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SCANNED DEC 8 3 2014

990 OMB No 1545-0047
Form . .
Return of Organization Exempt From Income Tax 2013
Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)

bevart . * Do not enter Social Security numbers on this form as it may be made public. : Qpe,‘w’:i, ||‘c
| mgfnafl"lggggnﬁges'g:?::ry » Information about Form 990 and its instructions is at www.irs.gov/form990. L ’ﬁl,"f E“ui?fi‘?f‘ 2
A For the 2013 calendar year, or tax year beginning , 2013, and ending ,
B cCheckif applicable C D Employer ldentification Number

] Address change {EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

| _|Name change 77 DIGITAL DRIVE #210 E Telephone number

el e |NOVATO, CA 94949 415-884-0223

Terminated

Amended return G Gross receipts $ 1,054, 936.

11

: Application pending F Name and address of pnncipal officer EMIL D. KAKKIS, M.D., PH.D H(a) Is this a group return for subordmates’H Yes %No
H(b) Are all t luded?
SAME AS C ABOVE Ifr'?\lg,' :;t;zgjg:la‘;s (‘Qgeulnestruchons)
I Tax-exempt status ~ [X[501(c)3) | [501(c) ( )< (nsertno) | [47ayyor | [527
J Website: » WWW.KAKKIS.ORG H(c) Group exemption number ™
Form of organization UCorporahon U Trust I_:rAssomahon | Other ™ ] L Year of formation 2009 I M State of legal domiciie CA

|:ért |  [Summary

1 Brefly describe the organization's mission or most significant activittes.  TQ EXPAND ACCESS TQ TREATMENT_FOR_ _ _ _
g PATIENTS WITH RARE DISEASES BY IMPROVING THE REGLATORY PROCESS THROUGH BETTER__ _ _ _
& UNDERSTANDING _QF NEW_SURROGATE MEASURES OF DISEASE, NEW CLINICAL STUDY DESIGNS AND _
s NEW ORGANIZATION FQCUS AT THE FDA. _ _ _ _ _ _ _ _ _ _ _ _ o
3| 2 Check this box *» D if the organization discontinued its operations or disposed of more than 25% of its net assets
O] 3 Number of voting members of the governing body (Part VI, line 1a). 3 7
°§’, 4 Number of independent voting members of the governing body (Part VI, line 1b) 4 6
2] 5 Total number of individuals employed in calendar year 2013 (Part V, line 2a) 5 0
2| 6 Total number of volunteers (estimate if necessary) .. . 6 20
&| 7a Total unrelated business revenue from Part VIll, column (C), line 12 . 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 7b 0
Prior Year Current Year
o | 8 Contributions and grants (Part Vill, line 1h) 791, 676. 872,694,
21! 9 Program service revenue (Part VI, line 2g) . 67,992.
% 10 Investment income (Part VIil, column (A), hnes 3, 4, and 7d)
&€ | 11 Other revenue (Part VIII, column (A), lines 5, 6d, 8c, 9¢, 10c, and 11e) 19,130. 16,538.
12 Total revenue — add lines 8 through 11 (must equal Part VIIl, column (A), line 12) 810, 806. 957,224.
™13 G'Eﬁ’ts.and s;m‘li amodnts paid (Part IX, column (A), lines 1-3) 17, 600. 35,170.
] 14} \Beu’\eﬂts pauﬁ oir for, gEmbers (Part IX, column (A), line 4)
" 1 Salarles other comp tion, employee benefits (Part 1X, column (A), lines 5-10) 300, 841. 333,827.
Jg: 163 drbfe§sn®a?fyi)dral 75 fees (Part IX, column (A), line 11e) | _ '
N3 b Total fundraising.e sés (Part IX, column (D), line 25) » 61,458. . o b
1 '17(-h OtheneXpiﬁ':seb rt lxicolumn (A), lines 11a-11d, 11f-24¢e) . . 570, 213 467,294,
_ 18'~'T'o al’e hmes 13-17 (must equal Part X, column (A), line 25) . 888, 654. 836, 291.
. 19 Revenue Iess expenses Subtract line 18 from line 12 -77,848. 120, 933.
; § Beginning of Current Year End of Year
§§ 20 Total assets (Part X, line 16) . 135,473. 294,093,
;g 21 Total habiities (Part X, line 26) 0. 11,165.
2 22 Net assets or fund balances Subtract line 21 from line 20 135,473. 282,928.
[Part Il [Signature Block
Under penalties of perjury, | de. that | ex: S sefur Ing accompanying schedules and statements, and to the best of my knowledge and belief, it 1s true, correct, and
complete Declaration of prep, wer thén o 3 ol matlﬂ which preparer has any knowledge
b (2 7
Slgn Signature of officer ] . Di% ﬁ
Here  |p T .24 /é’(/ Y, 40/(/
Print/Type preparer's name Preparer's signature Date Check I_I it
Paid TJosevu . Bvmrere %L c. WZ\; o /OA;’/M/)‘ self-employed A"'u Y5 —
Preparer |Frmsrame > BUNKER & COMPANY, LLP
Use Only |rrmsadaress ™ 4340 REDWOOD HWY., SUITE 117 Fim's EN > 35-2317502
SAN RAFAEL, CA 94903-2123 phoneno  (415) 499-7661
May the IRS discuss this return with the preparer shown above? (see instructions) Bl Yes l__l No
BAA For Paperwork Reduction Act Notice, see the separate instructions. TEEAO1I3L 11/08/13 Form 990 (2013) 2

g1




Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 2

Partlll | Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any hne in this Part 1) - ,

Briefly describe the organization's mission-

TO EXPAND ACCESS TO TREATMENT FOR PATIENTS WITH RARE DISEASES BY IMPROVING THE

Dud the organization undertake any significant program services during the year which were not listed on the prior

Form 990 or 990-E2? . . S . [ Yes No
If 'Yes,' describe these new services on Schedule O.

Did 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.

Describe the organization's program service accomplishments for each of its three largest program services, as measured by expenses
Section 501(c)(3) and 501(c)(4) organizations and section 4947(a)(1) trusts are required to report the amount of grants and allocations to
others, the total expenses, and revenue, If any, for each program service reported.

4a

(Code: ) (Expenses $ 419, 283. including grants of $ ) (Revenue $ )
SEE_SCHEDULE O

4b (Code- ) (Expenses $ 153, 773. wncluding grants of $ ) (Revenue $ )

SEE_SCHEDULE O

4c¢ (Code: } (Expenses $ 76,354 . including grants of $ ) (Revenue $ )

ITALIAN STREET PAINTING MARIN

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

(Expenses $ including grants of $ ) (Revenue $ )

4e Total program service expenses ™ 649,410.

BAA

TEEA0102L 07/0213 Form 990 (2013)




Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

Page 3
[Part IV [Checklist of Required Schedules
Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a prrvate foundation)? If 'Yes,' complete
Schedule A 1 X
Is the organization required to complete Schedule B, Schedule of Contributors (see instructions)? 2 X
Did the organization engage in direct or indirect political campargn activities on behalf of or in opposition to candidates
for public office? If 'Yes,' complete Schedule C, Part | 3 X
4 Section 501(c)(3) organizations. Did the organization engacqe in lobbylng activities, or have a section 501 (h) election
in effect duning the tax year? If 'Yes,' complete Schedule C, Part Il 4 X
5 s the orgamization 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, Part Ill 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accounts for which donors have the right
}g prolwde advice on the distribution or investment of amounts in such funds or accounts? If 'Yes,' complete Schedule D, X
art . . . . . 6
7 Did the organization receive or hold a conservation easement, mcludrng easements to preserve open space, the
environment, historic land areas, or historic structures? If 'Yes,' complete Schedule D, Part Il 7 X
8 Did the orgamization maintain collections of works of art, historical treasures, or other similar assets? /f 'Yes,’
complete Schedule D, Part Il . . . . . 8 X
9 Did the organization report an amount in Part X, tine 21, for escrow or custodial account liability, serve as a custodian
for amounts not Ilsted in Part X, or provide credit counsellng debt management, credit repair, or debt negotla’uon
services? If 'Yes,' complete Schedule D, Part IV 9 X
10 Did the organization, directly or through a related organlzatron hold assets in temporarnily restricted endowments,
permanent endowments, or quasi-endowments? /f 'Yes,' complete Schedule D, Part V 10 X
11 If the organization's answer to any of the following questions I1s 'Yes', then complete Schedule D, Parts Vi, VIi, Vili, IX, DAY

or X as applicable.

a IIDDldFt’he o\r/glamzatlon report an amount for land, buildings and equipment in Part X, line 107 /f 'Yes,’ complete Schedule
, Part .

o
e
2

b Did the organization report an amount for investments — other securnties in Part X, line 12 that 1s 5% or more of iis total
assets reported In Part X, line 167 If 'Yes,' complete Schedule D, Part Vil

¢ 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 16? If 'Yes,' complete Schedule D, Part Vil

d Did the organization report an amount for other assets in Part X, line 15 that 1s 5% or more of its total assets reported
in Part X, line 16? If 'Yes,' complete Schedule D, Part I1X

e Did the orgarmization report an amount for other liabilities in Part X, line 25? If 'Yes,' complete Schedule D, Part X

f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the orgamization's habihty for uncertain tax positions under FIN 48 (ASC 740)? If 'Yes,' complete Schedule D, Part X

12a Did the organization obtain separate, independent audited financial statements for the tax year? If 'Yes complete
Schedule D, Parts Xi, and Xl

b Was the organization included 1n consolidated, independent audited financial statements for the tax year? If 'Yes,' and
if the organization answered 'No' to ine 12a, then completing Schedule D, Parts XI and XlI 1s optional

13 Is the organization a school described in section 170(L)(1)AY)? If 'Yes,' complete Schedule E

14a Did the organization maintain an office, employees, or agents outside of the United Stafes?

b Did the orgamization 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 | and IV .

