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- 990 Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the intemal Revenue Code (except private foundations)
» Do not enter soclal security numbers on this form as it may be made public.

Departrnent of the Treasury

Intemal Revenue Service » information about Form 990 and its instructions is at www.irs.gov/form890. S
A For the 2016 calendar year, or tax year beginninL , 2016, and endi_n‘g , 20
B Check if app'icable |C Name of organization Alaglie Syngrome Alience D Employoer identticatiun number
Adaress change Doing businass as 93-1243619
D Name change Number and swreet (or P O. box it mail 13 not delivered 10 strest address) Ruer/suite E Telephone number
[ iial return PO Box 4216 | 5038850455
D Einal returnterminated]  City or town, state or province, country, and ZIP or foraign pcstal code
(] Amended retun Wiisonwile, OR 97070 G Gross receipts $ 265,969
O application pending |F Name and address of principal oticer  Roberta Snuth, PO Box 4218, Hia) Is this & group retum for subordinates? ] Yes [¥] No
Wilsonville, OR_97070 Hib) Are all subordinates nclided? (] Yes [ No
| Tax-exempt status 501()(3) [ sotrg ( y <« (nsertno ) []4947@nor [ 1527 If "No," attach a ist {see nstructions)
J Website: »  alagille.orq H(c) Group exemption number »
K Form of orgarazation Cormporation D Trust D Aasociation D Other » [ L Year of formation. 1693 [ M State of legal domicie 0OR
Summary
1 Briefly describe the orgarnization’s miissiori or most significant activitics: e
§ Mobtizing resources, facilitating connections, promoting unily, and advocating for a cure to insp.re, smpower :md enrich the lives ‘
© of the people affected by Alagiile Syndrome. .~~~
5 2  Check this box » [ 1if the organization discontinued its operations or disposed of more than 25% of its net assets.
3| 3 Number of voting members of the governing body (Part VI, line 1a) . e 3 10
: 4  Number ot independent voting members of the governing body (Part Vi, line 1b) o 4 0
2| 5 Total number of individuals employed in calendar year 2016 (Part V, line 2a) .o ] 1
:_-§ 6 Total number of volunteers (estimate if necessary) .o 6 i5
< | 7a Total unrelated business revenue from Part Viil, column (C), line 12 C e e e 7a __A
b Net unrelated business taxable income from Form 990-T,line34 . . . - - ... . . 7b 0
R I R L ~  =-a]-. . . Prior Year Current Yenr .
o | 8 Contributions and-grants.(Part VIll, line 1h) . . .~ .77 L L L sk - ool 158,958 253 0,
5::: 9 Program sarvice revenue (Part VIil, me 2g) .~ . .~ - T N ; .
2|10 Investmenti income (Part Viil, column (A), iings-3, 4, and 7d) . .. 14 - Sy
T 111 Other revenue (Part Vil cdlumn (A), lines 5, 6d Bc 9c, 10c, and 1 1e) ST
12 Total revenue—add lines 8 through 11 (must equal Part Vili, column (A), line 12) | - 165,871 26C 784
13  Grants and similar amounts paid (Part IX, column (A), fmes 1-3) . . . . . Ly ‘
14 Benefiis paid to or for members (Part IX, column (A), line 4) ‘
» 15  Salares, other compensation, employee benefits (Part IX, column (A), Imes 5—1 0) 49 231 36 526
2 { 16a Professional fundraising fees (Part IX, column (A), line 11e) ..
a b Total fundraising expenses (Part IX, column (D), line25) » 15,593
ul 17  Other expenses (Part IX, columa-A)-linesdda=11d _11{=24e) . 34,339 125,446
18 Total expenses. Add lines 13117 (MAFGERARDolumi (), tine 25) : 83.600 311672 |
19 Revenue less expenses. Subtract line 18 fromline T2~ . O . 85,271 (51 188)
58 Beginning of Current Year End of Year
”é 20 Total assets (Part X, line 16) g . JUL 3 ﬂ ZDW . kg e e 350,713 o 200,798
%‘!f’ 21  Total labilities (Part X, ine 26) . L - (<1 1,191 1,189
23 Net assets or fund balances. Subtréct(iE)dF B\rb!mllih?zo ; 349,522 298,209

Signature Block
Under penalties of perjury, ! declare that | have exammed this return, including accompanying schedules and statements, and to the best of my knowledge and behef, it s
true, correct, and complete Declaration of preparer {other than ofﬁcen 1 based on all information of which preparer has any knowledge

} [Crtortz. dr . P hioid iaF [ d70-17
Sign Signatu: e g{ officer Date
Here 1) BERIA 9471,{77+
Type ot pnnt name and titte

Paid [“’unb’Type oreparsr's name - Preparer’'s signaturc Date Chech D p PTIN
Prebare‘r . ] . self-employcn — _
Use 0n|y bym's namg ¥ Firmn's EIN & ——— e

Firm's add-ess P ~ - - Phone no -
May the [RS aiscuss this return w.th the preparer shown above? (see instructions) . . .. e L) Yes ['_l_ Ho
For Paperwork Reduction Act Notica, see the separate instructions. Cat No 11282Y /5: 9 ' Form 990 (.16

o3
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Part 111 ]

Statement o Program Sewnjice Accomplishments
Check if Schedule O contains a response or note to any line in this Part m . ... .. .. .. .. .04

1 Briefly describe the organization’s mission:

To provide a support nework for the Alagille Syndrome (ALGS) community by mabilizing resources, facilitating connections,
i promoting unity and advocating for a cure.

2 Did the organization undertake any significant program services during the year which were not listed on the
priorFom9900or990-E2? . . . . . . . . . . . . . . . . . . . . . . . . .o . DOYes [No
If “Yes,” describe these new services on Schedule O.

