatlon have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to determine
whether, the orgamization had excess business holdings ) 10b

BAA TEEAC404 09/28/16 Schedule A (Form 990 or 990-EZ) 2016




Schedule A (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 5
[Part IV_[Supporting Organizations (continued)

Yes | No

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

a A person who directly or indirectly controls, erther alone or together with persons descnbed in (b) and (c) below, the
governing body of a supported organization? 11a

b A family member of a person descnbed in (a) above? 11b
¢ A 35% controlled entity of a person descnbed in (a) or (b) above? If 'Yes’to a, b, or ¢, provide detail in Part VI. 11c
Section B. Type | Supporting Organizations

Yes | No

1 D the directors, trustees, or membership of one or more supported organizations have the power to regularly appoint
or elect at least a majority of the organization's directors or trustees at all tmes dunng the tax year? If 'No,' descnbe in
Part VI how the supported organization(s) effectively operated, supervised, or controlled the organization's activities.
If the organization had more than one supported organization, describe how the powers to appoint and/or remove
directors or trustees were allocated among the supported organizations and what conditions or restnctions, if any, —
applied to such powers dunng the tax year 1

2 Did the organization operate for the benefit of any supported organization other than the supec’mad organlzatlon(sg
that operated, supervised, or controlled the supporting organization? If 'Yes,’ explain in Part VI how providing suc
benefit camed out the purposes of the supported organization(s) that operated, supervised, or controlled the
supporting organization 2

Section C. Type Il Supporting Organizations

Yes | No

1 Were a majority of the organization’s directors or trustees dunng the tax year also a majonty of the directors or trustees 1
of each of the organization’s supported organization(s)? If ‘No,” descnbe in Part VI how control or management of the

supporting organization was vested in the same persons that controlled or managed the supported organization(s). 1

Section D. All Type lll Supporting Organizations

Yes | No

1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
organization's tax year, (1) a wntten notice descnbing the type and amount of support provided during the pnor tax
year, (1) a copy of the Form 930 that was most recently filed as of the date of notification, and (iii) copies of the
organization's governing documents in effect on the date of notification, to the extent not previously provided? 1

2 Were any of the organization’s officers, directors, or trustees either (1) appointed or elected by the supported
organization(s) or (n) serving on the governing body of a supported organization® If ‘No," explain in Part VI how
the orgarnization maintained a close and continuous working relationship with the supported organization(s) 2

3 By reason of the relationship descnbed in (2), did the organization’s supported organizations have a significant
voice in the organization's investment policies and in directing the use of the organization’s income or assets at
all tmes dunng the tax year? If 'Yes,’ descnbe in Part V1 the role the organization’s supported orgamzations played
in this regard 3

Section E. Type lll Functionally Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).
a D The organization satisfied the Activites Test Complete line 2 below.
b D The organization is the parent of each of its supported organizations Complete line 3 befow

c D The organization supported a govemmental entity Describe in Part VI how you supported a government entily (see instructions).

2 Activities Test Answer (a) and (b) below. Yes | No

a Did substantially all of the organization’s activities dunng the tax year directly further the exempt purposes of the
supported organization(s) to which the organization was responsive? If 'Yes,' then in Part V1 identify those supported
organizations and explain how these activities directly furthered their exempt purposes, how the organization was
responsive to those supported organizations, and how the organization determined that these activities constituted
substantially all of its activities. 2a

b Did the activities descnbed in (a) constitute activities that, but for the organization’s involvement, one or more of
the organization’s supported organization(s) would have been engaged n? If 'Yes,” explain in Part VI the reasons for
the organization’s position that its supported organization(s) would have engaged in these activities but for the
organization's involvement 2

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

a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or trustees of
each of the supported organizations? Provide details in Part VI. 3a

b Did the organization exercise a substantial degree of direction over the policies, programs, and actiities of each of its l
supported organizations? If 'Yes,’ describe in Part VI the role played by the organization in this regard 3b

BAA TEEA0405 00/28/16 Schedule A (Form 990 or 990-EZ) 2016




Schedule A (Form 990 or 990-EZ) 2016

BEYOND BATTEN DISEASE FOUNDATION

26-3223661 Page 6

(Part vV |TypeTII Non-Functionally Integrated 509(a)(3) Supporting Organizations

1

D Check here If the organization satisfied the Integral Part Test as a qualifying trust on Nov 20, 1970 (explain in Part VI). See

Instructions. All other Type Il non-functionally integrated supporting organizations must complete Sections A through E.

Se

ction A — Adjusted Net Income

(A) Pror Year

(B) Cumrent Year
(ophional)

Net short-term capital gain

Recovenes of prior-year distnbutions

Other gross income (see Instructions)

Add lines 1 through 3

Depreciation and depletion

Nl |w [N

DI || W|N]|=

Portion of operating expenses paid or incurred for production or collection of gross
income or for management, conservation, or maintenance of property held for
production of income (see instructions)

-]

7

Other expenses (see instructions)

8

Adjusted Net Income (subtract lines 5, 6, and 7 from line 4)

Section B — Minimum Asset Amount

(A) Prior Year

(B) Current Year
(optional)

1

Aggregate fair market value of all non-exempt-use assets (see instructions for short
tax year or assets held for part of year)

a Average monthly value of secuntes

1a

b Average monthly cash balances

1ib

¢ Fair market value of other non-exempt-use assets

d Total (add lines 1a, 1b, and 1c)

1d

o Discount claimed for blockage or other
factors (explain in detail in Part V1)

Acquisition indebtedness applicable to non-exempt-use assets

N

w

Subtract ine 2 from line 1d

w

E-N

Cash deemed held for exempt use Enter 1-1/2% of line 3 (for greater amount,
see Instructions)

