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A
m 990-EZ

Short Form
Return of Organization Exempt From Income Tax

» Do not enter Social Security numbers on this form as it may be made public.

Under section 501(c), 527, or 4847(a)(1) of the Internal Revenue Code (except private foundations)

| OMB No. 1545-1150

Open to Public

tof the T Inspection

o] Revonus Servce » Information about Form 880-EZ and its instructions is at www.irs.gov/form890. P
A For the 2013 calendar year, or tax year beginning , 2013, and ending » 20
B Check if applicable: C Name of organization D Employer identification number
(] Adaress change Alagille Syndrome Alliance 93-1243619
(] Name change Number and street (or P.O. box, if mail is not delivered to street address) Room/suite § E Telephone number
L] st rtn 10500 SW Starr Dr 503-885-0455
D Terminated City or town, state or province, country, and ZIP or foreign postal code

Amended retum ’ ' ' F Group Exemption
[[] Aepiication pending ualatin, OR_97062-8411 Number »
G Accounting Method: []Cash [ ] Accrual Other (specify) » modified cash H Check » [ if the organization is not
| Website:»  alagille.org required to attach Schedule B
J Tax-exempt status (check only one) — [/]1501(c)3) [1501(c)( ) « (nsertno) [14947(@)(1) or [I527| (Form 990, 990-EZ, or 990-PF).

K Form of organization:
L Add iines 5b, 6¢, and 7b, to line 9 to determine gross receipts. If gross receipts are $200,000 or more, or If total assets

Corporation O Trust [ Association (] other

(Part Il, column (B) below) are $500,000 or more, file Form 990 instead of Form 990-EZ . .. P g 72638
Revenue, Expenses, and Changes in Net Assets or Fund Balances (see the instructions for Part )
Check if the organization used Schedule O to respond to any question in this Part | . . . Od
1 Contributions, gifts, grants, and similar amounts received . 1 72594
2  Program service revenue including government fees and contracts 2
3 Membership dues and assessments . 3
4 Investment income . . .. 4 44
5a Gross amount from sale of assets other than mventory ba
b Less: cost or other basis and sales expenses . 5b
¢ Gain or (loss) from sale of assets other than inventory (Subtract llne 5b from line 5a) . 5¢
6 Gaming and fundraising events
a Gross income from gaming (attach Schedule G if greater than
5 $15,000) . . Coe e | 6a |
e b Gross income from fundraising events (not mcludmg $ of contributions
& from fundraising events reported on line 1) (attach Schedule G if the
sum of such gross income and contnbutions exceeds $15,000) . 6éb
¢ Less: direct expenses from gaming and fundraising events 6¢c
d Net income or (loss) from gaming and fundraising events (add lines 6a and 6b and subtract
line 6¢) .o 6d
7a Gross sales of inventory, less retumns and allowances . 7a
b Less: cost of goods sold . 7b
¢ Gross profit or (loss) from sales of mventory (Subtract Ilne 7b from I|ne 7a) 7c
8 Other revenue (describe in Schedule O) . .o . 8
9 Total revenue. Add lines 1, 2, 3, 4, 5¢, 6d, 7c, and 8 RECEI\JED >l 72638
10  Grants and similar amounts paid (list in Schedule O) 10 48000
@) 11 Benefits paid to or for members . 11
© #1112 Salaries, other compensation, and employee benef ts . 12
% 2143 Professional fees and other payments to independent cont 13 1826
Z 814 Occupancy, rent, utilities, and maintenance 14 663
'(g o 15 Printing, publications, postage, and shipping . 15 9581
. 16  Other expenses (describe in Schedule O) . . |16 19886
S__[17  Total expenses. Add lines 10 through 16 . . > (17 79956
o8 18 Excess or (deficit) for the year (Subtract line 17 from lnne 9) 18 (7318)
-3 19  Net assets or fund balances at beginning of year (from line 27, column (A)) (must agree wrth
o< end-of-year figure reported on prior year’s return) .o T R [ ) 259958
@ |20 Other changes in net assets or fund balances (explain in Schedule O) . . [ 20
=2 21 Net assets or fund balances at end of year. Combine lines 18 through 20 .| 21 252640

For Paperwork Reduction Act Notice, see the separate instructions.