3 Did the organization cease conducting, or make significant changes in how it conducts, any program
services? . . . . . . . . . . . . . . . . . . . . ... .. ... oo OYes [No
If “Yes,” describe these changes on Schedule O.

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

4a (Code: ) (Expenses $ 110,921 including grants of $ 16513 ) (Revenue $ )
Educational Symposium for ALGS Families, Caregivers and Healthcare Professionals

|
|

4b (Code: ) (Expenses $ 129,267 including grants of $ 100,000 ) (Revenue $ )
' Research and Advocacy of ALGS

4c (Code: )(Expenses $ 24,389 including grants of $ ) (Revenue $ )
Patient Support and Education

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

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

4e Total program service expenses P 264,577

Form 990 (2016)
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Checklistof Required Schedules
Yes | No
Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)? If “Yes,"”
complete Schedule A . . .o - . . . 1|V
Is the organization required to complete Schedule B, Schedule of Contributors (see mstructlons)'7 2 {v
Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to
candidates for public office? If “Yes,” complete Schedule C, Part| . . 3 v
Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501 (h)
election in effect during the tax year? /f “Yes,” complete Schedule C, Part Il . C e e e e 4 v
Is the organization a section 501(c)(4), 501(c)(5), or 501{c)(6) organization that receives membership dues,
assessments, or similar amounts as defined in Revenue Procedure 98-19? If “Yes,” complete Schedule C,
Part Il . . 5 v
Did the organization maintain any donor advised funds or any similar funds or accounts for which donors
have the right to provide advice on the distribution or investment of amounts in such funds or accounts? /f
“Yes,” complete Schedule D, Part | .. . . e 6 v
Did the organization receive or hold a conservation easement, |nclud|ng easements to preserve open space,
the environment, historic land areas, or historic structures? If “Yes,” complete Schedule D, Part i 7 v
Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f “Yes,”
complete Schedule D, Part il . e e e e e 8 v
Did the organization report an amount in Part X Ilne 21, for escrow or custodial account liability, serve as a
custodian for amounts not listed in Part X; or provide credit counseling, debt management credit repair, or
debt negotiation services? If “Yes,” complete Schedule D, Part IV . . 9 v
Did the organization, directly or through a related organization, hold assets in temporarlly restncted
endowments, permanent endowments, or quasi-endowments? If “Yes,” complete Schedule D, Part V 10 v
If the organization’s answer to any of the following questions is “Yes,” then complete Schedule D, Parts VI,
VI, Vi, IX, or X as applicable.
Did the organization report an amount for land, buildings and equipment in Part X, line 10?7 If “Yes,”
complete Schedule D, Part VI . 11a v
Did the organization report an amount for lnvestments other securltles in Part X, Ilne 12 that is 5% or more
of its total assets reported in Part X, line 167 If “Yes,” complete Schedule D, Part Vil . 11b v
Did the organization report an amount for investments—program related in Part X, line 13 that is 5% or more
of its total assets reported in Part X, line 16? If “Yes,” complete Schedule D, Part ViIl . 11c v
Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets
reported in Part X, line 16? If “Yes,” complete Schedule D, Part IX 11d v
Did the organization report an amount for other liabilities in Part X, line 25? If “Yes,” complete Schedule D, Part X 11e v
Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If “Yes,” complete Schedule D, Part X 11f v
Did the organization obtain separate, independent audited financial statements for the tax year? If “Yes,” complete
Schedule D, Parts Xl and XII 123 v
Was the organization included in consolidated lndependent audlted flnanCIaI statements for the tax year‘> If
“Yes,” and if the organization answered “No” to line 12a, then completing Schedule D, Parts Xl and Xil is optional {12b v
Is the organization a school described in section 170(b)(1)A)(i)? If “Yes,” complete Schedule E 13 v
Did the organization maintain an office, employees, or agents outside of the United States? . 14a v
Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking,
fundraising, business, investment, and program service activities outside the United States, or aggregate
foreign investments valued at $100,000 or more? If “Yes,” complete Schedule F, Parts | and IV. . 14b v
Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or
for any foreign organization? If “Yes,” complete Schedule F, Parts Il and IV . 151 v
Did the organization report on Part I1X, column (A), line 3, more than $5,000 of aggregate grants or other
assistance to or for foreign individuals? If “Yes,” complete Schedule F, Parts Il and IV. e . 16 v
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) 17 v
Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VIII, lines 1c and 8a? If “Yes,” complete Schedule G, Part Il . . . . 18 v
Did the organization report more than $15,000 of gross income from gaming activities on Part Vill Iine 9a?
If “Yes,” complete Schedule G, Part Il 19 s

Form 990 (2016)
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Checklist equired Sc ules (continued)

Yes | No
20 3 Did the organization operate one or more hospital facilities? If “Yes,” complete Schedule H . . . . . 20a v
b If “Yes” to line 20a, did the organization attach a copy of its audited financial statements to this retum'7 . 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domaestic government on Part IX, column (A), line 1? If “Yes,” complete Schedule |, Parts land ll . . . . 21 v
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part I1X, column (A), line 2? If “Yes,” complete Schedule |, Parts land il . . . . . . . . . . . . 22 v
23 Did the organization answer “Yes” to Part ViI, Section A, line 3, 4, or 5 about compensation of the
organization’s current and former officers, directors, trustees, key employees, and highest compensated
employees? If “Yes,” complete Schedule J . . . . .. e e e e e, 23 v
24a Did the organization have a tax-exempt bond issue with an outstandmg principal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 2002? If “Yes, " answer lines 24b
through 24d and complete Schedule K. If “No,” go to line 25a . . . .o .. 24a v
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exceptlon? .. 24b v
¢ Did the organization maintain an escrow account other than a refundmg escrow at any time during the year
to defease any tax-exempt bonds? . . . . . e e e e .- 24¢ v
d Did the organization act as an “on behalf of” issuer for bonds outstandmg at any time during the year” . 24d v
25a Section 501(c)(3), 501(c)(4), and 501({c){29) organizations. Did the organization engage in an excess benefit
transaction with a disqualified person during the year? If “Yes,” complete Schedule L, Part! . . . . . 2543 v