Net value of non-exempt-use assets (subtract line 4 from line 3)

Muttiply line 5 by .035

Recovenes of prior-year distnbutions

IiN|D|ON

Minimum Asset Amount (add line 7 to line 6)

XiNID | |

Section C — Distributable Amount

Current Year

Adjusted net income for prior year (from Section A, line 8, Column A)

Enter 85% of line 1

Minimum asset amount for prior year (from Section B, line 8, Column A)

Enter greater of line 2 or line 3

income tax imposed In prior year

A |bjwin=

NDjniLlw IN|=

Distributable Amount. Subtract line 5 from Iine 4, unless subject to emergency
temporary reduction (see instructions)

6

-y

D Check here if the current year i1s the organization's first as a non-functionally integrated Type lll supporting organization

(see instructions).

BAA

TEEAQ406 09/28/16
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Schedule A (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 7
[Part V_ [Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D — Distributions Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts pard to perform activity that directly furthers exempt purposes of supported organizations,
in excess of income from activity
3 Administrative expenses paid to accomplish exempt purposes of supported organizations
4 Amounts paid to acquire exempt-use assets
5 Quallffied set-aside amounts (prior IRS approval required)
6 Other distributions (describe in Part VI) See instructions
7 Total annual distributions. Add lines 1 through 6
8 Distributions to attentive supported organizations to which the organization 1s responsive (provide details
in Part VI) See instructions
9 Distributable amount for 2016 from Section C, line 6
10 Line 8 amount divided by Line 9 amount
. b i . . . (i _(ilz1 . oI (ili) o
Section E — Distribution Allocations (see instructions) Dls‘iﬁgﬁ; ns Uﬂde';g;s_tzol:!émﬂs Ang:‘t‘;;ar e 16

1

Distributable amount for 2016 from Section C, line 6

2

Underdistnbutions, f any, for years prior to 2016 (reasonable
cause required — explain in Part VI) See instructions.

Excess distnbutions carryover, if any, to 2016

From 2013

From 2014

From2015 . . . .

Total of ines 3a through e

Applied to underdistributions of prior years

Tl || |ajo|o |

Applied to 2016 distnbutable amount

Carryover from 2011 not applied (see instructions)

-

Remainder. Subtract lines 3g, 3h, and 3i from 3f

Distnbutions for 2016 from Section D,
line 7. $

a Apphed to underdistnbutions of prior years

b Applied to 2016 distnbutable amount

¢ Remainder Subtract lines 4a and 4b from 4

5 Remaining underdistnbutions for years pnor to 2016, if any.
Subtract iines 3g and 4a from line 2 For result greater than
zero, explain in Part VI See instructions

6 Remaining underdistnbutions for 2016 Subtract ines 3h and 4b
from line 1 For result greater than zero, explain in Part VI See
nstructions

7 Excess distributions carryover to 2017. Add lines 3) and 4c

8 Breakdown of ine 7

a|

b Excess from2013 . . . .

C Excess from 2014 . . .

d Excess from2015 . . .

@ Excess from2016 . . .

BAA
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Schedule A (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 8

||Ea'nt{\&ll|§u plemental Information. Provide the explanations required by Part ll, line 10; Part Il, e 17a or 17b:Part lll, line 12; Part iV,
e

clion A, lines 1, 2, 3b, 3c, 4b, 4¢, 5a, 6, 9a, 9b, 9c, 11a, 11b, and 11c; Part IV, Section B, Iines 1 and 2; Part (v, Section C, ine 1;
Part IV, Section D, lines 2 and 3; Part 1V, Section E, lines 1c, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part v,
Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any additional information.

(See instructions.)

BAA TEEA0408 09/28/16 Schedule A (Form 980 or 890-EZ) 2016



SCHEDULE D Supplemental Financial Statements OMB No 150047
(Form 990) » Complete if the organization answered "Yes’ on Form 990, 201 6
PartIV,line6,7,8,9, 102\11aI 11b, 11c, 119d, 11e, 11f, 12a, or 12b.
> Attach to Form 990.
Department of the Treasury *> Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. l(l)‘ge:éao:ubllc }

Name of the organization

BEYOND BATTEN DISEASE FOUNDATION

Employer Identification number

26-3223661

[Part | _|Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered "Yes’ on Form 990, Part IV, line 6.

(a) Donor advised funds (b) Funds and other accounts
1 Total numberatendofyear . . ... ... .. 1.
2 Aggregate value of contnbutions to (dunng year) 384,172,
3 Aggregate value of grants from (durng year) . . . . . . 403,074.
4 Aggregate value atendofyear. . . . . . ... 36,958.
5 Dud the organization inform all donors and donor advisors In wnting that the assets held in donor advised funds

are the organization’s property, subject to the organization’s exclusive legal control?

6 Dnd the organization inform all grantees, donors, and donor advisors in wniting that grant funds can be used only
for chantable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? . . . . L . . L L L e e e e e e e Yes D No

|Part 1] ]Conservation Easements.

Complete if the organization answered 'Yes' on Form 990, Part [V, line 7.