Cat No 10642|

Form 980-EZ (2013

o i\
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Form 890-EZ (2013)

Page 2

Balance Sheets (see the instructions for Part 1I)

Check if the organization used Schedule O to respond to any question in this Part Il . C e e
{A) Beginning of year (B) End of year
22  Cash, savings, and investments 250171|22 252764
23 tand and buildings . . n/aj{23 n/a
24 Other assets (describe in Schedule O) n/a}24 448
25 Total assets . . 260171|26 253212
26 Total liabilities (descnbe in Schedute 0) 213|126 572
27 Net assets or fund balances {line 27 of column (B) must alee wnh hne 21) 259958127 252640
Statement of Program Service Accomplishments (see the instructions for Part llI) Expenses
Check if the organization used Schedule O to respond to any question in this Part Il . . (]| (required for section
What is the organization’s primary exempt purpose?  To network & distribute info about Alagille Syndrome 501(c)(3) and 501(c)(4)

. S . . . , organizations and section
Describe the organization’s program service accomplishments for each of its three largest program services, | 4g47(z)(1) trusts; optional
as measured by expenses. In a clear and concise manner, describe the services provided, the number of | tor others)
persons benefited, and other relevant information for each program title.

28 Support Network - Goal: To provide a support network for people whose lives have been touched by ALGS.

Accomplishments: Serving AGLS families via telephone, email, web site, facebook, newsletter. The Alliance

web site is visited daily by people interested in learning more about ALGS or wanting to reach out to others.

(Grants $ ) _If this amount includes foreign grants, check here > [1 [28a 16338
29 Gather & Distribute Information and Increase Public Awareness - Goal; To increase public awareness of ALGS

Accomplishments: Active participation in NIH funded ChilDREN liver research consortium. Social media

presence. 10 teams helped raise awareness through the 2013 ALGS Virtual Walk for a Better Life

(Grants $ ) _If this amount includes foreign grants, check here > [] [20a 3145
30 Research grants - Goal: To gain a better of understanding of ALGS and help build a better life for everyane

challenged by this rare condition. Accomplishments: Awarded two research grants (8 proposals received)

totalling $96,000 over two years

(Grants $ 48000) If this amount includes foreign grants, check here » (] |30a 48666
31 Other program services (describe in Schedule O)

(Grants $ ) If this amount includes forelgn gran \ check here b . 31a 2289
32 Total program service expenses (add lines 28a through 31a) . 32 70438

List of Officers, Directors, Trustees, and Key Employees (list each one even lf not compensated—see the instructions for Part IV)

Check if the organization used Schedule O to respond to any question in this Part IV d
() Average gﬁ:f:ggz wns:)btie:ln:t?:rﬁlsc;yee (e) Estmated amount of
{a) Name and title d;:/c::;e:'pm:(on (Forms W-2/1099-MISC)|  benefit plans, and other compensation
(it not paid, enter -0-) | deferred compensation
Cindy L. Hahn - President
20 to 25 hrs -0- -0- -0-
Chris J. Hahn - President
<5hrs -0- 0- -0-
Erik K. Luxhoj - Director
5to 10 hrs -0- -0- -0-
Joseph M Anderson - Director
<5hrs -0- -0- -0-
Anna Chow - Director
<5hrs -0- -0- -0-
Patricia H Everett - Director
<5hrs -0- -0- -0-
William Glenn - Director
<5hrs -0- -0- -0-
Wanda L Sheppard - Director
<5hrs -0- 0-
Roberta Smith - Director
< 5 hrs -0- -0-

Form 990-EZ (2013



Form 990-EZ (2613) Page 3
Other Information (Note the Schedule A and personal benefit contract statement requirements in the
instructions for Part V) Check if the organization used Schedule O to respond to any question in this Part V O

Yes| No

33 Did the organization engage in any significant activity not previously reported to the IRS? If “Yes,” provide a
detailed description of each activity in ScheduleO . . . . . e e e e e 33 v

34  Were any significant changes made to the organizing or governing documents? it "Yes, attach a conformed
copy of the amended documents if they reflect a change to the organlzatlon s name. Otherwise, explain the

change on Schedule O (see instructions) . . . . . e . . .. 34 v
35a Did the organization have unrelated business gross income of $1 000 or more dunng the year from busmess
activities (such as those reported on lines 2, 6a, and 7a, among others)? . . . . . 353 v4

b If “Yes,” to line 35a, has the organization filed a Form 990-T for the year? If “No,” provide an explanatlon in Schedule 0 35b