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

26 Did the organization report any amount on Part X Ilne 5, 6, or 22 for recelvables from or payables to any
current or former officers, directors, trustees, key employees, hlghest compensated employees or
disqualified persons? If “Yes,” complete Schedule L, Partll . . . . . e 26 v

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, Partlll . . . . 27 v

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):

a A current or former officer, director, trustee, or key employee? If “Yes,” complete Schedule L, PartIV . . 28a v
b A family member of a current or former officer, director, trustee, or key employee? if “Yes,” complete
Schedule L, Partlv . . . . 28b v
¢ An entity of which a current or former offlcer dlrector trustee, or key employee (or a famlly member thereof)
was an officer, director, trustee, or direct or indirect owner? If “Yes,” complete Schedule L, Partlv . . . 28¢ v
29 Did the organization receive more than $25,000 in non-cash contributions? /f “Yes,” complete Schedule M 29 v
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If “Yes,” complete ScheduleM . . . . 30 v
31 Did the organization Ilqurdate terminate, or dissolve and cease operatrons" If “Yes ” comp/ete Schedule N,
Part! . . . . 31 v
32 Did the orgamzatron sell exchange dlspose of or transfer more than 25% of |ts net assets’? If “Yes
complete Schedule N, Part!l . . . . 32 v
33 Did the organization own 100% of an entity dlsregarded as separate from the orgamzatlon under Regulatlons
sections 301.7701-2 and 301.7701-3? If “Yes,” complete Schedule R, Part! . . . . 33 v
34 Was the organization related to any tax-exempt or taxable entrty‘? If “Yes,” complete Schedule R Parr i1, Ill
orlV,andPartV, line1 . . . . . D 7' 1 v
35a Did the organization have a controlled entlty within the meaning of section 512(b)}(13)? . . . . . 35a v
b If “Yes” to line 35a, did the organization receive any payment from or engage in any transaction W|th a
controlled entity within the meaning of section 512(b)(13)? /f “Yes,” complete Schedule R, Part V, line 2 . . 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable
related organization? If “Yes,” complete Schedule R, PartV, line2 . . . . . . . . . . . . . . 36 v
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R,
PartVvl . . . . 37 v
38 Did the organlzatlon complete Schedule O and provrde explanatlons in Schedule O for Part VI Ilnes 11b and
19?7 Note. All Form 990 filers are required to complete Schedule O. 38 v

Form 990 (2016)
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Statements Rdgarding OtherIRS Filings and Tax Compliance

Check if Schedule O contains a response or note to any linein thisPartV . . . . . . . . . . . . . O
Yes | No
1a 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 line 1a. Enter -0- if not applicable . . . . 1b 1
¢ Did the organization comply with backup withholding rules for reportable payments to vendors and
reportable gaming (gambling) winnings to prize winners? . . . e e e 1c | v
2a Enter the number of employees reported on Form W-3, Transmlttal of Wage and Tax
Statements, filed for the calendar year ending with or within the year covered by this return | 2a 1
b If at least one is reported on line 2a, did the organization file all required federal employment tax returns? . 2b | v
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions)
3a Did the organization have unrelated business gross income of $1,000 or more during the year? . . . . 3a v
b If “Yes,” has it filed a Form 990-T for this year? If “No” to line 3b, provide an explanation in Schedule O . . 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority
over, a financial account in a foreign country (such as a bank account, securities account, or other financial
account)? . . . . . . . . . . . e e e e e e e e e e e e e .. ... laa 4
b If “Yes,” enter the name of the foreign country: » nla
See instructions for filing requirements for FiInCEN Form 114, Report of Foreign Bank and Financial Accounts
(FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . . . 5a v
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? 5b v
¢ If “Yes” to line 5a or 5b, did the organization file Form 8886-T? . . . . 5¢
6a Does the organization have annual gross receipts that are normally greater than $1 00 000 and dld the
organization solicit any contributions that were not tax deductible as charitable contributions? . . . 6a v
b If “Yes,” did the organization include with every solicitation an express statement that such contrlbutlons or
gifts were not tax deductible? . . . e e e e e 6b
7 Organizations that may receive deductlble contnbutlons under sectlon 170(c)
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods
and services provided to the payor? . . . . . e e e e e e e e e e e 7a v
b If “Yes,” did the organization notify the donor of the value of the goods or services provided? . . . 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which |t was
required to file Form8282? . . . . . . . . . . . . . . o . 0., - 7c v
d If “Yes,” indicate the number of Forms 8282 filed during theyear . . . . . . . . | 7d l
€ Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7e v
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f v
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? | 7
h  if the organization received a contribution of cars, boats, airptanes, or other vehicles, did the organization file a Form 1098-C? 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during theyear? . . . . . . . . 8
8 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667 . . . . c .. 9a
b Did the sponsoring 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 Vill, line 12 . . . . . 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facuhtles . 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders . . . 11a
b Gross income from other sources (Do not net amounts due or pald to other sources
against amounts due or received fromthem.) . . . . . 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the orgamzatlon f|||ng Form 990 in lieu of Form 1041? 12a
b If “Yes,” enter the amount of tax-exempt interest received or accrued during the year . . | 12b |
13 Section 501(c){29) qualified nonprofit health insurance issuers.
a lIs the organization licensed to issue qualified health plans in more than one state? . . . c . 13a
Note. See the instructions for additional information the organization must report on Schedule O
b Enter the amount of reserves the organization is required to maintain by the states in which
the organization is licensed to issue qualified heaithplans . . . . . . . . . . 13b
¢ Enter the amount of reservesonhand . . . 13c
14a Did the organization receive any payments for mdoor tanmng services dunng the tax year’7 e . 14a v
b If “Yes,” has it filed a Form 720 to report these payments? If “No,” provide an explanation in Schedule O . 14b