1 Purpose(s) of conservation easements held by the organization (check all that apply).
HPreservatlon of a histoncally important land area

Preservation of land for public use (e g , recreation or education)
Protection of natural habitat
Preservation of open space

Preservation of a certified historic structure

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

last day of the tax year

Held at the End of the Tax Year

a Total number of conservationeasements . . . . . . .. .. ... o0 ool 2a
b Total acreage restncted by conservationeasements . . . . . . . .. ... .o Lo 2b
¢ Number of conservation easements on a certified histonic structure includedin(a@) . . . . . .. .. 2c

d Number of conservation easements included in (c) acquired after 8/17/06, and not on a histonic
structure isted inthe National Register . . . . . . . . . .. .. oo o oo 2d

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

tax year »

Number of states where property subject to conservation easement is located *

5 Does the organization have a wntten policy regarding the penodic monitonng, inspection, handling of violations,
and enforcement of the conservation easements £holdS? . « . . .« « c o v vt i i et e DYes D No
6 Staff and volunteer hours devoted to monitonng, inspecting, handiing of violations, and enforcing conservation easements during the year

>

7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements dunng the year

"3

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)B)(1)
................... []es D No

9 In Part Xlll, descnbe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization’s financial statements that descnbes the organization’s accounting for

and section 1770(h)@)BYN)? . . . . « . . o oL e e

conservation easements

|Part lll_jOrganizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete If the organization answered Yes' on Form 990, Part IV, line 8.

1 a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report In its revenue statement and balance sheet works of
art, historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide,
in Part Xili, the text of the footnote 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,
histoncal treasures, or other similar assets held for public exhibition, education, or research n furtherance of public service, provide the
following amounts relating to these items.

(i) Revenueincluded on Form 990, Part Vil line 1 . . . . . . .« . . oot i v v i > S
(i) Assetsincludedin Form 990, PartX . . . . . . . . . . . Lo e e e >3

2 If the organization received or held works of art, histoncal treasures, or other similar assets for financial gain, provide the following
amounts required to be reported under SFAS 116 (ASC 958) relating to these items.

a Revenue included on Form 990, Part Vil line 1 . . . . . . . . . . 0 it i i i e e e e e >3

b Assetsincluded In Form 990, Part X . . . . . . . o oL e e e e e e e e e e e L)

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301 08/15/16 Schedule D (Form 980) 2016



Schedule D (Form 990) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 2
|Part IlI_[Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets (continued)
3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection
items (check all that apply)
a Public exhibstion d Loan or exchange programs
b Scholarly research e Other
c Preservation for future generations

4 grow)c(iﬁ'a descniption of the organization’s collections and explain how they further the organization’s exempt purpose in
art

5 Dunng the year, did the organization solicit or recetve donations of art, histoncal treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization's collection?. . . . . . . ... ... .. I:I Yes DNO

[Part iv | Escrow and Custodial Arrangements. Complete if the organization answered 'Yes” on Form 990, Part 1V,
line 9, or reported an amount on Form 990, Part X, line 21.

1a Is the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included
ON FOMM 990, PAE X?- © + + « & v v oeoee e e e e e e e e e e e et e e e e [Jyes  [no
b If 'Yes,' explain the arrangement in Part XIlil and complete the following table
Amount
cBeginningbalance . . . . . .. . L e e e e e ic
dAddtionsdunngtheyear. . . . . . . . o i .t e e e e e e e e e e R 1d
e Distnbutionsduningtheyear . . . . . . . . .. L 0 e e . 1e
fEndingbalance. . . . . . ... L e e e e e 1f
2 a Did the organization include an amount on Form 990, Part X, hne 21, for escrow or custodial account hability? . . . . . . U Yes No
b If 'Yes,’ explain the arrangement in Part XIll Check here If the explanation has been providedonPart XIIl . . . . .. ... ... ... H

|Part V_{Endowment Funds. Complete If the organization answered 'Yes’ on Form 990, Part IV, line 10.
{a) Current year (b) Prior year {c) Two years back (d) Three years back (e) Four years back

1 a Beginning of year balance . .
bContnbutions . . . . . . .. ..

¢ Net investment eamings, gains,
andlosses . . . . . .. .. ..

d Grants or scholarships . . . . .

e Other expenditures for facilities
and programs . . . . . .. ..

f Administrative expenses . .

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

a Board designated or quasi-endowment ™ %

b Permanent endowment * %

c Temporanly restncted endowment » %

The percentages on lines 2a, 2b, and 2¢ should equal 100%

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

organization by. Yes No
(i) unrelatedorganizations . . . . . . . . . .. L. e e e e e e e e e e e e 3a(i)
(ii) relatedorganizations . . . . . . . . . L. L Lo e e e e e e e e 3al(ii)

b If 'Yes’ on line 3a(n), are the related organizations listed as required on ScheduleR? . . . . . . . . .. . . ... .. ... 3b

4 Descnbe n Part Xiil the intended uses of the organization's endowment funds
[Part VI |Land, Buildings, and Equipment.
Complete if the organization answered Yes' on Form 990, Part IV, line 11a. See Form 990, Part X, line 10.

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

bBuldings . . . . .. ... ... ...
¢ Leasehold improvements . . . . . ... ..
dEqupment . . . . . .. .. ...

BAA Schedule D (Form 990) 2016

TEEA3302 08/15/16



Schedule D (Form 990) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 3

[Part Vil |Investments ~— Other Securities.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of secunty or category (including name of secunty) (b) Book value (c) Method of valuation Cost or end-of-year market value
(1) Financialdenvatives . . . . . .. ... .. ....
(2) Closely-heldequity interests . . . . .. ... .....
(3) Other

Total. (Column (b) must equal Form 990, Part X, column (8) e 12) . -» l

{Part Vvill |lnvestments — Program Related.
Complete If the organization answered 'Yes’ on Form 990, Part IV, line 11¢. See Form 990, Part X, line 13.
{a) Description of investment (b) Book vaiue (c) Method of valuation Cost or end-of-year market value

(10)

Total. (Column (b) must equal Form 990, Part X, column (B} ine 13). . » !
[Part IX |Other Assets.