15 Did the organization report on Part 1X, column (A), iine 3, more than $5,000 of grants or other assistance to or for any
foreign organization? If 'Yes,' comp/ete Schedule F Parts Il and IV

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? /f 'Yes,’ complete Schedule F, Parts lland IV .

17 Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part iX,
column (A), lines 6 and 11e? If 'Yes,' complete Schedule G, Part | (see instructions)

18 Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part Viii,
lines 1¢ and 8a? If 'Yes,' complete Schedule G, Part Il

19 Did the organization report more than $I5 000 of gross income from gaming activities on Part VIil, ine 9a? /f 'Yes,’
complete Schedule G, Part Il

20 aDud the organization operate one or more hospital faciliies? If 'Yes,' complete Schedule H

b If ‘Yes' to line 20a, did the organization attach a copy of its audited financial statements to this return?

1a] X

11b X
e X
11d| X

1e X
11f X
12a X
12b X
13 X
14a X
14b X
15 X
16 X
17 X
18 X

19 X
20 X
20b

BAA TEEAQI03L 11/0813

Form 990 (2013)



Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

Page 4
[Part IV_|Checklist of Required Schedules (continued)
Yes | No
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organizations or
government on Part IX, column (A), line 1? If 'Yes,' complete Schedule 1, Parts | and Il 21 X
22 Did the organmization report more than $5,000 of grants or other assistance to individuals in the United States on Part
IX, column (A), ine 2? If 'Yes,' complete Schedule I, Parts | and Ill 22 X
23 Dud the organization answer 'Yes' to Part VI, Section A, line 3, 4, or 5 about compensation of the orgamzatron s current
and former officers, directors, trustees, key employees ‘and hlghest compensated employees? If 'Yes,  complete
Schedule J 23 X
24.a Did the organization have a tax-exempt bond i1ssue with an outstanding principal amount of more than $100,000 as of
the last day of the year, that was i1ssued after December 31, 2002? /f 'Yes,' answer lines 24b through 24d and
complete Schedule K If 'No,'go to line 25a. 24a X
b Did the organization invest any proceeds of tax- exempt bonds beyond a temporary period exceptron” 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
any tax-exempt bonds? 24c
d Did the organization act as an 'on behalf of' issuer for bonds outstanding at any time during the year? . 24d
25a Section 501(c)(3) and 501(c)4) organizations. Did the organization engage in an excess benefit transaction with a
disqualified person during the year? /f 'Yes,' complete Schedule L, Part { 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person n a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 or 990-EZ? If 'Yes,' complete
Schedule L, Part | 25b X
26 Dud the organization report any amount on Part X, line 5, 6, or 22 for recelvables from or payables to any current or
former officers, directors, trustees, key employees hrghest compensated employees, or disqualified persons?
If so, complete Schedule L, Part Il 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 Il 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV :
instructions for applicable filing thresholds, conditions, and exceptions): o R
a A current or former officer, director, trustee, or key employee? If 'Yes,' complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? If 'Yes,' complete
Schedule L, Part IV 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, 1% 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? /f 'Yes,' complete Schedule M 29 X
30 Dud the organrzatlon receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? /f 'Yes,' complete Schedule M 30 X
31 Dud the organization liquidate, terminate, or dissolve and cease operations? /f 'Yes,' cormplete Schedu/e N, Part | 31 X
32 Did the organization sell, exchange dispose of, or transfer more than 25% of its net assets? If 'Yes,' complete
Schedule N, Part Il 32 X
33 Did the organization own 100% of an entity disregarded as separate from the orgamzation under Regulations sections
301.7701-2 and 301 7701-3? If 'Yes,' complete Schedule R, Part | 33 X
34 Was the organization related to any tax-exempt or taxable entity? If 'Yes,' complete Schedule R, Parts i, Ill, 1V,
and V, ne 1 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)(13)? 35a X
b If 'Yes' to line 35a, did the organization receive any payment from or engage In any transaction with a controlled
entity within the meaning of section 512(b)(13)? If 'Yes,' complete Schedule R, Part V, line 2 . 35b
36 Section 501(c)(3) orgamzatlons Did the or}ganlzatlon make any transfers to an exempt non-charitable related
organization? /f 'Yes,' complete Schedule R, Part V, line 2. 36 X
37 Dud the organization conduct more than 5% of its activities through an entity that i1s not a related organization and that 1s
treated as a partnership for federal income tax purposes? If 'Yes,' complete Schedule R, Part VI 37 X
38 Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 19?
Note. All Form 990 filers are required to complete Schedule O . 38 X

BAA

TEEAQI04L 111143

Form 990 (2013)



Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 5

(Part V [Statements Regarding Other IRS Filings and Tax Compliance

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

Yes | No

1 a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable 1a '
b Enter the number of Forms W-2G included in ine 1a Enter -0- if not applicable .. 1b
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
(gambling) winnings to prize winners? 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 return 2a
b If at least one I1s reported on line 2a, did the organization file all required federal employment tax returns? 2b
Note. if the sum of ines 1a and 2a 1s greater than 250, you may be required to e-fife (see nstructions) -
3 a Did the organization have unrelated business gross income of $1,000 or more during the year? 3a X
b If "Yes' has 1t filed a Form 990-T for this year? If ‘No' to line 3b, provide an explanation in Schedule O . . 3b
4 a At any time duning the calendar year, did the organization have an interest in, or a signature or other authority over, a
financal account in a foreign country (such as a bank account, securities account, or other financial account)" 4a X
b If 'Yes,' enter the name of the foreign country: » ‘ ;
See Instructions for filing requirements for Form TD F 90-22.1, Report of Foreign Bank and Financial Accounts. ) o
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? 5a X
b Did any taxable party notify the organization that 1t was or i1s a party to a prohibited tax shelter transaction? 5b X
c If 'Yes,' to hne 5a or 5b, did the organization file Form 8886-T? 5¢
6 a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organlzatlon
solicit any contributions that were not tax deductible as chantable contributions? 6a X
b If 'Yes,' did the organization include with every solicitation an express statement that such contributions or gifts were
not tax deductible? 6b
7 Organizations that may receive deductlble contributions under section 170(c). :,
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and RN i
services provided to the payor? 7al X
b If 'Yes,' did the organization notify the donor of the value of the goods or services provided? 7bf X
c Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required to file
Form 82827 . . 7c X
d If '"Yes,' indicate the number of Forms 8282 filed during the year | 7d| . !
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? e X
f Did the organization, during the year, pay premwums, directly or indirectly, on a personal benefit contract? 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899
as required? 79
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a
Form 1098-C? 7h
8 Sponsoring organizations maintaining donor advised funds and section 509(a)(3) supporting organizations. Did the \ ;
supporting organization, or a donor advised fund maintained by a sponsoring organization, have excess business
holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds. 1
a Did the organization make any taxable distributions under section 49667 9a
b Did the organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)7) organizations. Enter-
a Initiation fees and capital contributions included on Part Vi, tine 12 10a .
b Gross receipts, included on Form 990, Part ViII, ne 12, for public use of club facilities . 10b 5
11 Section 501(c)X12) organizations. Enter: :
a Gross income from members or shareholders .. .. Ma 1
b Gross income from other sources (Do not net amounts due or paid to other sources }‘:‘ |
against amounts due or recerved from them ) 11b .
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization fillng Form 990 in leu of Form 10417 12a
b If 'Yes,' enter the amount of tax-exempt interest received or accrued during the year | 12 b| :
13 Section 501(c}(29) qualified nonprofit health insurance issuers. '
a Is the organization licensed to 1ssue qualified health plans in more than one state? f3a )
Note. See the instructions for additional information the organization must report on Schedule O. -
b Enter the amount of reserves the organization i1s required to maintain by the states in
which the organization 1s licensed to 1ssue gqualified health plans 13b
¢ Enter the amount of reserves on hand 13¢
14a Did the organization receive any payments for indoor tannlng services during the tax year? 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 TEEAQ105L 07/02/13

Form 990 (2013)



Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page &

|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 a response or note to any line in this Part Vi . . .
Section A. Governing Body and Management