Form 990 (2016)
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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. Govermming Body and Management
Yes | No
1a Enter the number of voting members of the governing body at the end of the tax year. . 1a 10
If there are material differences in voting rights among members of the governing body, or
if the governing body delegated broad authority to an executive committee or similar
committee, explain in Schedule O.
b Enter the number of voting members included in line 1a, above, who are independent . 1b 0
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with
any other officer, director, trustee, or key employee? 2|y
3 Did the organization delegate control over management duttes customanly performed by or under the d|rect
supervision of officers, directors, or trustees, or key employees to a management company or other person? 3 v
4 Did the organization make any significant changes to its goveming documents since the prior Form 990 was filed? 4 v
5 Did the organization become aware during the year of a significant diversion of the organization’s assets? . 5 v
6 Did the organization have members or stockholders? 6 v
7a Did the organization have members, stockholders, or other persons who had the power to elect or appomt
one or more members of the governing body? . 7a v
b Are any governance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or persons other than the governing body? . 7b v
8 Did the organization contemporaneously document the meetings held or wntten actlons undertaken dunng
the year by the foliowing:
a The goveming body? . 8a|v
b Each committee with authority to act on behalf of the govemlng body? 8b | v
9 Is there any officer, director, trustee, or key employee listed in Part Vi, Sectlon A, who cannot be reached at
the organization’s mailing address? If “Yes,” provide the names and addresses in Schedule O . .o 9 v
Section B. Policies (This Section B requests information about policies not required by the Internal Revenue Code.)
Yos | No
10a Did the organization have local chapters, branches, or affiliates? 10a v
b If “Yes,” did the organization have written policies and procedures governlng the actwutles of such chapters
affiliates, and branches to ensure their operations are consistent with the organization's exempt purposes? 10b
11a Has the organization provided a complete copy of this Form 930 to all members of its governing body before filing the form? | 11a| v
b Describe in Schedule O the process, if any, used by the organization to review this Form 990.
12a Did the organization have a written conflict of interest policy? /f “No,” go to line 13 . 12al v
b Were officers, directors, or trustees, and key employees required to disclose annually interests that could glve rse to conﬂlcts'> 12b| v
¢ Dd the orgamzatlon regularly and consistently monitor and enforce compllance with the pollcy’? If “Yes,”
describe in Schedule O how this was done . .. . . .. 12¢| v
13 Did the organization have a written whistleblower pollcy'? . 13 v
14 Did the organization have a written document retention and destructlon pohcy? .. 14 v
15 Did the process for determining compensation of the following persons include a review and approval by
independent persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official 15a| v
b Other officers or key employees of the organization . 15b v
If “Yes” to line 15a or 15b, describe the process in Schedule O (see mstructlons)
16a Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement
with a taxable entity during the year? . e e e e e e e e e e 16a v/
b If “Yes,” did the organization follow a written pollcy or procedure requiring the organization to evaluate its
participation in joint venture arrangements under applicable federal tax law, and take steps to safeguard the
organization’s exempt status with respect to such atrangements? 16b

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed »  OR, CA, CO, MA, ME, MN, NJ, PA, VA

Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c)(3)s only)

available for public inspection. Indicate how you made these available. Check alf that apply.
[0 Ownwebsite [ Another's website Upon request [ Other (explain in Schedule O)

Descnbe in Schedule O whether (and if so, how) the organization made its goverming documents, conflict of interest policy, and

financial statements available to the public during the tax year.

State the name, address, and telephone number of the person who possesses the organization's books and records: P

Cindy Luxhoj, Executive Director, PO Box 4216, Wilsonville, OR_97070, 503-885-0455

Form 990 (2016)
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Compensatibn of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
independent Contractors
Check if Schedule O contains a response or note to any lineinthisPartvit . . . . . . . . . . . . . [0
Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the
organization’s tax year.
» List 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 organization’s current key employees, if any. See instructions for definition of “key employee.”
¢ List the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employes)
who received reportable compensation (Box 5 of Form W-2 and/or Box 7 of Form 10938-MISC) of more than $100,000 from the
organization and any related organizations.
e List all of the organization’s former officers, key employees, and highest compensated employees who received more than
$100,000 of reportable compensation from the organization and any related organizations.
» List all of the organization’s former directors or trustees that received, in the capacity as a former director or trustee of the
organization, more than $10,000 of reportable compensation from the organization and any related organizations.
List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest
compensated employees; and former such persons.

[CJ_Check this box if neither the organization nor any related organization compensated any current officer, director, or trustee.