Complete if the organization answered "Yes’ on Form 990, Part 1V, line 11d. See Form 990, Part X, line 15.
_{a) Description (b) Book value

skbleklkE

(10)

Total. (Column (b) must equal Form 990, Part X, column (B)lme 15) . . . . . . . . . . .. .. v i v i v v v -

|[Part X__|Other Liabilities. i
Complete if the organization answered 'Yes' on Form 990, Part IV, ine 11e or 11f. See Form 990, Part X, line 25
(a) Description of liability (b) Book value |
(1) Federal income taxes ‘
(2) 3
(3) !
|
|

(4)
5
_8)
{7
()]
()
(10)
(1)
Total. (Column (b) must equal Form 990, Part X, column (B) hne 25) . . . »
2. Liabilrty for uncenam tax postions In Part XIli, provide the text of the footnote to the orgamization’s financial statements that reponts the organization’s liabiity for uncertain
tax posiions under FIN 48 (ASC 740). Check here if the text of the footnote has been providedmPant XIll. . . . . . o o v o e v e e e e
BAA TEEA3303 08/15/16 Schedule D (Form 990) 2016
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3223661 Page 4

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

Complete if the organization answered 'Yes’ on Form 990, Part IV, line 12a.

1 Total revenue, gains, and other support per audited financial statements . . . . . . . .. ... oL o0, 1 2,959,261.
2 Amounts included on line 1 but not on Form 980, Part VIII, line 12
a Net unrealized gains (losses)oninvestments . . . . . . . ... ......... 2a
b Donated servicesanduse offacilities. . . . . . . . . . . . ... .. 2b
c Recoveriesof pnoryeargrants . . . . . . . . ... ... ... ... .1 2¢
d Other (DescribemPart Xlll') . . . .. ... .. e e e e e .| 2d .
eAddhnes2athrough2d . . ... ... ... .. .. .. ... .. ..., e e e e 2e
3 Subtracthne2efromline1 . . . . . ... .. .. ... ... e e e e e e 3 2,959,261.
4 Amounts included on Form 990, Part VI, ine 12, but not on line 1
a Investment expenses not included on Form 990, Part VIl ine 7b. . . . . . . . . . 4a
b Other (DescnbemPart XM) . . . . . ... ... ... .. 00 . 4b -
cAddiinesd4aanddb . . . . . . . L. L e e e e e e e e 4c
5 Total revenue Add lines 3 and 4¢. (This must equal Form 990, Partl, lne 12). . . . . ... .. ... 5 2,959, 261.

[Part XlI |Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.

Complete if the organization answered 'Yes’ on Form 990, Part IV, line 12a

1 Total expenses and losses per audited financial statements. . . . . . ... .. ... 00000 1 3,588,139.
2 Amounts included on line 1 but not on Form 990, Part IX, ine 25
a Donated services and use offacilities. . . . . . . ... ... ... 2a
b Prior yearadjustments . . .. ... ..... ...... e e e 2b
cOtherlosses . . . . . . v o v i i i e e e e e e e e e 2¢
dOther (DescnbemPart XIIl) . . . . . . . . . 0o i 2d B
eAddlines2athrough2d . . . . . . . . . it it e e e e e e e 2e
3 Subtractlne2efromlinet . . . .. ... .. ... L., e e e e e e e 3 3,588,139.
4 Amounts included on Form 930, Part IX, line 25, but not on line 1
a Investment expenses not included on Form 990, Part Vil lme 7b. . . . . . . .. 4a
bOther(DescribenPart XIlE) . . . . . . . oo it iie eee ee 4b L
CAddlinesdaanddb . . . . . . . . .. L e e e e e e e e e e e e e e e e e s 4c
5 Total expenses Add lines 3 and 4c. (This must equal Form 990 Parfl nel8) . . . . . .. ... 5 3,588,139.

{Part Xill [ Supplemental Information.

Provide the descriptions required for Part Il, ines 3, 5, and 9, Part {ll, ines 1a and 4, Part IV, lines 1b and 2b, Part V,

line 4, Part X, line 2, Part XI, ines 2d and 4b, and Part XI|, ines 2d and 4b Also complete this part to provide any additiona! information.

BAA
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SCHEDULE F Statement of Activities Outside the United States OMB No 15450047
(Form 990) » Complete if the organization answered 'Yes’ on Form 990, Part IV, line 14b, 15, or 16. 20 1 6

> Attach to Form 990. _
Department of the Treasury * Information about Schedule F {(Form 990) and its instructions is Open to Public !
Intemal Revenue Service at www.irs.gov/form990. Inspection |
Name of the organization Employer identification number
BEYOND BATTEN DISEASE FOUNDATION 26-3223661

|Part | [General Information on Activities Outside the United States. Complete If the organization answered 'Yes'

on Form 990, Part IV, line 14b.

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

2 For grantmakers. Describe n Part V the organization’s procedures for monitonng the use of its grants and other assistance outside the

United States.

3 Activities per Region (The following Part I, ine 3 table can be duplicated If additional space 1s needed )
(a) Region (b) Number of | (c) Numberof [ (d)Activiies conducted in (e) If activity listed in (f Total
offices in the employees, the region (by type) (such (d) 1s a program expenditures for
region agents, and as, fundraising, program service, descnbe and investments
independent services, Investments, specific type of in the region
contractors grants to recipients service(s) in
n the region located in the region) the region
(1)
(2)
(3)
(4)
(5)
(6)
U]
(8)
9)
(10)
(11)
{12)
(13)
(14)
(15)
(16)
(n
3aSubtotal . . ... ...
b Total from continuation
sheetstoPartl. . . . . .
€ Totals (add lines 3a and 3b) .