Yes | No
Ta Enter the number of voting members of the governing body at the end of the tax year. Ta 7 ";}:, ki ;'x"
If there are matenal differences in voting rights among members —*1{3 w‘h’* M
of the governing body, or If the governing body delegated broad *g \ﬂ '.'
authority to an executive committee or similar committee, explain in Schedule O. RO RN A
b Enter the number of voting members included in line 1a, above, who are independent. 1b 6 3&3,5, IN3 - ‘;t
2 Dd any officer, director, trustee, or key employee have a family relationship or a business relationship with any other ’ ‘} o
officer, director, trustee or key employee?. ~SEE SCHEDULE O ) . 2| X
3 Dud the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors or trustees, or key employees to a management company or other person? 3 X
4 Did the organization make any significant changes to its governing documents
since the prior Form 990 was filed? 4 X
5 Did the organization become aware during the year of a significant diversion of the organlzatlon s assets? . 5 X
6 Dud the organization have members or stockholders? 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 of the governing body? . . . 7a X
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or other persons other than the governing body? 7b X
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by ":?-'32‘ SR T
the following- A N .
a The governing body? 8a] X
b Each committee with authority to act on behalf of the governing body? 8b| X
9 Is there any officer, director, trustee, or key employee listed in Part Vil, Section A, who cannot be reached at the
organization's mailing address? If 'Yes,' provide the names and addresses in Schedule Q 9 X
Section B. Policies (This Section B requests information about policies not required by the Interna/ Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affiliates? .1 10a X
b If 'Yes,' did the organization have written policies and procedures goverming the activities of such chapters affiliates, and branches to ensure their
operations are consistent with the organization's exempt purposes? 10b
11 a Has the organization provided a complete copy of this Form 990 to all members of its governing body before f|||ng the form7 1a| X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990  SEE SCHEDULE O | #+ ;
12a Did the organization have a written conflict of interest policy? /f 'No," go to line 13 12a
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could glve rise
to conflicts? . 12b
¢ Dd the organlzatlon regularly and consistently monitor and enforce compliance with the policy? If 'Yes,’ descnbe n
Schedule O how this was done  SEE SCHEDULE O .| 12¢] X
13 Did the organization have a written whistleblower policy? . 13 X
14 Did the organization have a wnitten document retention and destruction policy? 14 X
15 Did the process for determining compensation of the following persons include a review and approval by mdependent ,
persons, comparability data, and contemporaneous substantiation of the deliberation and decision? *"* :
a The organization's CEQ, Executive Director, or top management offictal. SEE SCHEDULE O 15af X
b Other officers of key employees of the organization 15b X
If 'Yes' to line 15a or 15b, describe the process in Schedule O. (See instructions.) S
16a Did the orgamzation invest in, contribute assets to, or participate in a joint venture or similar arrangement with a NI
taxable entity during the year? . . . . 16a X
b If 'Yes,' did the organization follow a written policy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and taken steps to safeguard the N
organization's exempt status with respect to such arrangements? 16b
Section C. Disclosure
17 List the states with which a copy of this Form 990 1s required to be filed > CA

18 Section 6104 requires an organization to make its Forms 1023 (or 1024 «f applicable), 990, and 990-T (501(c)(3)s only) available for public
inspection. Indicate how you make these available. Check all that apply.

D Own website . Another s website . Upon request D Other (explain in Schedule O)
19 Describe in Schedule O whether (and If so, how) the organization makes its governing documents, conflict of interest policy, and financial statements available to
the public duning the tax year. SEE SCHEDULE O

20 State the name, physical address, and telephone number of the person who possesses the books and records of the organization.
" EVERYLIFE FOUNDATION 77 DIGITAL DRIVE NOVATO CA 94949 415-884-0223 _ ___ _ ________
BAA TEEAQ106L 07/02/13 Form 990 (2013)




Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 7
[Part Vi | Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check If Schedule O contains a response or note to any line in this Part VIl . . D
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1 a Complete this table for all persons required to be histed Report compensation for the calendar year ending with or within the
organization's tax year
® | st all of the organization's current officers, directors, trustees (whether individuals or organizations), regardless of amount of
compensation. Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® List all of the orgamization's current key employees, If any. See instructions for definition of 'key employee.'
® | ist the organization's five current highest compensated employees (other than an officer, director, trustee, or key employee)
who received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 1093-MISC) of more than $100,000 from the
organization and any related organizations
® List all of the organization's former officers, key employees, and highest compensated employees who received more than $100,000
of reportable compensation from the organization and any related organizations
¢ List all of the organization's former directors or trustees that received, 1n the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations

List persons in the following order. individual trustees or directors; nstitutional trustees, officers; key employees, highest compensated
employees; and former such persons

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

©
B) Position (do not check more than (D) (E) (3]
Name and Tl rﬁ)\?ﬁ?g:r Ongﬁt')gé; :gldezs 'gg&c/ﬁugggan com‘;:gggtlagrl\efrom comsgﬁggnagrlefrom am%ﬁﬁ?gft%?her
S TR e e G R B
%T",Q‘;i‘éﬁ o é— é EJ -.;3 S § zn ) organization
oganiza- |3 G| E| 2|1 8128| 3 and related
tions g,_ 5| & S35l organizations
below 222 k=) g
e | Elg| |B| B
® § é
_() EMIL D. KAKKIS, MD, PHD| 1 _
PRESIDENT 0 X X 0 0 0
@ JOHN RLOCK _ ________ -1
SECRETARY 0 X X 0. 0 0
_®_JENNY SORIANO M.D. ___ | 1 _
DIRECTOR 0 X 0 0 0
_@ MARK DANT _ ________ _1_
DIRECTOR 0 X 0. 0 0
_®) DAVID ROWITCH, MD, PHD |} 1 _
DIRECTOR 0 X 0 0 0
_© RITU BARAL __ _______ | -1
DIRECTOR 0 X 0. 0 0
_®_JULIA JENRINS ______ _40_
EXECUTIVE DIR. 0 X X 95,080. 0. 0.
e i (R
e ——
o ] e
oy ] -
O ] S
0y ] S
0 ———

BAA TEEAOIO7L 07/08/13 Form 990 (2013)




Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES

26-4614274

Page 8

| Part VIl [Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

B ©
Posit
(A) A;erage égo not|che&$Inl1?3?e thgn“:)ne (D) (D) ()
N eSS person 1S both an
Name and tile gg:s °ﬁ)'(°eu’na"d apdlrectorl trustee) com}::reg:haobrlefrom comggﬁgar{?g)rl\efrom am%i::{n;‘g?her
week = = I =] the organization related organizations compensation
(stany 12 1 21 Q12 53 3] (w-2/1%99 MISC) (W-2/1059-MISC) from the
hours” |0 & Z F < & 3 organization
or IFEEIB|Q |28 3 and related
related R S1 5| |3 (8 515 organizations
organiza |8 = 3 = |® 3
- tions = g 3
befow =3 a8 a
dotted g % §
line) 3 ‘;":
@ __] ——
(16) -
an e __ ——
08 o ______ ——
qa o _______ .
ey o _____J .
ey o ______ do__
e _ _________ 4---
ey L ______ __
ey L ______ .
@ _____ o
1b Sub-total > 95,090. 0. 0.
¢ Total from continuation sheets to Part V|| Section A > 0. 0. 0.
d Total (add lines 1b and 1¢) > 95, 090. 0. 0.
2 Total number of individuals (including but not mited to those listed above) who received more than $100,000 of reportable compensation
from the organization ™ 0
Yes | No
3 D the organization list any former officer, director, or trustee, key employee, or highest compensated employee
on line 1a? If 'Yes,' complete Schedule J for such individual 3 X
4 For any individual listed on line 1a, i1s the sum of reportable compensation and other compensation from
the organization and related orgamzatlons greater than $150,0007? /f 'Yes' complete Schedule J for
such individual 4 X
5 Did any person histed on line 1a receive or accrue _compensation from any unrelated organization or individual - '
for services rendered to the organization? /f 'Yes,' complete Schedule J for such person 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

(B)
Description of services

©)
Compensation

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

$100,000 of compensation from the organization ®

0

BAA

TEEAQ108L 111113

Form 990 (2013)



Form 990 (2013)

EVERYLIFE FOUNDATION FOR RARE DISEASES

26-4614274

Page 9

]Part V|I|] Statement of Revenue

Check 1f Schedule O contains a response or note to any line in this Part VIil

N

A
Total revenue

(B)
Related or
exempt
function
revenue

©
Unrelated
business
revenue

(D)
Revenue
excluded from tax
under sections

512-51

CONTRIBUTIONS, GIFTS, GRANTS

1a Federated campaigns. Ta

b Membership dues . 1b

¢ Fundraising events . . 1c¢

d Related organizations. 1d

e Government grants (contributions) le

f All other contributions, gifts, grants, and
similar amounts not included above 1f

872,694.

g Noncash contributions tncluded in lines 12-1f  $

h Total. Add lines 1a-1f

> 872,694.

PROGRAM SERVICE REVENUE| ANp GTHER SIMILAR AMOUNTS

Business Code

2a JTALTAN STREET PAINTING

67,992.

67,992.

b

[

d

e

f All other program service revenue

g Total. Add lines 2a-2f

> 67,992,

OTHER REVENUE

3 Investment income (ncluding dividends, interest and

other similar amounts)

4 Income from investment of tax-exempt bond proceeds. >

5 Royalties

(1) Reat

(i) Personal

6a Gross rents

b Less' rental expenses

¢ Rental income or (loss)

d Net rental income or (loss)

n
7 a Gross amount from sales of () Securities

(11) Other

assets other than inventory .

b Less: cost or other basis
and sales expenses

¢ Gamn or (loss)

d Net gain or (loss)

8a Gross Income from fundraising events
(not including . §
of contributions reported on hne 1c).

See Part IV, line 18 a

114,250.

b Less® direct expenses b

97,712.

¢ Net income or (loss) from fundraising events

- 16,538,

16,538,

9a Gross income from gaming activities
See Part IV, line 19. a

b Less: direct expenses b

¢ Net income or (loss) from gaming activit

les

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

b Less: cost of goods sold b

¢ Net income or (loss) from sales of inventory

Miscellaneous Revenue

Business Code

d All other revenue

e Total. Add lines 11a-11d
12 Total revenue. See instructions

> 957,224.

67,992.

16,538.

BAA

TEEAQ10SL 07/08/13

Form 990 (2013)



Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES

26-4614274

Page 10

|Part IX | Statement of Functional Expenses

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

Check 1f Schedule O contains a response or note to any line in this Part |X

|

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

(A)
Total expenses

(B)

Program service

expenses

©)
Management and
general expenses

(D)
Fundraising
expenses

1 Grants and other assistance to governments
and organizations 1n the United States. See
Part IV, ine 21 . .

2 Grants and other assistance to individuals 1n
the United States See Part IV, line 22

35,170.

35,170.