©)
Position
A ®) (do not check more than one ©) ® )
Name and Title Average box, unless person is both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | compensation [compensation from amount of
lweek (list any)| o=1 = xTax| ™ from related other
hoursfor | 28| @ g 2358 the organizations compensation
related z2|2l81l¢e a§ % organization | (W-2/1099-MISC) from the
organizations 8 s|al " a § = | = |(w-2/1099-MISC) organization
below dotted] S 51 B k) g and related
line) E 5 2 B organizations
814 2
8 3
(=%
(1) Joseph Anderson <5
Director 0 v 0 0 0
(2) Kristen Baugher 5
Director 0 v 0 0 0
(3) Anna Laurent <5
Director _ 0 v 0 0 0
(4) Erik Luxhoj 5
Director 0 v 0 0 0
(5) Ciara Kenndey 0
Director 0 v 0 0 0
(6) wanda Sheppard <5
Secretary 0 v v 0 0 0
(7) Roberta Smith 20
Vice-President 0 v v 0 0 0
(8) Dean Spitzer 5
Director 0 v 0 0 0
(9) Cindy Luxhoj 40
Executive Director 0 v 79025 0 0
(10) Anna Chow 10
President 0 v v 0 0 0
(11) Patricia Everett 15
Treasurer 0 v v 0 0 0
(12)
(13)
(14)

Form 990 (2016)
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A2 -V2N B\ \ Y rage8
Section A. @fficers, Directors,Trustees, Key Employees, and Highest Compensated Employees (continued)
()
Posttion
@ ®) (do not check more than one ©) € ®
Name and title Average | pox, untess person is both an Reportable Reportable Estimated
hours per | officer and a director/trustee) | Compensation }compensation from amount of
[week (list any o= = x| e z] o from related other
hoursfor | 38| @ g 2|38\ the organizations compensation
related 5& Fl 81l e Sa g organization {W-2/1099-MISC) from the
organizations| Q & 5| 3 § % = |(W-2/1099-MISC) organization
below dotted| € 5 | & el 8 and related
line) E 3 3 ° organizations
|2 g
8 g
(15)
(16)
(17)
(18)
(19)
(20)
(21)
(22)
(23)
(24)
(25)
ib Sub-total . | 4
¢ Total from contmuatlon sheets to Part VII Sectlon A > 79025 0 0
d Total (add lines 1b and 1c) . ... . . > 79025 0 0
2  Total number of individuals (including but not ||m|ted to those listed above) who received more than $100,000 of
reportable compensation from the organization b 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated
employee on line 1a? If “Yes,” complete Schedule J for such individual Ce e e e e 3 v
4 For any individual fisted on line 1a, is the sum of reportable compensation and other compensation from the
organization and related organizations greater than $150,0007 /f “Yes,” complete Schedule J for such
individual . .. e e 4 v
5 Did any person llsted on lme 1a receive or accrue compensatlon from any unrelated organlzatuon or mdlvudual
for services rendered to the organization? If “Yes,” complete Schedule J for such person 5 v

Section B. Independent Contractors

1 Compiete 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.

) ©
Name and business address Description of services Compensation
2 Total number of independent contractors (including but not limited to those listed above) who

received more than $100,000 of compensation from the organization »

0

Form 990 (2016)
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A2-12U 3\ P
Statement.of Revenue
Check if Schedule O contains a response or note to any line in this Part VIl . .. Ol
Total (r‘e\!/enue Rela(te)d or Unr(e‘l:;ted Revenue
exempt business excluded from tax
function revenue under sections
revenue 512-514
22 1a Federated campaigns . . . [ 1a
g3 b Membershipdues . . . . |1b
SE ¢ Fundraisingevents . . . . | 1c
<
g E d Related organizations . . . | 1d
":’- E e Government grants (contributions) | 1e
6% £ Al other contributions, gifts, grants,
:g g" and similar amounts not included above | 1f 261,083
= g Noncash contributions included in ines 1a-1:$ 4 5,839]
3 | h Total Add lines 1a-1f . > 261,083
2 Business Code
§ 2a
-4 b
gl ¢
5| d
(72
E e
S f  All other program service revenue .
g g Total. Add lines 2a-2f . ; . >
3 Investment income (including dwndends mterest,
and other similar amounts) > 281 281
4  Income from investment of tax-exempt bond proceeds P
5 Royalties ... »
(1) Real (n) Personal
6a Grossrents
b Less: rental expenses
c Rental income or (loss)
d Net rental income or (loss) ...
7a Gross amount from sales of () Securities (i) Other
assets other than inventory 4605
b Less: cost or other basis
and sales expenses . 5185
¢ Gain or (loss) . (580)
d Net gain or (loss) » (580) (580)
g 8a Gross income from fundraising
0 events (not including $
& of contributions reported on line 16).
] SeePartlV,line18 . . . . . ga
'g b Less:directexpenses . . . . b
¢ Net income or (loss) from fundraising events . »
9a Gross income from gaming activities.
SeePartiV,line19 . . . . . g
b Less: direct expenses . . . b
¢ Netincome or (loss) from gamlng activites . . P
10a Gross sales of inventory, less
returnsand allowances . . . @a
b Less:costofgoodssold . . . b
¢ Netincome or (loss) from sales of inventory . . P
Miscellaneous Revenue Business Code
11a
b
c
d Al other revenue .
e Total. Add lines t1a-11d . |
12 Total revenue. See instructions. » 260,784 ( 281