¢ Was the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization subject to section 6033(e) notics,

reporting, and proxy tax requirements during the year? If “Yes,” complete Schedule C, Partill . . . . . 35¢

36 Did the organization undergo a liquidation, dissolution, termination, or signiﬁcant disposition of net assets

during the year? If “Yes,” complete applicable parts of ScheduleN . . . . e 36 4

37a Enter amount of political expenditures, direct or indirect, as descnbed in the instructions I 37a | -0-

| b Did the organization file Form 1120-POL for thisyear? . . . . 37b v
| 38a Did the organization borrow from, or make any loans to, any officer, director trustee or key employee or were
any such loans made in a prior year and still outstanding at the end of the tax year covered by this retum? . 383 v

‘ b If “Yes,” complete Schedule L, Part Il and enter the total amount involved . . . . 38b
| 39 Section 501(c)(7) organizations. Enter:
|
|

a Initiation fees and capital contributions includedonline® . . . . . . . . . . 39a
b Gross receipts, included on line 9, for public use of club facilites . . . 38b

3 40a Section 501(c)(3) organizations. Enter amount of tax imposed on the organizatlon dunng the year under:
section 4911 » -0- ; section 4912 p -0- ; section 4955 » -0-
b Section 501(¢c)(3) and 501(c)(4) organizations. Did the organization engage in any section 4958 excess benefit
transaction during the year, or did it engage in an excess benefit transaction in a prior year that has not been
reported on any of its prior Forms 990 or 990-EZ? If “Yes,” complete Schedule L,Part!. . . . . . . 40h v
¢ Section 501(c)(3) and 501(c)(4) organizations. Enter amount of tax imposed on
organization managers or disqualified persons during the year under sections 4912,

4955,and 4958 . . . . A 4 .0-
d Section 501(c)(3) and 501(c)(4) orgamzatlons Enter amount of tax on line 40c
reimbursed by the organization . . . N € 0-
@ All organizations. At any time during the tax year, was the organlzatlon a party to a prohibited tax shelter
transaction? If “Yes,” complete Form 8886-T . . . . . e e e e e 40e v
41 List the states with which a copy of this return is filed Oregon, California, Colorado, Massachusetts, New Jersey, Virginia
42a The organization's books are in care of » Cindy L. Hahn Telephone no. » 503-885-0455
Located at P 10500 SW Starr Dr, Tualatin, OR ZIP+4 » 97062-8411
b At any time during the calendar year, did the organization have an interest in or a signature or other authority over Yes | No
a financial account in a foreign country (such as a bank account, securities account, or other financial account)? 42h v

If “Yes,” enter the name of the foreign country: »
See the instructions for exceptions and filing requirements for Form TD F 80-22.1, Report of Foreign Bank
and Financial Accounts.

¢ At any time during the calendar year, did the organization maintain an office outside the U.S.? . 42¢ v
If “Yes,” enter the name of the foreign country: »
43  Section 4947(a)(1) nonexempt charitable trusts filing Form 990-EZ in lieu of Form 1041—Checkhere . . . . . . »[]
and enter the amount of tax-exempt interest received or accrued duringthetaxyear . . . . . b | 43|
Yes| No
44a Did the organization maintain any donor advised funds during the year? If “Yes,” Form 930 must be
completed instead of Form 990-EZ 44a v
b Did the organization opserate one or more hosprtal fac:ht:es dunng the year? If “Yes " Form 990 must be
completed instead of Form 990-EZ e e . . 44h v
¢ Did the organization receive any payments for indoor tanning services dunng the year? . . 44c v
d If "Yes" to line 44c, has the organnzation filed a Form 720 to report these payments? if "No," prowde an
explanation in Schedule O .. .. 44d
45a Did the organization have a controlled entlty wnthln the meaning of section 51 2(b)(13)? 45a v
45b Did the organization receive any payment from or engage in any transaction with a controlled entity wnthm the
meaning of section 512(b)(13)? If “Yes,” Form 990 and Schedule R may need to be completed instead of
Form 990-EZ (see instructions) . . e e e e e e e e e e e e 45h v

Form 990-EZ (2013)




Form 990-EZ (2013) Page 4
Yes| No

48 Did the organization engagse, directly or indirectly, in political campaign activities on behalf of or in opposition
to candidates for public office? If “Yes,” complete ScheduleC,Partt . . . . . . . . . . . . . 46 v

Section 501(c)(3) organizations only

All section 501(c)(3) organizations must answer questions 47-49b and 52, and complete the tables for lines
50 and 51.