3 Grants and other assistance to governments,
organizations, and individuals outside the
United States. See Part IV, lines 15 and 16

4 Benefits patd to or for members.

5 Compensation of current officers, directors,
trustees, and key employees.

95, 090.

95,080.

6 Compensation not included above, to
disquatified persons (as defined under
section 4958(H)(1)) and persons described
In section 4958(c)(3)(B)

0.

0.

7 Other salaries and wages .

207, 267.

110,203.

55,834.

41,230.

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

9 Other employee benefits

31,470.

13,847.

13,847.

3,776.

10 Payroll taxes.

11 Fees for services (non-employees)
a Management

b Legal

525.

462.

63.

¢ Accounting

6,600.

3,904.

1,904.

792,

d Lobbying

e Professional fundraising services See Part IV, line 17

f Investment management fees

g Other. (If line 11g amt exceeds 10% of line 25, column
(A) amount, hist line 11g expenses on Schedule O). .

14,358.

12,665.

1,693.

12 Advertising and promotion

2,007.

2,007.

13 Office expenses

18,948.

9,264,

8,475.

1,209.

14 Information technology

48, 315.

36,462.

9,279.

2,574.

15 Royalties

16 Occupancy

84,902.

49,288,

26,348.

9,266.

17 Travel

24,496.

24,496.

18 Payments of travel or entertainment
expenses for any federal, state, or local
public officals .

19 Conferences, conventions, and meetings

11,537.

11,537.

20 Interest

21 Payments to affiiates

22 Depreciation, depletion, and amortization

7,919.

790.

6,274.

855.

23 Insurance.

3,442.

3,442,

24 Other expenses. ltemize expenses not
covered above (List miscellaneous expenses
n line 24e. If ine 24e amount exceeds 10%
of line 25, column (A) amount, hst hne 24e
expenses on Schedule O)

a FACILITY & VENUE EXPENSES

66,235.

66,235.

55, 662.

55,662.

50,366.

50,366.

45,884.

45,884.

e All other expenses

26,0098.

23,098.

3,000.

25 Total functional expenses. Add lines 1 through 24e

836,291.

649,410.

125,423.

61,458.

26 Joint costs. Complete this line only If
the organization reported in column (B)
joint costs from a combined educational
campaign and fundraising solicttation.
Check here » if following
SOP 98-2 (ASC 958-720)

BAA

TEEAQ110L 11/08113

Form 990 (2013)
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|Part X |Balance Sheet

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

L]

Beglnnl(#g) of year End(oBt)year
1 Cash — non-interest-bearing 52,500.( 1 179,425.
2 Savings and temporary cash investments 2
3 Pledges and grants receivable, net 3
4 Accounts receivable, net 12,108.| 4 36, 386.
5 Loans and other receivables from current and former officers, directors, ‘ '
trustees, key employees, and highest compensated employees. Complete A
Part li of Schedule E 5
6 Loans and other receivables from other disqualified persons (as defined under
section 4958()(1)), persons described In section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary employees' -- 1
beneficiary organizations (see instructions). Complete Part 1l of Schedule L 6
8| 7 Notes and loans recevable, net 253.) 7
E 8 Inventories for sale or use 14,168.} 8
i o9 Prepaid expenses and deferred charges 9 4,223.
10a Land, bulldings, and equipment: cost or other basis.
Complete Part VI of Schedule D . 10a 93,810. ~
b Less: accumulated depreciation . 10b 52,237. 30,216.| 10¢ 41,573.
11 Investments — publicly traded securities 1
12 Investments — other securities See Part IV, hne 11 12
13 Investments — program-related. See Part |V, line 11 13
14 Intangible assets 14
15 Other assets See Part IV, line 11 26,228.115 32,486.
16 Total assets. Add lines 1 through 15 (must equal line 34) 135,473.|16 294,0093.
17 Accounts payable and accrued expenses 17 11,165.
18 Grants payable 18
19 Deferred revenue 19
L| 20 Tax-exempt bond liabilities . 20
k 21 Escrow or custodial account habiity Complete Part IV of Schedule D 21
P 22 Loans and other pagables to current and former officers, directors, trustees, .
L key employees, highest compensated employees, and disqualified persons
S Complete Part il of Scheduls L 22
'E 23 Secured mortgages and notes payable to unrelated third parties 23
S| 24 Unsecured notes and loans payable to unrelated third parties 24
25 Other habilites (including federal income tax,fayables to related third parties,
and other habilities not included on lines 17-24). Complete Part X of Schedule D 25
26 Total liabilities. Add lines 17 through 25 0./26 11,165.
F Organizations that follow SFAS 117 (ASC 958), check here > and complete ‘
I lines 27 through 29, and lines 33 and 34. ) B o o
g 27 Unrestricted net assets 135,473.]| 27 282,928.
$ 28 Temporarily restricted net assets 28
z 29 Permanently restricted net assets 29
R Organizations that do not follow SFAS 117 (ASC 958), check here » D
F and complete lines 30 through 34,
§ 30 Capitai stock or trust principal, or current funds ’ | 30 B
g | 31 Paid-in or capital surplus, or land, building, or equipment fund 31
g 32 Retained earnings, endowment, accumulated income, or other funds 32
N[ 33 Total net assets or fund balances 135,473.]33 282,928.
€| 34 Total liabilities and net assets/fund balances 135,473.| 34 294,093.
BAA

TEEAQ111L 07/08/13

Form 990 (2013)



Form 990 (2013) EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

Page 12
| Part XI |Reconciliation of Net Assets
Check if Schedule O contains a response or note to any hine in this Part XI . D
1 Total revenue (must equal Part VIII, column (A), ine 12) 1 957,224 .
2 Total expenses (must equal Part 1X, column (A), ine 25) 2 836,291.
3 Revenue less expenses. Subtract hne 2 from hne 1 3 120,933.
4 Net assets or fund balances at beginning of year (must equal Part X line 33 column (A)) 4 135,473,
5 Net unrealized gains (losses) on investments 5
6 Donated services and use of facilities 6
7 Investment expenses 7
8 Prior period adjustments . 8 26,522.
9 Other changes in net assets or fund balances (explam in Schedule 0) 9 0.
10 Net assets or fund balances at end of year Combine lines 3 through @ (must equal Part X, line 33,
column (BY) 10 282,928.
[Part XII | Financial Statements and Reporting
Check If Schedule O contains a response or note to any line in this Part Xl . D
Yes | No
T Accounting method used to prepare the Form 990: DCash Accrual DOther : i
If the organization changed its method of accounting from a prior year or checked 'Other," explain !
in Schedule O n
2a Were the 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 i
separate basis, consolidated basis, or both: > .
D Separate basis DConsohdated basis DBoth consolidated and separate basis
b Were the organization's financial statements audited by an independent accountant? 2b X
If "Yes,' check a box below to indicate whether the financial statements for the year were audited on a separate .;“3‘:_ % X
basis, consolidated basis, or both: g Sl A
D Separate basis DConsolldated basis DBoth consolidated and separate basis *_:’_‘" j_—_ ] |
c If "Yes' to line 2a or 2b, does the orgamzation have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? 2c
If the organization changed either its oversight process or selection process during the tax year, explain ’
in Schedule O N
3a As a result of a federal award, was the organization reqmred to undergo an audit or audits as set forth in the Single
Audit Act and OMB Circular A-1337 3a X
b If "Yes,' did 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 describe any steps taken to undergo such audits 3b

BAA

TEEAO112L 07/0813

Form 990 (2013)




. - Public Charity Status and Public Support OMB No_1545-0047
SCHEDULE A : . - .
Complete if the organization is a section 501(cX3) organization or a section
(Form 990 or 990-E2) 4947(a)(1) nonexempt charitable trust.
> Attach to Form 990 or Form 950-EZ.
Department of the Treasury » Information about Schedule A (Form 990 or 990-EZ) and its instructions is
Internal Revenue Service at www.irs.gov/form990.

Name of the organization

EVERYLIFE FOUNDATION FOR RARE DISEASES

Employer identification number

26-4614274

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

The organization is not a private foundation because 1t 1s: (For lines 1 through 11, check only one box.)

1 A church, convention of churches or association of churches described in section 170(b)Y(1)AXi).

2 A school described In section 170(b)}1)AXii). (Attach Schedule E )

3 A hospital or a cooperative hospital service organization described in section 170(b)(1)(AXiii).

4 A medical research organization operated in conjunction with a hospital described in section 170(b)(1}AXiii). Enter the hospital's

name, city, and state:

170(bY1XAXiV). (Complete Part 1)
A federal, state, or local government or governmental unit described in section 170(b)(1XA}Vv).

in section 170(b)(1XA)(vi). (Complete Part 1)
A community trust described in section 170(b)(1)AXvi). (Complete Part !l.)

0w 0 NGO O\

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

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

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
investment iIncome 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 I1l)

10 An organization organized and operated exclusively to test for public safety. See section 509(a)X4).

11 An organization organized and operated exclusively for the benefit of, to perform the functions of, or carry out the purposes of one or
more gubhcly supported organizations described In section 509(a)(1) or section 509(a)(2) See section 509(a)X3). Check the box that

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

a DType | b DType 1] c D Type Ill — Functionally integrated d D Type [If — Non-functionally integrated

e D By checking this box, | certify that the organization is not controlled directly or indirectly by one

or more disqualified persons

other than foundation managers and other than one or more publicly supported organizations described in section 509(a)(1) or

section 509(a)(2).

-~

check this box

If the organization received a written determination from the IRS that 1s a Type |, Type Il or Type Il supporting organization, D

g Since August 17, 2006, has the organization accepted any gift or contribution from any of the following persons?