Form 990 (2016)
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Form 990 (2016) A’\&_m\\\__Suh&\rbmm A\icone s A - VU NG\G Paget0
IEZTEY Statementof Functional Edpenses
Section 501(c)(3) and 501(c)(4) organizations must complete all columns. All other organizations must complete column (A).
Check if Schedule O contains a response or note to any line in this Part IX . .. O
Do not include amounts reported on lines 6b, 7b, o € (o)
8b, 9b, and 10b of Part VIII. Total expenses P panees .|  Management and Foxpoaams)
1 Grants and other assistance to domestic organizations
and domestic governments. See Part [V, line 21
2 Grants and other assistance to domestic
individuals. See Part IV, line 22
3 Grants and other assistance to foreign
organizations, foreign govemments, and foreign
individuals. See Part IV, lines 15 and 16 . 100,000 100,000
4 Benefits paid to or for members
5§ Compensation of current officers, dlrectors
trustees, and key employees - 79,025 47,257 20,046 11,722
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B}
7  Other salaries and wages
8 Pension plan accruals and contnbuttons ( nclude
section 401(k) and 403(b) employer contributions)
9 Other employee benefits .
10 Payroll taxes . 7,501 4,350 2,212 939
11 Fees for services (non- employees)
a Management
b Legal 350 350
¢ Accounting
d Lobbying .
e Professional fundralsmg services. See Part IV I|ne 17
f Investment management fees .
g Other. (If line 11g amount exceeds 10% of line 25, column
(A) amount, fist line 11g expenses on Schedule O.)
12 Advertising and promotion
13 Office expenses 1,764 38 1,023 703
14 Information technology 1,437 406 652 379
15 Royalties .
16 Occupancy
17  Travel
18 Payments of travel or entertamment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings
20 Interest . .
21 Payments to afflluates .
22 Depreciation, depletion, and amortlzatlon
23 Insurance . . e e e 1,759 1,759
24  Other expenses. Itemlze expenses not covered
above (List miscellaneous expenses in line 24e, If
line 24e amount exceeds 10% of line 25, column
(A) amount, list line 24e expenses on Schedule O.)
a MeetingslSeminars 104,490 101,340 2,663 487
b Printing & postage 10,660 10,151 259 250
c
d
e All other expenses 4,986 1.033 1,840 2,113
25 Total functional expenses. Add lines 1 through 24e 311,972 264,575 30,804 16,593
26 Joint costs. Complete this line only if the

organization reported in column (B) joint costs
from a combined educational campaign and
fundraising solicitation. Check here » [] if
following SOP 98-2 (ASC 958-720) Ce .

Form 990 (2016)
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Balance Sheet

Check if Schedule O contains a response or note to any line in this Part X .. |
B
Beginning of year End (of)year
1 Cash—non-interest-bearing . 163,784| 1 105,846
2 Savings and temporary cash mvestments . 186,929] 2 178,176
3 Pledges and grants receivable, net 3
4  Accounts receivable, net . 4
5 Loans and other receivables from current and former off icers, dlrectors
trustees, key employees, and highest compensated employees.
Complete Part Il of Schedule L e e e 5
6 Loans and other receivables from other disqualified persons {as defined under section
4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing employers and
sponsoring organizations of section 501(c)(9) voluntary employees' beneficiary
) organizations (see instructions). Complete Part Il of Schedule L . .. 6
§ 7 Notes and loans receivable, net 7
< | 8 Inventories for sale or use . 8
9 Prepaid expenses and deferred charges 9 8
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of Schedule D 10a
b Less: accumulated depreciation . . . . 10b 10¢c
11 Investments—publicly traded securities 0| 1t 16,068
12 Investments—other securities. See Part IV, line 11 12
13 Investments—program-related. See Part IV, line 11 . 13
14 Intangible assets . . 14
15 Other assets. See Part IV, Ilne 11 . .. 15
16 __ Total assets. Add lines 1 through 15 (must eLal Ime 34) 350,713| 16 300,098
17  Accounts payable and accrued expenses . . 1,191} 17 1,789
18 Grants payable . 18
19  Deferred revenue 19
20 Tax-exempt bond |Iabl|lt|e$ 20
21  Escrow or custodial account liability. Complete Part IV of Schedule D 21
®122 Loans and other payables to current and former officers, directors,
B trustees, key employees, highest compensated employees, and
% disqualified persons. Complete Part Il of Schedule L ... 20
=1 |23 Secured mortgages and notes payable to unrelated third parties 23
24 Unsecured notes and loans payable to unrelated third parties . 24
25 Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X
of Schedule D . e e e e 25
26 Total liabilities. Add lines 17 through 25 1,191| 26 1,789
Organizations that follow SFAS 117 (ASC 958), check here > [:] and
§ complete lines 27 through 29, and lines 33 and 34.
& |27  Unrestricted net assets . 349,522} 27 241,397
3 |28  Temporarily restricted net assets . 0] 28 56,912
2 29 Permanently restricted net assets . 29
2 Organizations that do not follow SFAS 117 (ASC 958), check here P [_—_I and
5 complete lines 30 through 34.
8|30 Capital stock or trust principal, or current funds . . 30
§ 31 Paid-in or capital surplus, or land, building, or equipment fund 31
5 32 Retained eamings, endowment, accumulated income, or other funds . 32
2 (33  Total net assets or fund balances . . 349,522| 33 298,309
34  Total liabilities and net assets/fund balances . 350,713| 34 300,098

Form 990 (2016)



Form 990 (2016) E&Q% a \\ =, S ﬁ NOCO & A\\\ LT £
Reconcili n of Net A: S

129 3B\Y

Page 12

Check if Scheduie O contains a response or note to any line in this Part Xi

O

QWO ~NOOHEWON =

)

) Financial Statements and Reportmg

Total revenue (must equal Part VIil, column (A), line 12) .

260,784

Total expenses (must equal Part 1X, column (A), line 25)

311,972

Revenue less expenses. Subtract line 2 from line 1

(51,188)

Net assets or fund balances at beginning of year (must equal Part X I|ne 33 column (A)) .

349,522

Net unrealized gains (losses) on investments

__(25)

Donated services and use of facilities

Investment expenses .

Prior period adjustments .

ClOIN|PO (N |B[WIN]=],

Other changes in net assets or fund balances (explam in Schedule O)

Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X Ime
33, column (B)) . e e e .

-
o

298309

Check if Schedule O contains a response or note to any fine in this Part XIi .