Check if the organlization used Schedule O to respond to any questioninthisPartvi . . . . . . . . . [J
Yes | No

47 Did the organization engage in lobbying activities or have a section 501(h) election in effect during the tax
year? If “Yes,” complete Schedule C, Part lI )

47 v

48 s the organization a school as described in section 170(b)(1)(A)( )? If “Yes,” complete Schedule E 48 v

49a Did the organization make any transfers to an exempt non-charitable related organization? . . . . . . 49a v

b If “Yes,” was the related organization a section 527 organization? 48b v
50 Complete this table for the organization's five highest compensated employees (other than ofﬁcers dxrectors trustees and key

employees) who each received more than $100,000 of compensation from the organization. If there is none, enter “None.”
(d) Heatth benefits,
(b) Average (c) Reportable contnbutions to employee | (e) Estimated amount of
(a) Name and title of each employee hours per week compensation ploy o
devoted to postion | (Forms W-2/1099-MISC) be“emog"‘;“’p;n‘;’;‘t’lgg"""’ other compensation
None
f Total number of other employees paid over $100,000 . . . . »

51 Complete this table for the organization's five highest compensated independent contractors who each received more than
$100,000 of compensation from the organization. If there is none, enter “None.”

{a) Name and business address of each independent contractor {b) Type of service {c) Compensation
None
d Total numbsr of other independent contractors each receiving over $100,000 . .»
52 Did the organization complete Schedule A? Note. All section 501(c)(3) organlzatlons and 4947(a)(1)
nonexempt charitable trusts must attach a completed ScheduleA . . . . . > [/1Yes [JNo

Under penalties of penury, | decl t | have exgmined this retum, including accompanying schedules and staternents, and to the best of my knowledge and belief, it is
true, correct, and complete. Dec aton of pre r (other than officer) Is based on all information of which preparer has any knowledfe

] L,MU*IW [(O[F] 1Y
Sign Signature of ofﬂcer/ Data T 1 !
Here Cindy L. Hahn

Type or pnint name and tifle
Paid Print/Type preparer’s name Preparer's signature Date check [ it PTIN
Preparer Saft-employed
Use only Firm’'s name  » Firm's EIN »
Firm's address » Phone no.

May the IRS discuss this retum with the preparer shown above? Seeinstructions . . . . . . . . . . P [JYes [INo

Form 990-EZ (2013)




SCHEDULE A Public Charity Status and Public Support
(Form 990 or 990-E2)

Department of the Treasury » Attach to Form 990 or Form 990-EZ.
Intemal Ravenuse Service » Information about Schedule A (Form 990 or 890-E2) and its Instructions is at www.irs.gov/form990.

3

| OMB No. 1545-0047

2013

Open to Public
Inspection

Complete if the organization is a section 501(c){3) organization or a section
4947(a)(1) nonexempt charitable trust.

Name of the organization Employer identification number

Alagille Syndrome Alliance 93-1243619
mneason 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 11, check only one box.)

1 [J A church, 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.)
3 [J A hospital or a cooperative hospital service organization described in section 170(b)(1)(A)(iii).
| 4 [J 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:

5 [ 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 I1.)

6 [J A federal, state, or local government or governmental unit described in section 170(b)(1)(A)(v).

7 [J 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 [l.)

8 [ A community trust described in section 170(b)(1)(A)(vi). (Complete Part I1.)