Yes [ No
(i) A person who directly or indirectly controls, either alone or together with persons described in (1) and (in) .
below, the governing body of the supported organization? 11g (@)
(i) A family member of a person described in (1) above? 11 g (ii)
(iii) A 35% controlled entity of a person described 1n (1) or (i) above? 11 g (iii)
h Provide the following information about the supported organization(s)
(1) Name of supported () EIN (1) Type of organization (W) Is the (v) Did you notify () Is the (vu) Amount of monetary
organization (described on lines 1-9 organization in  |the organization in organization 1n support
above or IRC section column (1) hsted in | column (1) of your column (1)
(see instructions)) your governing support? organized in the
document? us-?
Yes No Yes No Yes No
(A)
(B)
©)
(D)
(E)
Total K

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

TEEAO401L 06/28/13

Schedule A (Form 990 or 990-E7) 2013



Schedule A (Férm 990 or 990-EZ) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 2
[Part I |Support Schedule for Organizations Described in Sections 170(b)(1)(A)(iv) and 170(b)(1)(A)(vi)

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

Section A. Public Support

gg;:gla;gyﬁf; (or fiscal year (a) 2009 (b) 2010 (c) 2011 (d) 2012 (¢) 2013 (M Total

1 Gifts, grants, contributions, and
merbership fees recewed’ (Do not
include any 'unusual grants.’) 1,215,492. 556,934. 739,576. 791,676. 872,694.} 4,176,372.

2 Tax revenues levied for the
organization's benefit and
either paid to or expended
on its behalf 0.

3 The value of services or
facilities furmished by a
governmental unit to the
organization without charge 0.

4 Total. Add lines 1 through 3 1,215,492. 556, 934. 739,576. 791,676. 872,694.} 4,176,372.

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

shown on line 11, column () . T - 2,621,617.
6 Public support. Subtract line 5 » s - ' ’
from line 4 L . 1,554,755.
Section B. Total Support
g:;:gfnrgylena)r (or fiscal year (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) 2013 (f) Total
7 Amounts from line 4 1,215,492. 556,934. 739,576. 791, 676. 872,694.| 4,176,372,

8 GCross income from interest,
dividends, payments recelved
on securities loans, rents,
royalties and income from
similar sources 0.

9 Net income from unrelated
business activities, whether or
not the business 1s regularly
carried on 0.

|

l 10 Other income Do not include

| gamn or loss from the sale of
capital assets (Explain in

| Part IV) 0.
; 11 Total su?gort. Add lines 7
| through , 4,176,372.
| 12 Gross receipts from related activities, etc (see instructions) I 12 90, 742.
13 First five years. If the Form 990 1s for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here >
Section C. Computation of Public Support Percentage
14 Public support percentage for 2013 (line 6, column (f) divided by hne 11, column (f)) 14 %
15 Public support percentage from 2012 Schedule A, Part 1I, line 14 15 %

16a 33-1/3% support test — 2013. If the organization did not check the box on hne 13, and the line 14 1s 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization D

b 33-1/3% support test — 2012, If the organization did not check a box on Iine 13 or 16a, and hne 15 is 33-1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization . D

17 a 10%-facts-and-circumstances test — 2013. If the organization did not check a box on line 13, 16a, or 16b, and hine 14 1s 10%
or more, and If the organization meets the 'facts-and-circumstances' test, check this box and stop here. Explam in Part IV how
the organlzatnon meets the 'facts-and-circumstances' test The organlzatlon qualfies as a publicly supported organization > D

b 10%-facts-and-circumstances test — 2012. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 1s 10%
or more, and if the organization meets the ‘facts-and-circumstances' test, check this box and stop here. Explam in Part IV how the
orgamzatlon meets the 'facts-and-circumstances' test The organization quahfles as a publicly supported organization .. > H
>

18 Private foundation. If the organization did not check a box on line 13, 162, 16b, 17a, or 17b, check this box and see instructions . .
BAA

Schedule A (Form 990 or 990-E2Z) 2013
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" Calendar year (or fiscal yr beginning in) »

Schedule A (Form 990 or 990-EZ) 2013

EVERYLIFE FOUNDATION FOR RARE DISEASES

26-4614274

Page 3

Part lll [Support Schedule for Organizations Described in Section 509(a)(2)

(Complete only if you checked the box on line 9 of Part | or if the organization failed to qualify under Part Il If the organization fails

to qualify under the tests listed below, please complete Part I1.)

Section A. Public Support

Calendar year (or fiscal yr beginning in) *> (a) 2009 (b) 2010 (c) 2011
1

(d) 2012

(e) 2013

(f) Total

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

2 Gross receipts from admuis-
sions, merchandise sold or
services performed, or facilities
furnished 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
organization's benefit and
either paid to or expended on
its behalf .

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

6 Total. Add lines 1 through &

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

b Amounts included on lines 2
and 3 received from other than
disquahfied persons that
exceed the greater of $5,000 or
1% of the amount on line 13
for the year .

¢ Add lines 7a and 7b

8 Public support (Subtract line , R A A
7¢c from line 6.) i N C ey

E NI L T
s R e 0T
%55}& N

Sl 14 e W

BRI

Section B. Total Support

(a) 2009 (b) 2010 (c) 2011

(d) 2012

(e) 2013

() Total

9 Amounts from hne 6

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

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

¢ Add lines 10a and 10b

11 Net income from unrelated business
activities not included in line 10b,
whether or not the business 1s
regularly carried on

12 Other income Do not include
gain or loss from the sale of
capital assets (Explain in
Part IV)

13 Total Support. (Add Ins 9,10c, 13 and 12)

14 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)

organization, check this box and stop here

[ ]

Section C. Computation of Public Support Percentage

15 Public support percentage for 2013 (line 8, column (f) divided by line 13, column (f)) 15 %

16 Public support percentage from 2012 Schedule A, Part ill, line 15 16 %
Section D. Computation of Investment Income Percentage

17 Investment income percentage for 2013 (line 10c, column (f) divided by line 13, column (f)) 17 %

18 Investment income percentage from 2012 Schedule A, Part i, ine 17 18 %

19a 33-1/3% support tests — 2013. If the organization did not check the box on line 14, and line 15 1s more than 33-1/3%, and hne 17
ts not more than 33-1/3%, check this box and stop here. The organization qualifies as a publicly supported organization

b 33-1/3% support tests — 2012, |f the organization did not check a box on line 14 or line 19a, and line 16 1s more than 33-1/3%, and
line 18 1s not more than 33-1/3%, check this box and stop here. The organization qualfies 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

1103

BAA TEEAO403L 06/28/13
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Schedule A (Form 990 or 990-E2) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 4

Part IV ]Supplemental Information. Provide the explanations required by Part Il, line 10; Part I, line 17a
or 1/b; and Part lll, line 12. Also complete this part for any additional information.
(See instructions).

BAA Schedule A (Form 990 or 990-EZ) 2013
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SCHEDULE C Political Campaign and Lobbying Activities OMB No 1545-0047

(Form 990 or 990-E2) For Organizations Exempt From Income Tax Under section 501(c) and section 527 201 3

» Complete if the organization is described below. > Attach to Form 990 or Form 990-EZ. AT ey
Department of the Treasury » See separate instructions. > Information about Schedule C (Form 990 or 990-EZ) and its . Open.to Rublics.’ s
Internaj Revenue Service instructions is at www.irs.gov/form990. o rulnspection’s. . -

If the organization answered 'Yes,' to Form 990, Part IV, line 3, or Form 990-EZ, Part V, line 46 (Political Campaign Activities), then
® Section 501(c)(3) organizations- Complete Parts |-A and B Do not complete Part I-C.
® Section 501(c) (other than section 501(c)(3)) organizations: Complete Parts I-A and C below. Do not complete Part |-B
® Section 527 organizations: Complete Part I-A only.
If the organization answered "Yes,' to Form 990, Part IV, line 4, or Form 990-EZ, Part VI, line 47 (Lobbying Activities), then
® Section 501(c)(3) organizations that have filed Form 5768 (election under section 501¢h)) Complete Part II-A Do not complete Part [I-B.

L4 fSDeﬁl?InASOI {©)(3) orgamizations that have NOT filed Form 5768 (election under section 501(h)): Complete Part II-B Do not complete
a -

If the organization answered 'Yes,' to Form 990, Part IV, line 5 (Proxy Tax) or Form 990-EZ, Part V, line 35c (Proxy Tax), then
® Section 501(c)(4), (5), or (6) organizations: Complete Part Il
Name of organization Employer identification number
EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274
|Part I-A |Complete if the organization is exempt under section 501(c) or is a section 527 organization.
1 Provide a description of the organization's direct and indirect political campaign activities in Part IV SEE PART IV
2 Poltical expenditures ) ) . s 500.
3 Volunteer hours . ..

|Pa‘rt I-B [Complete if the organization is exempt under section 501(c)(3).

1 Enter the amount of any excise tax incurred by the organization under section 4955 *>S 0.
2 Enter the amount of any excise tax incurred by organization managers under section 4955 . g 0.
3 If the organization incurred a section 4955 tax, did it file Form 4720 for this year? .. . DYes DNo
4 a Was a correction made? . . .. . DYes DNo

b if 'Yes,' describe in Part IV
IP‘élft I-C |Complete if the organization is exempt under section 501(c) , except section 501(c)3).

1 Enter the amount directly expended by the filing organization for section 527 exempt function activities ]
2 Enter the amount of the filing organization's funds contributed to other organizations for section 527 exempt
function activities > S
3 Total exempt function expenditures Add lines 1 and 2 Enter here and on Form 1120-POL,
line 17b . . >3
4 Did the filing organmization file Form 1120-POL for this year? DYes DNO

5 Enter the names, addresses and employer identification number (EIN) of all section 527 political organizations to which the filing
organization made payments. For each organization listed, enter the amount paid from the filing organization's funds. Also enter the
amount of potitical contributions received that were promptly and directly delivered to a separate political organization, such as a separate
segregated fund or a political action committee (PAC). If additional space 1s needed, provide information in Part IV.