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

TEEA3501 09/26/16
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BEYOND BATTEN DISEASE FOUNDATION

26-3223661

Page 2

[Part It_|Grants and Other Assistance to Organizations or Entities Outside the United States. Complete if the organization answered Yes’ on Form
990, Part iV, line 15, for any recipient who received more than $5,000 Part Hl can be duplicated if additional space is needed

1 (a) Name of organization

(b) IRS code
section and EIN
(f applicable)

(c) Region

(d) Purpose
of grant

(e) Amount of
cash grant

{f) Manner of
h

casl|
disbursement

(g) Amount of
noncash

(h) Descrpbon of
noncash

ce

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

other)

)

Eurcpe

RESEARCH

1,631,570.

CHECK

(2)

Europe

RESEARCH

79,098.

CHECK

(3

(4)

(5)

(6)

(7)

(8)

9

(10)

(1

!

L(12)

L(13)

| (14)

1 {15)

} (16)

2 Enter total number of recipient o
the grantee or counsel has provi

dec

3 Enter total number of other orgamizations or enhties

nizations hsted above that are recognized as chanties by the
d a section 501(c)(3) equivalency letter

foreign country, recogruzed as tax-exempt by the IRS, or for which

1
1

BAA

TEEA3S02 09/26/16

Schedule F (Form 990) 2016
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BEYOND BATTEN DISEASE FOUNDATION

26-3223661

Page 3

IPart 11l ] Grants and Other Assistance to Individuals Outside the United States. Complete if the organization answered "Yes’ on Form 990,
Part IV, ine 16 Part 11l can be duplicated if additional space 1s needed

(a) Type of grant or assistance

{b) Region

(c) Number
of recipients

(d) Amount of
cash grant

(e) Manner of
cash

disbursement

{f) Amount of
noncash 1ce

(g) Descripton of

{h) Method of
luation (book,

FMV, aﬁpl’ﬂlSﬂL
other)

(1)

(2)

(3)

(4

(5)

(6)

(7)

(8)

(9)

(10)

(11

(12)

(13)

(14)

(15)

(16)

un

(18)

BAA

TEEA3503 09726716

Schedule F (Form 990) 2016
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[PartIV_[Foreign Forms

1

Was the organization 2 U S transferor of property to a foreign corporation dunng the tax year? /f 'Yes,’ the
organization may be required to file Form 926, Return by a U S Transferor of Property to a Foreign
Comporation (see Instructions for Form 926). . . . . . . . . . . . . oo e e e e

Did the organization have an interest in a foreign trust dunng the tax year? If 'Yes,’ the organization may be
required to separately file Form 3520, Annual Return To Report Transactions with Foreign Trusts and Receipt

of Certain Foreign Gifts, and/or Form 3520-A Annual Information Return of Foreign Trust Witha U S

Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form 990). . . . . . . . . . .. ... ...

Did the organization have an ownership interest in a foreign corporation dunng the tax year? /f ‘'Yes,’ the
organization may be required fo file Form 5471, Information Return of U S Persons With Respect To Certain
Foreign Corporations (see Instructions for Form 5471) . . . . « . . . v v o 0 v i it i e e e e

Was the organization a direct or indirect shareholder of a passive foreign investment company or a qualified
electing fund durning the tax year? If 'Yes,’ the orgarnszation may be required fo file Forrn 8621, Information

Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund (see

Instructions for Form 8621) . .« « « « © o i i e e e e e e e e e e e e e e

Did the organization have an ownership interest in a foreign partnership dunng the tax year? If 'Yes,' the
organization may be required to file Form 8865, Return of U S Persons With Respect to Certain Foreign

Partnerships (see Instructions for Form 8865). . . . . . . . . .. ... o0 Lo oo e e e

Did the organization have any operations in or related to any boycotting countries during the tax year?
If "Yes,' the organization may be required to separately file Forrn 5713, International Boycoft Report (see
Instructions for Form 5713, donotfile with Form990). . . . . . . . . . .« i it ittt e

.. DYes No |
.. DYes No
- [res No

. DYes No

N DYes No
.. DYes No

BAA

TEEA3505 09/26/16

Schedule F (Form 990) 2016
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Supplemental Information
Provide the information required by Part |, line 2 (monitoring of funds); Part |, line 3, column (f)
(accounting method; amounts of investments vs expenditures per region); Part II, ine 1 (accounting
method); Part 1l (accounting method); and Part ll, column (c) (estimated number of recipients), as
applicable. Also complete this part to provide any additional information. See instructions.

BAA TEEA3504 (09/26/16 Schedute F (Form 990) 2016



SCHEDULE G Supplemental Information Regarding Fundraising or Gaming Activities OMB No 1545-0047
Complete if the organization answered "Yes' on Form 990, Part IV, line 17, 18, or 19, or if the

(Form 990 or 990-E2) P orgz?nizalion entered more than $15,000 on Form 990-EZ, line 6a. 2 0 1 6

Department of the Treasury N > Attach to Form 930 or Fonn 990-EZ: i . Open to Public [

Internal Revenue Service *> Information about Schedule G (Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. Inspection i

Name of the orgamzation Employer ldentification number

BEYOND BATTEN DISEASE FOUNDATION 26-3223661

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

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

a Mail solicitations e Solicitation of non-govemment grants
b intemet and email solicitations f Solicitation of government grants
c Phone solicitations g Special fundraising events
d In-person solicitations
2a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or key
employees listed in Form 990, Part Vi) or entity in connection with professional fundraising services? . . . . . . .. .. ... DYes DNo

b If 'Yes,' list the 10 hughest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least $5,000 by the organization

. v) Amount paid to . ;
(i) Name and address of individual (il) Activity (ii3) Drd fundraiser (iv) Gross receipts ( ()or retaineﬂ by) {vi) Amount paid to

have custody or control f (or retained by)
or entity (fundraiser) o comnbyu tons? from activity fundgﬁ,er:\ thsd n organization

Yes No

10

3 Ust all states in which the organization is registered or licensed to solicit contnbutions or has been notified it ts exempt from registration
or licensing

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2016
TEEA3701 09/23/16
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26-3223661

Page 2

[Part Il | Fundraising Events. Complete if the organization answered 'Yes' on Form 990, Part IV, line 18, or reported
more than $15,000 of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b.
List events with gross receipts greater than $5,000.