8 Jan 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 ill.)

10 [J An organization organized and operated exclusively to test for public safety. See section 509(a)(4).
: 11 [J 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 that describes the type of supporting organization and complete lines 11e through 11h.
a [J Typel b [ Typel ¢ O Type lll-Functionally integrated ~ d [ Type lli-Non-functionally integrated
e [J 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).
f If the organization received a written determination from the IRS that it is a Type l, Type Il, or Type it suppomng
organization, check thisbox . . . . .. .. O
g Since August 17, 2006, has the organlzatlon accepted any glft or contnbutlon from any of the
following persons?
i) A person who directly or indirectly controls, either alone or together with persons described in (i) and Yes | No
(iii) below, the governing body of the supported organization? . . . . . . . . . . . . . . 11g0)
(ii) A family member of a person described in (i) above? . . . e e e e e e 11g(i))
(iif) A 35% controlled entity of a person described in (i) or (i) above’> e e e e e e e 11g(in)|
h  Provide the following information about the supported organization(s).
(i) Name of supported (i) EIN (i) Type of organization | (v} s the organzation | (v) Did you notry (vi) Is the {vil) Amount of monetary
organization (descnbed on lines 1-9 | in col. (I} fisted in your | theorganzatonm | organization in col. support
above or IRC section | goveming document? col. @) of your (i) organized in the
(see instructions)) support? u.s.?
Yes No Yes No Yes No
(A)
(8)
©
(D)
(3]
Total
For Paperwork Reduction Act Notice, see the Instructions for Cat No. 11285F Schedute A (Form 990 or 990-EZ) 2013

Form 990 or 990-EZ.




Schedyle A (Form 990 or 990-E7) 2013 X \
Support Schedule for Qryg amzatlon Described in Sectlons 170(b)(1)(A)(' v) 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 lll. If the organization fails to qualify under the tests listed below, please complete Part lll.)
Section A. Public Support
Calendar year (or fiscal year beginning in) » | (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) 2013 (f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.”) . . . 47870 89099 124138 69811 72594 403512
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 facilties
fumished by a governmental unit to the
organization without charge . . . . -0- -0- -0- -0- -0- -0-
4 Total. Add lines 1 through3. . . . 47870 89099 124138 69811 72594 403512

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
shownonline 11, column(f). . . . 79062

8  Public support. Subtract line 5 from line 4. 324450

Section B. Total Support
Calendar year (or fiscal year beginning in} » | (a) 2009 (b) 2010 (c) 2011 (d) 2012 (e) 2013 (f) Totat

7 Amounts fromlined . . . . 47870 89099 124138 69811 72594 403512

8 Gross income from interest, dlwdends
payments received on securities loans,
rents, royalties and income from similar
sources . . . . . . . . . 387 59 69 181 44 740

9 Net income from unrelated busmess
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

{(ExplaininPartiv). . . . . . .0. -0- -0- -0- -0- -0-
11 Total support. Add lines 7 through 10 404252
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, third, fourth or flfth tax year as a section 501(c)(3)

organization, check this box and stophere . . . S S T 2 I

Section C. Computation of Public Support Percentage

14  Public support percentage for 2013 (line 6, column (f) divided by line 11, column (f)) . . . . 14 80 %
15  Public support percentage from 2012 Schedule A, Part ll, line14 . . . 15 77 %
16a 33's% support test—2013. If the organization did not check the box on Ime 13 and Ilne 14 is 331 % or more, check this

box and stop here. The organization qualifies as a publicly supported organization . . . A G

b 33'3% support test—2012. if the organization did not check a box on line 13 or 16a, and Ilne 15 is 33‘/3% or more,
check this box and stop here. The organization qualifies as a publicly supported organization . . N

17a 10%-facts-and-circumstances test—2013. If the organization did not check a box on line 13, 16a, or 16b, and line 14 is
10% or more, and if the organization meets the “facts-and-circumstances” test, check this box and stop here. Explain in
Part IV how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly supported
organization . . . . . . . . . . . . . . .. .. ... .. ..o oo PO

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 is 10% or more, and if the organization mests the “facts-and-circumstances” test, check this box and stop here.
Explain in Part IV how the organization meets the “facts-and-circumstances” test. The organization qualifies as a publicly

supported organization . . . A N
18  Private foundation. If the orgamzatlon dld not check a box on Ilne 13 16a 16b 17a, or 17b check thls box and see
instructions . . . . . . . . . . . . . ... ... .0 ... .00 o oo O

Schedule A (Form 990 or 990-EZ) 2013
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XXXl Support Schedule for Organizations Dscribed 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 Il.)