(a) Name (b) Address (c)EIN {d) Amount paid from filing (e) Amount of political
organization's funds If contributions recerved and
none, enter-0- promptly and directly
delivered to a separate
political organization |f
none, enter -0-

O N e

@  hememmm e

® = hemmmmmem e e

¢ I e

® b

®  pemmmmmm e

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule € (Form 990 or 990-E2Z) 2013
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Schedule C (Form 990 or 9%0-£7) 2013 EVERYLIFE_FOUNDATION FOR RARE DISEASES 26-4614274 Page 2
[Parti-A ] Complete if the organization is exempt under section 501(c)(3) and filed Form 5768 (election under
section 501(h)).
A Check » D if the filing organization belongs to an affihated group (and list in Part IV each affiliated group member's name,
address, EIN, expenses, and share of excess lobbying expenditures)
B Check » |:| if the filing organization checked box A and 'mited control' provisions apply.

Limits on Lobbying Expenditures (a) Filing (b) Affiliated
(The term "expenditures’ means amounts paid or incurred.) organization’s totais group totals
1a Total lobbying expenditures to influence public optnion (grass roots lobbying)
b Total lobbying expenditures to influence a legislative body (direct lobbying) 5,000.
¢ Total lobbying expenditures (add lines 1a and 1b) . . 5,000. 0.
d Other exempt purpose expenditures. . . . 831,291.
e Total exempt purpose expenditures (add lines 1¢ and 1d) . . 836,291. 0.
f Lobbying nontaxable amount Enter the amount from the following table in
both columns . 150,444.
If the amount on line 1e, column (a) or (b) is: The lobbying nontaxable amount is: N
Not over $500,000 20% of the amount on fine Te.
Over $500,000 but not over $1,000,000 $100,000 plus 15% of the excess over $500,000.
Over $1,000,000 but not over $1,500,000 $175,000 plus 10% of the excess over $1,000,000.
Over $1,500,000 but not over $17,000,000 $225,000 plus 5% of the excess over $1,500,000
Over $17,000,000 $1,000,000 . .
g Grassroots nontaxable amount (enter 25% of line 1f) . 37,611. 0.
h Subtract line 1g from line 1a If zero or less, enter -0- . 0. 0.
i Subtract ine 1f from line 1c [f zero or less, enter -0- . . 0. 0.

j If there 1s an amount other than zero on erther ine 1h or ine 11, did the organization file Form 4720 reporting
section 4911 tax for this year? DYes D No

4-Year Averaging Period Under Section 501(h)
(Some organizations that made a section 501(h) election do not have to complete all of the five
columns below. See the instructions for lines 2a through 2£.)

Lobbying Expenditures During 4-Year Averaging Period

Calendar year (or fiscal (a) 2010 (b) 2011 (c) 2012 (d) 2013 (e) Total
year beginning in)

2 a Lobbying non-taxable
amount . 164,076. 139, 950. 169,679. 150, 444. 624,149.

b Lobbying ceiling
amount (150% of line

2a, column (e)) 936,224.
¢ Total lobbying

expenditures 21,914. 47,946. 100,774. 5,000. 175,634.
d Grassroots nontaxable

amount. 41,019. 34,988. 42,420. 37,611. 156,038.

e Grassroots celling
amount (150% of line

2d, column (e)) 234, 057.
f Grassroots lobbying
expenditures 0.
BAA Schedule C (Form 990 or 990-EZ) 2013
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Schedul;aC(Form‘SSO or 990-E2) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 3

Part I-B |Complete if the organization is exempt under section 501(c)(3) and has NOT filed Form 5768
(election under section 501(h)).

(a) )
For each 'Yes' response to Iines 1a through 11 below, provide n Part IV a detailed description
of the lobbying activity. Yes | No Amount

1 During the year, did the filing organization attemgt to influence foreign, national, state or local
legislation, Including any attempt to influence public opinion on a legislative matter or referendum,
through the use of:

a Volunteers?
b Paid staff or management (include compensahon In expenses reported on hnes 1c through 11)?
¢ Media advertisements?
d Mailings to members, legislators, or the public?
e Publications, or published or broadcast statements?
f Grants to other organizations for lobbying purposes?
g Direct contact with legislators, therr staffs, government officials, or a legislative body"
h Rallies, demonstrations, seminars, conventions, speeches, lectures, or any simtlar means?
i Other activities?
j Total. Add lines 1c through 11
2a Did the activities in line 1 cause the organization to be not descrlbed n sectlon 501(c)(3)?
b If 'Yes,' enter the amount of any tax incurred under section 4912 .
c If 'Yes,' enter the amount of any tax incurred by organization managers under section 4912
d If the filing orgamzation incurred a section 4912 tax, did it filte Form 4720 for this year? ,

Part lll-A |Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or
section 501(c)(6).

Yes | No
1 Were substantially all (30% or more) dues received nondeductible by members? . 1
2 Did the organization make only in-house lobbying expenditures of $2,000 or less? 2
3 Did the organization agree to carry over lobbying and political expenditures from the prior year? 3

Part ll-B |Complete if the organization is exempt under section 501(c)(4), section 501(c)(5), or section 501(c)
(6) and lfde|¢her (a) BOTH Part llI-A, lines 1 and 2, are answered 'No' OR (b) Part lll-A, line 3, is
answered 'Yes

1 Dues, assessments and similar amounts from members 1

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

a Current year . . 2a

b Carryover from last year . . . 2b

¢ Total . 2c
3 Aggregate amount reported 1n section 6033(e)(1)(A) notlces of nondeductible section 162(¢) dues 3

4 If notices were sent and the amount on line 2c exceeds the amount on line 3, what portion of the excess
does the organization agree to carryover to the reasonable estimate of nondeductible lobbying and political
expenditure next year? 4

5 Taxable amount of lobbying and political expenditures (see instructions) i1 5
|Part IV |Supplemental Information

Provide the descriptions required for Part I-A, line 1, Part |-B, line 4, Part I-C, ine 5; Part 1I-A (affihated group list), Part li-A, line 2; and
Part I1-B, line 1 Also, complete this part for any additional information

PART I-A, LINE 1 - DIRECT AND INDIRECT POLITICAL CAMPAIGN ACTIVITIES

BAA Schedule € (Form 990 or 990-EZ) 2013

TEEA3203L 1111913




’ ) . . OMB No 1545-0047
SCHEDULE D Supplemental Financial Statements
(Form 990) » Complete if the organization answered ‘Yes,' to Form 990, 201 3
Part IV, lines 6, 7, 8, 9, 10A‘I1a,h11b',r11c, ;;g,ﬂe, 11f, 12a, or 12b. — _
» Attach to Form . “Yonerty e
Departmentof lefreasury | » Information about Schedule D (Form 990) and its instructions is at www.irs.gov/form990. x;i%%%%"égoﬁ,usr!g‘jii

Name of the organization Employer identification number

EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

Parti |Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 6.

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

1 Total number at end of year
2 Aggregate contributions to (during year)
3 Aggregate grants from (duning year)
4 Aggregate value at end of year
5 Did the organization inform all donors and donor advisors In writing that the assets held in donor advised funds

are the organization's property, subject to the organization's exclusive legal control? DYes D No
6

Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? - DYes D No

Part i |Conservation Easements.
Compilete if the organization answered "Yes' to Form 990, Part IV, line 7.
1 Purpose(s) of conservation easements held by the organization (check all that apply)
Preservation of land for public use (e.g., recreation or education) HPreservanon of an historically important land area

Protection of natural habitat Preservation of a certified historic structure
Preservation of open space

2 Complete lines 2a through 2d If the organization held a qualified conservation contribution 1n the form of a conservation easement on the
last day of the tax year

4+¢ 7| Held at the End of the Tax Year

a Total number of conservation easements 2a
b Total acreage restricted by conservation easements . 2b
¢ Number of conservation easements on a certified historic structure included in (@) 2c

d Number of conservation easements included n (¢) acquired after 8/17/06, and not on a historic
structure listed in the National Register . 2d

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

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

5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of violations,
and enforcement of the conservation easements 1t holds? [:]Yes D No

6 Staff and volunteer hours devoted to monitoring, inspecting, and enforcing conservation easements during the year
>

7 Amount of expenses incurred 1n monitoring, Inspecting, and enforcing conservation easements during the year

-$

8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(@)(B)()
and section 170(h)@&)B)(1)? .. ) [ ]Yes [JNo

9 InPart Xlil, describe how the organization reports conservation easements 1n its revenue and expense statement, and balance sheet, and

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

|Part ]I |0rganizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered 'Yes' to Form 990, Part IV, line 8.

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

(i) Revenues included in Form 990, Part VIII, line 1 . >3
(i) Assets included in Form 990, Part X . ]

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

a Revenues included in Form 990, Part VI, line 1 . . . . >3
b Assets included 1in Form 990, Part X . »S

BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990. TEEA3301L 10/02/13 Schedule D (Form 990) 2013




Schedule D (Form 990) 2013 EVERYLIFE FOQUNDATION FOR RARE DISEASES 26-4614274 Page 2
[Part 11l [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 exhibition d Loan or exchange programs
b Scholarly research e Other
c Preservation for future generations

4 I;rowc)!(el”a description of the organization's collections and explain how they further the organization's exempt purpose In
art

5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold fo raise funds rather than to be maintained as part of the organization's collection? . D Yes D No

Part IV [Escrow and Custodial Arrangements. Complete if the organization answered 'Yes' to 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 Form 990, Part X? []Yes [ ]No

b If 'Yes,' explain the arrangement in Part Xl and complete the following table:

Amount
¢ Beginning balance 1c
d Additions during the year 1d
e Distnibutions during the year 1e
f Ending balance . 1f
2a Did the organization include an amount on Form 990, Part X, line 217 D Yes No
b If 'Yes,' explain the arrangement in Part XHiI. Check here If the explantion has been provided in Part XIII.