(a) Event #1 (b) Event #2 (c) Other events (d) Total events
(add column (a)
HOPE ON THE GREEN | HOPE UNDER THE STARS | LIVE MUSIC 2017 | through column (c))

2 (avent type) {event type) (total number)
v
E
N 1 Grossrecepts . . .. .......... 325,488. 663,806. 233,793. 1,223,087.
E

2 Less.Contnbutions - . .. ....... 138,727. 54,543 . 182, 927. 376,197.

3 Gross income (ine 1 minus hne 2). . . . . 186,761. 609, 263. 50,866. 846,890.

4 Cashpnzes ...............

5 Noncashpnzes..........
D
é 6 Rentffaciitycosts . . . . . . 27,155. 81,562. 108, 717.
c
T 7 Foodandbeverages - . ..... ... 17,662. 17,662.
E
X | 8 Entertanment. . . ... ... ......
E
g 9 Otherdrrectexpenses. . . . . . . . . .. 27,650. 87,061 215,274 329, 985.
s

10 Direct expense summary. Add lines 4 through 9 incolumn{d). . . . . . . . .. ... ... .. ..., > 456, 364.
11 Netincome summary Subtractline 10 fromline 3, column(d). . . . . . .. ... ... ... ..... > 390,526.

[Part Il | Gaming. Complete If the organization answered 'Yes’ on Form 990, Part IV, line 19, or reported more than

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

8 Net gaming income summary Subtract line 7 from line 1, column (d)

(b) Pull tabs/instant (d) Total gaming
E (a) Bingo bingo/progressive (c) Other gaming (add column (a)
v bingo through column (c))
N
1]
E 1 Grossrevenue . . . . . .« . . 0. 0.
2 Cashpnzes. . . ... .... .....
E
D X
kBl 3 Noncashpnzes..............
E N
cs
T £l 4 Rentfaciitycosts. . ... ........
5 Otherdirectexpenses. . . . . . . . ...
Yes % Yes % ||_[Yes % 1
6 Volunteerlabor . . . . . ... ...... No No No !
7 Direct expense summary Add fines 2 through Sincolumn(d). . . . . . . . . ... . oo Lo >
»

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

a Is the organization licensed to conduct gaming activities in each of these states?
b If 'No,’ explain

TEEA3702 09/23/16

Schedule G (Form 990 or 990-EZ) 2016



Schedule G (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 3
11 Does the organization conduct gaming activities with nONMemMbErs? . . . . « v ¢ v v v v v v v v v vt e e e e e e [:rYes E] No

12 Is the orgamzation a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed to
administer chantable gamiNg? - - « - « o o o o v v v e e e e e e e e e e e e e e e e D Yes DNo

13 Indicate the percentage of gaming activity conducted in
aTheorganization'sfacility . . . . . . . & . . o Lt i i e e e e e e e e e e e e e 13a
bANOUSIE fACHITY. - - &« o i e e e e e e e e e e e e e e e e e [ 13b] %

15a Does the organization have a contract with a third party from whom the organization recesves gaming revenue? . . . . . . . DYes DNo
b If 'Yes, enter the amount of gaming revenue received by the organization ~ s and the amount
of gaming revenue retained by the third party > S
¢ If 'Yes,' enter name and address of the third party

16 Gaming manager information

Gaming manager compensaton *> $

Descniption of services provided ™

D Director/officer I:l Employee D Independent contractor

17 Mandatory distnbutions
a Is the organization required under state law to make chantable distnbutions from the gaming proceeds to retain the
state gaming icense? DYes DNO
b Enter the amount of distributions required under state law to be distnbuted to other exempt organizations or spent in the
organization's own exempt activities dunng the tax year >3

'PArtilViE Supplemental Information. Provide the explanations required by Part |, line 2b, columns (iii) and (v}
and Part lll, lines 9, 9b, 10b, 15b, 15¢c, 16, and 17b, as applicable. Also provide any additional
information. See instructions

BAA TEEA3703 09/23/16 Schedule G (Form 930 or 990-EZ) 2016



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

Complete If the or (| d 'Yes' on Form 990, Part IV, line 21 or 22
> Attach to Form 980.

SCHEDULE!
{Form 990)

OMB No 1545-0047

2016

Open to Public '

riment of the T
f,’\f.‘,’.‘;m Raveruo Soncs * Infor lon about Schedule | (Form 990) and its Instructions |s at www.irs gov/form990. Inspaction
Name of the organizebon Empioyer kieatification number

BEYOND BATTEN DISEASE FOUNDATION

26-3223661

|Part I JGeneral Information on Grants and Assistance

1 Does the organization maintain records to substantiate the amount of the glants or assistance, the gmntees ellglblllty for the grants or assistance, and

the selection cntena used to award the grants or assistance?
2 Descnbe in Part {V the organization's procedures for monitoning the use of grant funds n the United States

E‘Yes D No

Part Il |Grants and Other Assistance to Domestic Organizations and Domestic Governments. Complete if the organization answered 'Yes' on
Form 990, Part |V, line 21, for any recipient that received more than $5,000 Part It can be duplicated If additional space 1s needed.