2a

3a

Accounting method used to prepare the Form 990: []Cash [ Accrual Other modified cash
If the organization changed its method of accounting from a prior year or checked “Other,” explain in
Schedule O.

Were the organization’s financial statements compiled or reviewed by an independent accountant? .

If “Yes,” check a box below to indicate whether the financial statements for the year were compiled or
reviewed on a separate basis, consolidated basis, or both:

[JSeparate basis [] Consolidated basis [] Both consolidated and separate basis

Were the organization’s financial statements audited by an independent accountant?

If “Yes,” check a box below to indicate whether the financial statements for the year were audlted on a
separate basis, consolidated basis, or both:

[ Separate basis [] Consolidated basis []Both consolidated and separate basis

If “Yes” to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight
of the audit, review, or compilation of its financial statements and selection of an independent accountant?
If the organization changed either its oversight process or selection process during the tax year, explain in
Schedule O.

As a result of a federal award, was the organization required to undergo an audit or audits as set forth in
the Single Audit Act and OMB Circular A-1337.

If “Yes,” did the organization undergo the required audit or audlts'7 if the orgamzatlon d|d not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits.

Yes | No

2a

2b

2c

3a

v

3b

Form 990 (2016)
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SCHEDULE A Public Charity Status and Public Support

(Form 980 or 990-E2) Complete if the organization is a section 501(c)(3) organization or a section 4947(a)(1) nonexempt charitable trust.
> Attach to Form 9980 or Form 990-EZ.

Department of the Treasury 4 - ) Open to Public
Internal Revenue Service » Information about Schedule A (Form 990 or 890-EZ) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number

Alagille Syndrome Alliance 93-1243619
WReason for Public Charity Status (All organizations must complete this part.) See instructions.
The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)
1 [ A chureh, convention of churches, or association of churches described in section 170(b)(1)(A)(i).
2 [ A school described in section 170(b)(1)(A)(i)- (Attach Schedule E (Form 990 or 990-E2).)
3 [ A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
4 [ A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the
hospital's name, city, and state:
[C] An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
section 170(b)(1)(A)(iv). (Complete Part Il.)
6 [[] A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).
7 An organization that normally receives a substantial part of its support from a governmental unit or from the general public
described in section 170(b)(1)(A)(vi). (Complete Part I1.)
8 [C1 A community trust described in section 170(b)(1)(A){vi). (Complete Part II.)

9 Oan agricultural research organization described in section 170(b)(1){(A)(ix) operated in conjunction with a land-grant college
or university or a non-land-grant college of agriculture (see instructions). Enter the name, city, and state of the college or
university:

10 [ An organization that normally receives: (1) more than 33'3% 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 33'3% of its
support from gross investment income and unrelated business taxable income (less section 511 tax) from businesses
acquired by the organization after June 30, 1975. See section 509(a)(2). (Complete Part [il.)

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

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

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

b [0 Type ll. A supporting organization supervised or controlled in connection with its supported organization(s), by having
control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s). You must complete Part IV, Sections A and C.

¢ [ Type lll functionally integrated. A supporting organization operated in connection with, and functionally integrated with,
its supported organization(s) (see instructions). You must complete Part IV, Sections A, D, and E.

d [ Type Il non-functionally integrated. A supporting organization operated in connection with its supported organization(s)
that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Pant V.

e [ Check this box if the organization received a written determination from the IRS that it is a Type |, Type |I, Type lll
functionally integrated, or Type Ill non-functionally integrated supporting organization.

Enter the number of supported organizations . . . . . . . . . . I:::I

Provide the following information about the supported organization(s).

()]

-,

g
(i) Name of supported orgamization @) EIN (i) Type of organization | (v} Is the organization | {v) Amount of monetary {vi) Amount of
(described on lines 1-10 {listed in your governing support (see other support (see
above (see instructions)) document? instructions) nstructions)
Yes No

{A)

(B)

©)

(0)

(E)

Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 980-EZ. Cat. No. 11285F Schedule A (Form 990 or 990-EZ) 2016
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Support Schedule for Organizations Deseribed 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 failed to qualify under

Part Il If the organization fails to qualify under the tests listed below, please complete Part ill.)