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

1 a Beginning of year balance.
b Contributions

¢ Net investment earnings, gains,
and losses .

d Grants or scholarships

e Other expenditures for faciities
| 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 * %
¢ Temporarily restricted endowment » %

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

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

organization by- Yes No
| (i) unrelated organizations . . . 3a(i)
' (ii) related organizations. .o . 3a(ii)
3 b If 'Yes' to 3a(u), are the related organizations listed as required on Schedule R? .. 3b ]

4 Describe in Part Xllil the intended uses of the organization's endowment funds.

Part VI | Land, Buildings, and Equipment.
Complete if the organization answered 'Yes' to 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 (c) Accumulated (d) Book value
(investment) basis (other) depreciation
1aland . R
b Buildings . .
¢ Leasehold improvements . 30,921. 10,134. 20,787.
d Equipment 62,889. 42,103. 20,786.
e Other
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), Iine 10(c) ) > 41,573.
BAA Schedule D (Form 990) 2013
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Schedule D (Form 990) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES

26-4614274 Page 3

(Part Vi | Investments — Other Securities.

N/A
Complete if the organization answered 'Yes' to Form 990, Part IV, line 11b. See Form 990, Part X, line 12.

(a) Description of secunity or category (including name of security)

(b) Book value

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

(1) Financial derivatives

(2) Closely-held equity interests

(3) Other

Total. (Column (b) must equal Form 990, Part X, column (B) line 12 ) >

art Vil | Investments — Program Related.
[P IIC t t Prog Related

omplete If the organization answered 'Yes' to Form 990

N/A
, Part IV, line 11¢c. See Form 990, Part X, line 13.

(a) Description of investment type

(b) Book value

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

a

@

3

@

)]

©)

@

®

®

(10)

Total. (Column (b) must equal Form 990, Part X, column (B) line 13) ™

Part IX | Other Assets.

Complete If the organization answered 'Yes' to Form 990, Part IV, line 11d. See Form 990, Part X, line 15.

(a) Description

(b) Book value

(1) DEPOSITS

32,486.

@

3

@

®

®

@

@

)]

9

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

> 32,486.

Part X | Other Liabilities.

Complete If the organization answered 'Yes' to Form 990, Part IV, line 11e or 11f. See Form 990, Part X, line 25

(a) Description of liability

(b) Book value

(1) Federal income taxes

@

©)]

@

®)

®

@

®

®

a9

an

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

2. Liabihty for uncertain tax positions. In Part XIlI, provide the text of the footnote to the organization's financial statements that reports the organization's liability for uncertan
tax posttions under FIN 48 (ASC 740) Check here if the text of the footnote has been prowided in Part X1l

BAA

TEEA3303L 10/02/13
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Schedule D (Form 990) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES

26-4614274 Page 4

Part XI' | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return. N/A

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

1 Total revenue, gains, and other support per audited financial statements
2 Amounts included on line 1 but not on Form 990, Part VIII, ine 12:
a Net unrealized gains on investments. . .....
b Donated services and use of facilities
c Recoveries of prior year grants.
d Other (Describe in Part XllI )
e Add lines 2a through 2d
3 Subtract line 2e from line 1 .
4 Amounts inctuded on Form 990, Part VIII, tine 12, but not on ||ne 1
a Investment expenses not included on Form 990, Part VIII, ine 7b
b Other (Describe in Part Xill.)
¢ Add lines 4a and 4b
5 Total revenue Add lines 3 and 4c¢. (Th/s must equal Form 990, Part |, line 12.)

1
LR
2a :f
ILa g .
2b gf
2c :
2d £k
2e

3
4a ‘.:.‘_g
4b ?'w‘»s
4c

5

Part XIl | Reconciliation of Expenses per Audited Financial Statements With Expenses per Return. N/A

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

1 Total expenses and losses per audited financial statements.
2 Amounts Included on line 1 but not on Form 990, Part |X, line 25.

a Donated services and use of facilittes 2a
b Prior year adjustments 2b
¢ Other losses 2¢
d Other (Describe in Part XIll.) 2d
e Add lines 2a through 2d

3 Subtract line 2e from line 1 .

4 Amounts included on Form 990, Part |X, line 25, but not on line 1- & *‘.,‘
a Investment expenses not included on Form 990, Part VI, ine 7b 4a N2
b Other (Describe 1in Part XIll.) abh éz;
¢ Add lines 4a and 4b 4c

5 Total expenses Add lines 3 and 4c¢. (This must equal Form 990, Part |, line 18 ) 5

{Part Xlll | Supplemental Information.

Provide the descriptions required for Part Il, lines 3, 5, and 9, Part lll, ines 1a and 4; Part IV, lines 1b and 2b; Part V,
line 4, Part X, line 2, Part X!, lines 2d and 4b and Part X, lines 2d and 4b Also complete this part to provude any additional information.

BAA

TEEA3304L 10/02/13
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sc : Supplemental Information Regarding OMB No_1545-0047
T s Fundraising or Gaming Activities 2013
Complete if the organization answered "Yes' to Form 990, Part 1V, lines 17, 18,
or 19, or if the organization entered more than $15,000 on Form 990-EZ, line 6a. s g Sl
» Attach to Form 990 or Form 990-EZ. > See separate instructions. . > Open to.Rublics

Depariment of the Treasury » Information about Schedule G (Form 990 or 990-EZ) and its instructions is A IS peCtioNS g
Internal Revenue Service at www.irs.gov/form990. %Wﬁg‘@x
Name of the organization ) Employer identification number
EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

Part] Fundraising Activities. Complete 1f the organization answered ‘Yes' to Form 990, Part IV, line 17
Form 990-EZ filers are not required to complete this part

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

a [_| Mail solicitations e [_] Solicitation of non-government grants
b D Internet and ematl solicitations f D Solicitation of government grants
| ¢ [_] Phone solicitations g [_] Special fundraising events

d D In-person solicitations

i 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 VII) or entity in connection with professional fundraising services? DYes No

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

(i) Name and address of individual (ii) Activity (1ii) Did fundraiser (iv) Gross recelpts (v) Amount paid to (vi) Amount paid to
or entity (fundraiser) have custody or control from activity (or retained by) (or retained by)

of contributions? fundraiser hsted Iin organization

; column (i)

Yes No

10

Total > 0.

3 LIS} all states in which the organization 1s registered or licensed to solicit contributions or has been notified it 1S 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) 2013
TEEA3701L  06/26/3




Schedule G (Fc‘)rm 990 or 990-EZ) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 2

Part Il | Fundraising Events. Complete If the organization answered 'Yes' to Form 990, Part 1V, line 18, or reported
more than 315,000 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 (¢) Other events (d) Total events
(add column (a)
RARE AFFAIR & NONE through column (c))
2 (event type) (event type) (total number)
v
E 1 Gross receipts . 114,250. 114, 250.
E
2 Less: Chanitable contributions
3 Gross income (line 1 minus line 2) 114,250. 114, 250.
4 Cash prizes
5 Noncash pnzes
D
p'a 6 Rent/facihty costs
E
c
T | 7 Food and beverages . 57,083. 57,083.
E
X | 8 Entertanment
E
g 9 Other direct expenses 40, 629. 40,629.
s
10 Direct expense summary. Add lines 4 through 9 in column (d) . . > 97,712.
11 Net income summary Subtract line 10 from line 3, colurmn (d) > 16,538.

[Part Ill | Gaming. Complete If the organization answered 'Yes' to Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, line 6a.

(a) Bingo (b) Pull tabs/Instant (c) Other gaming (d) Total gaming
E bingo/progressive (add column (a)
v bingo through column (c))
E
N
u
E 1 Gross revenue
2 Cash pnizes
b X
& Bl 3 Noncash prizes
EN
cs
T El 4 Rent/facility costs .
5 Other direct expenses
Yes % ||_]Yes % Yes %
6 Volunteer labor . No No No
7 Direct expense summary. Add lines 2 through 5 in column (d) . . . >
8 Net gaming iIncome summary Subtract line 7 from line 1, column (d) . >

9 Enter the state(s) in which the organization operates gaming activities:
a Is the organization licensed to operate gaming activities in each of these states? D Yes DNO
b If ‘No," explain:

10a Were any of the organization's gaming licenses revoked, suspended or terminated during the tax year? D Yes DNO
b If 'Yes,' explain:

BAA TEEA3702L 06/26/13 Schedule G (Form 990 or 990-EZ) 2013




Schedule G (Form 990 or 990-E7) 2013 EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274 Page 3
11 Does the organization operate gaming activities with nonmembers? . D Yes D No
12 s the organization a grantor, beneficiary or trustee of a trust or a member of a partnership or other entity formed to

administer charitable gaming? . []Yes [JNe

13 Indicate the percentage of gaming activity operated In-
a The organization's facility .

13a
b An outside facility

13b %

ov

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

15a Does the organization have a contact with a third party from whom the organization receives gaming revenue? DYes DNO
‘ b If "Yes,' enter the amount of gaming revenue received by the organization> $
| of gaming revenue retained by the third party> $ LT Tt
‘ ¢ If 'Yes,' enter name and address of the third party:

and the amount

16 Gaming manager information-

Description of services provided ™

D Director/officer D Employee D Independent contractor

17 Mandatory distnibutions

a s the organization required under state law to make charnitable distributions from the gaming proceeds to retain the

state gaming license? DYes I:] No
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the

organization's own exempt activities during the tax year » $

|Part IV |Supp|ementa| Information. Provide the explanations required by Part I, line 2b, columns (it) and (v),

and Part 11, lines 9, 9b, 10b, 15b, 15¢, 16, and 17b, as applicable. Also provide any additional
information (see instructions).