4 (a) Name and address of organizabon {b) EIN (c() IRC section (d) Amount of cash grant (8) Amounl of noncash Mathod of valuahen {g) Dascription of (h) Purposa of gmnt
or government if applicable) assislanco (book, FMV, n;wnmlssl nNOoNCush gsststance Or assistonco
ather]

{1) TEXAS CHILDREN'S HOSPITAL

_1919_S BRAESWQOD_STE _52_

HOUSTON TX 77030 74-~1100555 501 (c) (3) 598,100. ESEARCH
{2) MASS_GENERAL_HOSPITAL _ _
__PQ BOX 414876 _ _______

BOSTON MA 02114 20-2905531 501 (c) (3) 117,712, ESEA
{3) NEW_YORK STEM CELL FOUNDA
—_619_WEST 54TH ST_3RD_FL_

NEW YORK NY 10019 20-2905531 501 (c) (3) 100,000 {RESEARCH
{4) BATTEN_DISEASE SUPPORT &_
__1175 DUBLIN ROAD__ ____

COLUMBUS OH 43215 91-1397792 501(c) (3) 12,500 ESEARCH
B ______
®_
o
® _ L ___

2 Enter total number of section 501(c)(3) and government organizations listed in the line 1 table -
| 3 Enter total number of other organizations isted n the lne {1 table . . . . . .. ...
TEEA2901 11/0¥18 Schedule | (Form 990) (2016)

\ BAA For Paperwork Reduction Act Notice, see the Instructions for Form 930



Schedule | (Form 990) (2016) BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 2
{PaErtIIIE| Grants and Other Assistance to Domestic Individuals. Complete If the organization answered 'Yes' on Form 990, Part IV, line 22. Part Ilf
can be duplicated iIf additional space 1s needed

{a) Type of granl or assrstance (b} Number of {c} Amount ol {d) Amountof {e) Mathod of vakuaton {book {) Duscrption of noncagh assisiance
recpients cash grant noncash assistanco FMV eppramal, olhor)

7
PareIVH| Supplemental Information. Provide the information required in Part |, Iine 2, Part ill, column (b), and any other addiional information

Pt I Line 2 THE ORGANIZATIONS RECEIVING GRANT FUNDS REPORT PERIODICALLY REGARDING THE USE OF FUNDS.

BAA Schedule | (Form 930) (2016)

TEEA3902 111016



SCHEDULE L

Department of the Treasury
Internal Revenue Service

Transactions With Interested Persons
(Form 990 or 990-EZ) | ». complete if the organization answered 'Yes’ on Form 990, Part IV, line 25a, 25b, 26, 27, 28a,

28b, or 28¢, or Form 990-EZ, Part V, line 38a or 40b.
» Attach to Form 990 or Form 990-EZ.

* Information about Schedule L (Form 990 or 990-EZ) and its instructions is

at www.irs_gov/form990.

OMB No 1545-0047

2016

Open To Public
inspection

i

Name of the orgamization

Employer identification number

BEYOND BATTEN DISEASE FOUNDATION 26-3223661
[Part| _|Excess Benefit Transactions (section 501gc)(|133), section 501(;:2(4), and 501&(;4)(29) or?anizations only).
Complete If the organization answered "Yes' on Form 990, Part IV, ine 25a or 25b, or Form 990-EZ, Part V, line 40b
(b) Relatonship between disquatfied (d) Corrected?
1 (a) Name of disqualified person person and organization (c) Description of transaction
Yes No
(1)
(2
(3)
4)
(5)
(6)
2 Enter the amount of tax incurred by the organization managers or disqualified persons dunng the year under
SECHOM 958 . . . . . o i e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e e >3
3 Enter the amount of tax, if any, on line 2, above, reimbursed by the orgarmzaton . . . . . . ... .. ... .. .. >3
[Part I |Loans to and/or From Interested Persons.
Complete if the organization answered 'Yes’ on Form 990-EZ, Part V, line 38a or Form 990, Part IV, line 26; or if the
organization reported an amount on Form 990, Part X, Iine 5, 6, or 22.
(a) Name of interasted person | (b) Relationship (c) Purpose (d) Loan to or (e} Onginal (f) Balance due (@) In default? | (h) Approved | (i) Watten
with organization of loan org:r:?zg]u% o principal amount m eg; agreement?
To From Yes No Yes No Yes No
(1) MICHAEL SPAIN [RELATED PARTY{CARRIER SCRERNING | X 200,000. 46,605. X1 X X
(2)
()
@
(5)
(6)
U]
(8)
(9)
(10)
Total . .« . . e e e e e e e e e e e e e e e e e e e e e e e e e e >S5 46,605.
Part lll |Grants or Assistance Benefiting Interested Persons.
Complete if the organization answered 'Yes' on Form 990, Part IV, line 27.
(a) Name of interested person (b) Relationship between interested person {c) Amount of assistance {d) Type of assistance (e) Purpose of assistance

and the organization

(1)

(2)

(3)

{4)

(5)

(6)

()

(8)

(9

(10)

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

TEEA4501 08/09/16

Schedule L (Form 930 or 930-EZ) 2016



Schedule L (Form 990 or 990-EZ) 2016 BEYOND BATTEN DISEASE FOUNDATION 26-3223661 Page 2

Il&a[ VA Business Transactions Involving Interested Persons.
Complete if the organization answered Yes' on Form 990, Part IV, line 28a, 28b, or 28c.