3 -\ 2\ 3| Gpage 2

Section A. Public Support

Calendar year (or fiscal year beginning in) » {a) 2012 (b) 2013 (c) 2014 (d) 2015 (e) 2016 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.”) . . . 69,811 72,594 157,999 168,856 261,083 730,343
2 Tax revenues levied for the
organization’s benefit and either paid
to or expended on its behalf . . . 0 0 0 0 0 0
3 The value of services or facilities
fumished by a governmental unit to the
organization without charge . . . . 0 0 0 0 0 0
4 Total. Add lines 1 through3. . . . 69,811 72,594 157,999 168,856 261,083 730,343
§ 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
shownonline 11, column(f). . . . 129,125
6 Public support. Subtract line 5 from line 4 551,218
Section B. Total Support
Calendar year (or fiscal year beginning in} » (a) 2012 {b) 2013 (c) 2014 (d) 2015 (e) 2016 {f) Total
7 Amountsfromline4 . . . . 69,811 72,594 157,999 168,856 261,083 730,343
8 Gross income from interest, dwndends
payments received on securities loans,
rents, royalties and income from similar
sources . . . . . . . . . . 181 44 35 15 281 556
9 Net income from unrelated business
activities, whether or not the business
is regularly carriedon . . . . . 0 0 0 0 0 0
10 Other income. Do not include gain or
loss from the sale of capital assets
(ExplaininPartV>.) . . . . . 0 0 0 0 0 0
11 Total support. Add lines 7 through 10 730,899
12 Gross receipts from related activities, etc. (see instructions) . . . 12 [ 0
13 First five years. If the Form 990 is for the organization’s first, second thlrd fourth or flfth tax year as a section 501(c)(3)
organization, check this box and stop here . . O N I
Section C. Computation of Public Support Percentage
14 Public support percentage for 2016 (line 6, column (f) divided by line 11, column(f) . . . . 14 75.42 %
15 Public support percentage from 2015 Schedule A, Part i, line 14 . . . 15 85.26 %
16a 33'3% support test—2016. If the organization did not check the box on ||ne 13 and Ime 14 is 33'/3% or more, check this
box and stop here. The organization qualifies as a publicly supported organization . . . N
b 33'3% support test—2015. If the organization did not check a box on line 13 or 16a, and Ime 15 is 331 % or more, check
this box and stop here. The organization qualifies as a publicly supported organization . . . . . . . . . . . P [
17a 10%-facts-and-circumstances test—2016. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is
10% or more, and if the organization meets the “facts-and-circumstances” test, check this box and stop here. Explain in
Part VI how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported
organization . . . . . . . . . . . . . . . . . 4 0 i 0 e e O
b 10%-facts-and-circumstances test—2015. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line
15 is 10% or more, and if the organization meets the “facts-and-circumstances” test, check this box and stop here.
Explain in Part VI how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly
supported organization . . . N ah
18 Private foundation., If the orgamzatlon dld not check a box on Ilne 13 16a 16b 17a or 17b check thus box and see
instructions . . . . . . . . L . L L L L s e e e e e e e e e e e s e e e o O

Schedule A (Form 990 or 990-EZ) 2018



SCHEDULE F Statement of Activities Outside the United States | Ov8No 10
(Form 990)

» Complete if the organization answered “Yes” on Form 990, Part IV, line 14b, 15, or 16. 2 @ 1 6
Department of the Treasury > Attach to Form 990. P : Open to Public
Intarnal Revenue Service » Information about Schedule F (Form 990) and its instructions is at www.irs.gov/forrm990. Inspection
Name of the organization Employer identification number

Alagile Syndrome Alliance 93-1243619
ml General Information on Activities Outside the United States. Complete if the organization answered “Yes” on
Form 990, Part IV, line 14b.

1  For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other
assistance, the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the
grantsorassistance? . . . . . . . . . . L. . . L L oL .o [OYes [No

2 For grantmakers. Describe in Part V the organization’s procedures for monitoring the use of its grants and other
assistance outside the United States.

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

(a) Region (b) Number of | (c) Number of (d) Activities conducted in the {e) If activity histed in (d) 1S {f) Total
offices in the employees, region (by type) (such as, a program service, expenditures for
region agents, and fundraising, program services, descnibe specific type of and investments
independent investments, grants to recipients service(s) in the region in the region
contractors focated In the region)
in the region

(1)

&)

®)

@

(2]

(6

()

)

(10)

(1)

(12)

(13)

(14)

(15)

(16)

(17)
3a Sub-total . ..
b Total from continuation
sheets to Part ] .

c Totals (add lines 3a and 3b)
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No. 50082wW Schedute F (Form 990) 2016
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4  Was the organization a U.S: transferor of property to a foreign corporation during the tax year? /f “Yes,” .. - - - . . _ ..

the organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Forelgn
Corporation (see Instructions for Form926) . . . . . . . . . . c e . . [ Yes No

2 Did the organization have an interest in a foreign trust during the tax year? If “Yes,” the organization
may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign
Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form 990) . . [ Yes No

3 Did the organization have an ownership interest in a foreign corporation during the tax year? /f “Yes,”
the organization may be required to file Form 5471, Information Return of U.S. Persons With Respect To
Certain Foreign Corporations (see Instructions for Form 5471) . . . . . . . . . . . . . O Yes No

4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a
qualified electing fund during the tax year? If “Yes,” the organization may be required to file Form 8621,
Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing
Fund (see Instructions for Form 8621). . . . . . . . . . . . . . . . . . . . .. I Yes [} No

5 Did the organization have an ownership interest in a foreign partnership during the tax year? If “Yes,”
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for Form8865) . . . . . . . . . . . . . . . . J Yes No

6 Did the organization have any operations in or related to any boycotting countries during the tax year? If
“Yes,” the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713; do not file with Form990) . . . . . . . . . . . . . . . . O Yes No

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

Part Ii, line 1 - modified cash basis accounting method

Schedule F (Form 990) 2016




SCHEDULE O Supplemental Information to Form 990 or 990-EZ | omBNo. 1545-0047

(Form 990 or 990-E2) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information. 2@ 1 6
Open to Public

> Attach to Form 990 or 990-EZ.

Department of the Treasury . y . 3 R

Internal Revenue Service » Information about Schedule O {(Form 990 or 990-EZ) and its instructions is at www.irs.gov/form990. Inspection
Name of the organization Employer identification number
Alagille Syndrome Alliance 93-1243619

Part Vi - Governing Body and Management

2. Cindy Luxhoj - Executive Director is the sister of Erik Luxhoj - Board of Director

Erik Luxhoj - Board of Director is the brother of Cindy Luxhoj - Executive Director

Part VI - Section B. Policies

11b. Copies of Form 890 are distributed to all members of the governing body via email prior to filing the form on May 15th.

12¢. Executive Direcor and Board of Directors meet to review and take appropriate acction to monitor and enfarce the

organizations conflict of interest policy.

15a. Annual written review forms are completed and approved by the President and Directors

Part VI - Section C. Disclosures

19. All governing documents and financial statements are available to the public upon written request from the Executive Director

Cindy Luxhoj at the address stated in question 20.

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ Cat No. 51056K Schedule O (Form 990 or 990-EZ) (2016)