Section A. Public Support

Calendar year (or fiscal year beginning in) » | (a) 2009 (b) 2010 (c) 2011 (d) 2012

(e) 2013

{f) Total

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

2  Gross receipts from admissions, merchandise
sold or services performed, or facllities
fumnished i any activity that is 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
fumished by a governmental unit to the
organization without charge .

6 Total. Add lines 1 through 5 .

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

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

¢ Addlines 7aand 7b

8 Public support (Subtract line 7c from
||ne6) . ..

Section B. Total Support

Calendar year (or fiscal year beginning in) » { (a) 2009 {b) 2010 {c) 2011 {d) 2012

{e) 2013

{f) Total

9 Amounts from line 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 busmess
activities not included in line 10b, whether
or not the business is 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 lines 9, 100 11

and 12)) .
14 First five years. If the Form 990 is for the organization's first, second, third, fourth, or fifth tax year as a section 501(c)(3)
organization, check this box and stop here . I L N
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 [li, 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 Il}, line 17 . 18 %

19a 3313% support tests—2013. If the organization did not check the box on line 14, and I|ne 15 is more than 33'42%, and line
17 is not more than 33'13%, check this box and stop here. The organization qualifies as a publicly supported organization

>0

b 33's% support tests—2012. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 331s%, and
line 18 1s not more than 33'3%, check this box and stop here. The organization qualifies as a publicly supported organizaton » [

20 Private foundation. If the organization did not check a box on line 14, 19a, or 18b, check this box and see instructions » []

Schedule A (Form 990 or 990-EZ) 2013




SchedqleA(Fon\n 990 or 980-E2) 2013 A\ Ca®\ \\ R S
Supplemental Informatien. Provide the-éxplanations required by Part |, line 10; Part Il, line 17a or 17b; and
Part lll, line 12. Also complete this part for any additional information. (See instructions).

None

Schedule A (Form 990 or 990-EZ) 2013



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

{Form 990 or 890-E2) Complete to provide information for responsas to specific questions on
Form 990 or 990-EZ or to provide any additional information. 2 @ 1 3

b ent of the Treasury » Attach to Form 990 or 990-EZ. Open to Public
Internal Revenue Service » Information about Schedule O (Form 890 or 880-EZ) and Its instructions is at www.irs.gov/form890. Inspection

Employer identification number
93-1243619

Name of the organization

Alagille Syndrome Alliance

Part 1 - Revenue, Expenses and changes in Net Assets or Fund Balance

Line 10 - Grants and similar amounts paid

$25,000 research grant for "Stem Cell Models of Alagille Syndrome: Biliary Disease in a Dish"

Dr. Binita M. Kamath & Dr. Anand Ghanekar

Hospital for Sick Children in Toronto, Ontario, Canada

$23,000 research grant for “Support for Analysis of Alagille Syndrome Data in the Childhood Liver Disease Research and Education

Network (ChiLDREN)"”

Dr. Ronald J. Sokol of Children’s Hospital Colorado,

Dr. John C. Magee of University of Michigan

Dr. Binita M. Kamath of the Hospital for Sick Children

On behalf of ChiLDREN, a research network funded by the National Institute of Diabetes and Digestive and Kidney Diseases (NIDDK)

of the National Institutes of Health (NiH)

Line 16 - Other Expenses

Computer Expenses 2013
Credit card processing fees 886
Insurance 887
Membership dues - organizations 510
Office supplies 450
Promotional 5,697
Taxes and licenses 342
Training 3,668
Conferences, gatherings 4,683
Laptop computer 750
Total Other Expenses 19,886

For Paperwork Reduction Act Notice, see the Instructions for Form 890 or 990-EZ. Cat No 51056K Schedule O (Form 990 or 990-EZ) (2013)



Schedule O (Form 990 or 980-E2) (2013) Page 2

Name of the organization Employer identification number
Alagille Syndrome Alliance 93-1243619

Part Il - Balance Sheet

Line 24 - Other Assets - Receivable $448

Line 26 - Other Liabilities - Qutstanding balance on credit card _ $572

Part [l - Statement of Program Service Accomplishments

Line 31 - Family Gatherings - Goal: To provide a forum for ALGS families to meet one another and ALGS healthcare providers for

the mutual exchange of information. Accomplishment: Began planning for 3 day Intemational Symposium in

Alexandria, VA taking place June 27-29, 2014. $2,289

Schedule O (Form 990 or 990-E2) (2013)