(a) Name of interested person (b} Relationship between {c) Amount of (d) Descnption of transaction (e) Shanng of

|nteres$g ;)r:;i%r; r41and the transaction orr!;avr:ﬂl;gr;‘s

Yes No
()
)
(3
4)
(&)
(6)
7
(8)
9
(10)

ipartaVA| Supplemental information
Provide addiional information for responses to questions on Schedule L (see instructions).

Schedule L (Form 990 or 990-EZ) 2016
TEEA4501 08/09/16



SCHEDULE M
{Form 990)

Noncash Contributions

» Complete if the organizations answered 'Yes’ on Form 990, Part IV, lines 29 or 30.

» Attach to Form 990.

Department of the Treasury
intemal Revenue Service

* Information about Schedule M (Form 990) and its instructions is at www.irs.gov/form990.

OMB No 1545-0047

2016

Open to Public

Inspection

Name of the orgamzation

BEYOND BATTEN DISEASE FOUNDATION

Employer identification number
26-3223661

[Part | |Types of Property

(a)
Check if
applicable

(b)
Number of
contnbutions or
items contnbuted

{c)
Noncash contribution
amounts reported
on Form 990,
Part VIII, ine 1g

(d)
Method of determining
noncash contribution amo

unts

Art — Works ofart . . . .

Art — Historical treasures. . . . . . . . . . ...

Art — Fractional interests . . . . . .

Books and publications

Clothing and householdgoods . . . . . . . ...

Cars and othervehicles . . . . . . .. ....

Boats and planes . .

Intellectual property. . . . . . .

Securities — Publicly traded

Secunties — Closely held stock. . . . . . . ...

- =k
-0 W NN E WN 2

Secunties — Partnership, LLC, or trust interests. .

Securities — Miscellaneous .

-
N

-
w

Qualified conservation contnbution —
Historic structures

14 Qualified conservation contribution — Other. . . .

15 Real estate — Residential

16 Realestate— Commercial . . . . . . .. .. ..

17 Real estate — Other

18 Collectbles. - . . . . . . .« o o o v .

19 Food inventory -

20 Drugs and medical supplies

21 Taxdermy - - . . . .. ...

22 Historical artifacts

23 Scientificspecimens . . . . . . ... ...

24 Archeological artifacts

25 Other™

134,68].

FATIR MARKET VALUE

26 Other™

—

24,950.

FAIR MARKET VALUE

) -
) - X
) X

22,865,

FAIR MARKET VALUE

27 other™ (VARIOUS _ __ __ _ __ __ :
28 Other™_ ) -

29 Number of Forms 8283 received by the organization during the tax year for contributions for which the
organization completed Form 8283, Part IV, Donee Acknowledgement

30a Dunng the year, did the organization receive by contnbution any property reported in Part !, lines 1 through 28, that
it must hold for at least three years from the date of the imitial contribution, and which isn't required to be used

for exempt purposes for the entire holding period?
b If 'Yes,' describe the arrangement in Part Il

31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions?. . . . . . .

32a Does the organization hire or use third parties or related organizations to solicit, process, or sell

noncash contnbutions?. . . . . . .. ..
b If 'Yes,' descnibe in Part i1

33 If the organization didn't report an amount in column (c) for a type of property for which column (a) 1s checked,

descnbe in Part Il

..................... 29

Yes No

|

30a) | x

31| x

]

32a X

|
J

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

TEEA4601

08/24/16

Schedule M (Form 990) (2016)



Schedule M (Form 990) (2016) BEYOND BATTEN DISEASE FQUNDATION 26-3223661 Page 2
Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whether

the organization is reporting in Part |, column (b), the number of contributions, the number of items

received, or a combination of both. Also complete this part for any additional information.

BAA TEEA4602 08/24/16 Schedule M (Form 990) (2016)



SCHEDULE O Supplemental Information to Form 990 or 990-EZ OMB No 1545-0047

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 201 6
Form 990 or 990-EZ or to provide any additional information.

» Attach to Form 990 or 990-EZ.

Department of the Treasury > Information about Schedule O (Form 990 or 990-EZ) and its instructions is Open to Public
Intemal Revenue Service at www.irs.gov/form990. Inspection
Name of the orgamization Employer identification number
BEYOND BATTEN DISEASE FOUNDATION 26-3223661

THE FORM 990 IS PROVIDED TO ALL BOARD MEMBERS AND OFFICERS FOR REVIEW
Pt VI, Line 1l1b BEFORE FILING.

EACH DIRECTOR AND OFFICER IS REQUIRED TO ANNUALLY SIGN A STATEMENT

AFFIRMING THAT THEY HAVE RECEIVED A COPY OF THE BYLAWS CONTAINING THE

CONFLICT OF INTEREST POLICY, HAVE READ AND UNDERSTAND THE POLICY, AND
Pt VI, Line 12c HAVE AGREED TO COMPLY WITH THE POLICY.

THE PRESIDENT/CEO’S COMPENSATION IS REVIEWED AND APPROVED BY THE BOARD
Pt VI, Line 15a OF DIRECTORS.

OTHER EMPLOYEE COMPENSATION IS REVIEWED WITH COMPARABLE SOURCES AND
Pt VI, Line 15b APPROVED BY THE BOARD OF DIRECTORS.
Pt VI, Line 19 INFORMATION AVAILABLE UPON REQUEST.

BAA For Paperwork Reduction Act Nolice, see the Instructions for Form 990 or 930-EZ. TEEA4901 08/16/16 Schedute O (Form 930 or 990-EZ) (2016)