BAA TEEA3703L 06/26/13 Schedule G (Form 990 or 990-EZ) 2013
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SCHEDULE O Supplemental Information to Form 990 or 990-EZ OMB No 1545-0047
(Form 990 or 990-EZ) Complete to grovnde information for responses to specific questions on 201 3

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

> Attach to Form 990 or 990-EZ. R R AR

Department of the Treasury » Information about Schedule O (Form 990 or 990-EZ) and its instructions is N ,QI:.S‘" ‘°c|t’”b|,'.°
nternal Revenue Service at www.irs.gov/form990. TR e D
Name of the organization Employer identification number
EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

FORM 990, PART Ill, LINE 4A - PROGRAM SERVICE ACCOMPLISHMENTS

__ _AROUND_COMMON CAUSES. _IT DOES_NOT PROMOTE ANY SPECIFIC POLICY, BUT PROVIDES SUPPORT __

INNOVATION FOR RARE DISEASE TREATMENTS THROUGH SCIENCE-DRIVEN PUBLIC POLICY. WE CAN
BAA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. TEEA490IL  09/09/2013 Schedule O (Form 990 or 990-E2) 2013




Schedule O (Form 990 or 990-EZ) 2013

Name of the organization

Page 2

Employer identification number

EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

FORM 990, PART lil, LINE 4B - PROGRAM SERVICE ACCOMPLISHMENTS

__ INDUSTRY, ACADEMIC SCIENTISTS, THE FOOD AND DRUG ADMINISTRATION (FDA), AND NATIONAL _ _
_ _ _THE FOUNDATION REMAINS MAINLY FOCUSED ON REGULATORY ISSUES, IT ALSO WORKS TO GROW __ _ _

TEEA4902L 07/0813




Schedile O (Form 990 or 990-E2) 2013 Page 2
Name of the organization Employer identification number
EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274

FORM 990, PART VI, LINE 15A - COMPENSATION REVIEW & APPROVAL PROCESS - CEO, TOP MANAGEMENT

BAA Schedule O (Form 990 or 990-EZ) 2013
TEEA4902L 07/08/13




Fom 3368 Application for Extension of Time To File an

(Rev January 2014) Exempt Organization Return OMB No 1545-1708
Department of the Treasury > File a separate application for each return.

Internal Revenue Service > Information about Form 8868 and its instructions is at www.irs.gov/form8868.

® If you are filing for an Automatic 3-Month Extension, complete only Part | and check this box >

® |f you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il (on page 2 of this form)
Do not complete Part Il unless you have already been granted an automatic 3-month extention on a previously filed Form 8868.

Electronic filing (e-file). You can electromically file Form 8868 if you need a 3-month automatic extension of time to file (6 months for a
corporation required to file Form 990-T), or an additional (not automatic) 3-month extension of time. You can electronically file Form 8868 to
request an extension of time to file any of the forms listed in Part | or Part Il with the exception of Form 8870, Information Return for Transfers
Associated With Certain Personal Benefit Contracts, which must be sent to the IRS In paper format (see instructions). For more details on the
electronic filing of this form, visit www irs.gov/efile and click on e-file for Chanities & Nonprofits.

Iiart I TAutomatic 3-Month Extension of Time. Only submit original (no copies needed).

A corporation required to file Form 990-T and requesting an automatic 6-month extension — check this box and complete Part | only - D

All other corporations (including 1120-C filers), partnerships, REMICs, and trusts must use Form 7004 to request an extension of time to file
income tax returns.

Enter filer's identifying number, see instructions

Name of exempt organization or other filer, see instructions Employer 1dentification number (EIN) or
Type or
print

EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274
File by the Number, street, and room or suite number If a P O box, see instructions Social security number (SSN)
fhedate’ |77 DIGITAL DRIVE #210
return See City, town or post office, state, and ZIP code For a foreign address, see nstructions
instructions

NOVATO, CA 94949
Enter the Return code for the return that this application 1s for (file a separate application for each return) .
Application Return Ap'_PIication Return
IsFor Code |JlsFor Code
Form 990 or Form 990-EZ 01 Form 990-T (corporation) 07
Form 990-BL 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 (other than individual) 09
Form 990-PF 04 Form 5227 10
Form 990-T (section 401(a) or 408(a) trust) 05 Form 6069 1"
Form 990-T (trust other than above) 06 Form 8870 12
® The books are in the care of » _EYE_R_YLI_F_E _F_OL]ED_A_’I’:_[_O_N _____________________

Telephone No » 415-884-0223 FaxNo >
® If the organization does not have an office or place of business in the United States, check this box . .»
@ |If this s for a Group Return, enter the organization’s four digit Group Exemption Number (GEN) If this 1s for the whole group,
check this box > D . If 1t 1s for part of the group, check this box > Dand attach a list with the names and EINs of all members

the extension is for.
1 request an automatic 3-month (6 months for a corporation required to file Form 990-T) extension of time
until  8/15 ,20 14 , to file the exempt organization return for the organization named above.

The extension i1s for the organization’s return for:
> calendar year 20 13 or
> D tax year beginning , 20 , and ending , 20

2 |If the tax year entered In ine 1 1s for less than 12 months, check reason: D Inthial return DFInaI return
DChange In accounting period

3 a |f this application 1s for Forms 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any
nonrefundable credits See instructions 3a$ 0.

b If this application 1s for Forms 990-PF, 990-T, 4720, or 6069, enter any refundable credits and estimated
tax payments made. Include any prior year overpayment allowed as a credit 3b|S 0.

¢ Balance due. Subtract line 3b from line 3a. Include your payment with this form, If required, by using
EFTPS (Electronic Federal Tax Payment System). See instructions . . 3c|$ 0.

Caution. If you are going to make an electronic funds withdrawal (direct debit) with this Form 8868, see Form 8453-EO and Form 8879-EO for
payment instructions

BAA For Privacy Act and Paperwork Reduction Act Notice, see instructions. Form 8868 (Rev 1-2014)
FIFZOS01L 12/3113




Form 8868 (Rev 1-2014) Page 2
® If you are filing for an Additional (Not Automatic) 3-Month Extension, complete only Part Il and check this box >
Note. Only complete Part I! if you have already been granted an automatic 3-month extension on a previously filed Form 8868

® |f you are filing for an Automatic 3-Month Extension, complete only Part | (on page 1).

IPért ] J Additional (Not Automatic) 3-Month Extension of Time. Only file the origina! (no copies needed).

Enter filer's identifying number, see instructions

Name of exempt organization or other filer, see instructions Employer identification number (EIN) or
Type or
print EVERYLIFE FOUNDATION FOR RARE DISEASES 26-4614274
Number, street, and room or suite number if a P O box, see instructions Social security number (SSN)
File by the
extended | BUNKER & COMPANY, LLP
filng your | 4340 REDWOOD HWY., SUITE 117

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

SAN RAFAEL, CA 94903-2123

Enter the Return code for the return that this application i1s for (file a separate application for each return) . .
Application Return }Application Return
Is For Code |[isFor Code
Form 990 or Form 990-EZ 01 YRS R s RN
Form 990-BL 02 Form 1041-A 08
Form 4720 (individual) 03 Form 4720 (other than individual) 09
Form 990-PF 04 Form 5227 10
Form 990-T (section 401(2) or 408(a) trust) 05 Form 6069 11
Form 990-T (trust other than above) 06 Form 8870 12

STOP! Do not complete Part Il if you were not already granted an automatic 3-month extension on a previously filed Form 8868.

® The books are in care of > EVERYLIFE FOUNDATION

Telephone No. » 415-884-0223 FaxNo >

® |f the organization does not have an office or place of business in the United States, check this box >

® If this 1s for a Group Return, enter the organization's four digit Group Exemption Number (GEN) If this 1s for the
whole group, check this box > D If 1t 1s for part of the group, check this box * and attach a st with the names and EINs of all
members the extension is for.

4 | request an additional 3-month extension of time until _1]__/_1_5 _____ , 20 14

5 Forcalendar year 2013 , or other tax year begmning , 20 ;andendng , 20 L

6 If the tax year entered in line 5 is for less than 12 months, check reason: D Inltlal return D Final return

D Change in accounting period
7 State in detail why you need the extension TAXPAYER RESPECTFULLY REQUESTS ADDITIONAL TIME TO

8a If this application 1s for Forms 990-BL, 990-PF, 990-T, 4720, or 6069, enter the tentative tax, less any

nonrefundable credits See instructions 8a|$
b If this application 1s for Forms 990-PF, 990-T, 4720, or 6069, enter any refundable credits and estimated .o

tax payments made. Include any prior year overpayment allowed as a credit and any amount paid c

previously with Form 8868 8hi$

¢ Balance due. Subtract line 8b from line 8a Inciude your payment with this form, If required, by usmg
EFTPS (Electronic Federal Tax Payment System) See instructions 8c|S

Signature and Verification must be completed for Part Il only.

Under penaities of perjury, | declare that | have examined this form, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s true,
correct, and complete, and that | am authorized to prepare this form

Signature P Title » Date »

BAA FIFZOS02L 1213113 Form 8868 (Rev 1-2014)




