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rorm 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) 2© 1 8
» Do not enter social security numbers on this form as it may be made publ"c% a Open to Public

m ;gt,gu?esmw » Go to www.irs.gov/Form990 for Instructions and the latest information. Inspection
A For the 2018 calendar year, or tax year beglnning January 1 , 2018, and endinL Decen'lber 31 ,20 18
B  Check f applicable’ |C Name of organization AlagilJe Syndrome Alliance D Employer identification number
[ Addresschange | Doingbusmessas 93-1243619
O name change Number and street (or P O box f mail is not delivered to street address) Room/surte E Telephone number
O intial retum Ir.0. Box 22 503-885-0455
[ Final retum/ierminated]  Ctty or town, state or province, country, and ZIP or foreign postal code
[ Amended retum 38027 G Gross receipts $ 163,827.30
[ appilication pending | F Name and address of prncipal officer /4 Hia)Is this a group retum for subordinates? [ ] Yes (73 No
m H{b) Are all subordmnates included? ] ves [ No
I Tax-exempt status 501(c)(3) O so1g) )« (nsert no ) [ ] 4947(a)1) or !! 527 /| I “No,” attach a ist (see Instructians)
J__Website: »  alaglile.orq M{c) Group exemption number »
K Form of organization Corporation D Trust D Association [:] Other » I L Year of formation 1993 I M State of legal domicile OR
Summary
1  Briefly describe the organization’s mission or most significant gctivities: Mobilizing resources, facilitating connections,
§ promoting unity, advocating for a cure to inspire, empower, and enrich the llves of people affected by Alagille Syndrome.
©
E 2 Check this box » [ if the organization discontinued its operations Orispayaalaf MdrdIfdn B5% of its net assets.
S 3  Number of voting members of the goveming body (Part VI, ine 1a). . IRS - OSC.- 14. 3 9
& | 4 Number of independent voting members of the governing body (Part Vi, line 1b) 4 0
.§ § Total number of individuals employed in calendar year 2018 (Part V, iine £EB 2 5 2020 5 2
g 6  Total number of volunteers (estimate if necessary) coe e .o 6 10
7a Total unrelated business revenue from Part Viil, column (C), line 12 . . 7a
b Net unrelated business taxabie income from Form 990-T, line 38 .OGD.EN.' UTAH 7b
Prior Year Current Year
o | 8 Contributions and grants (Part Vill,lineth). . . . . . . . . . . . 97,982 161,631.05
g 9 Program service revenue (Part VIl line2g) . . . e e e 80,000 0
2 | 10 Investment income (Part VI, column (A), lines 3, 4, and 7d) Ce e e e 6,778 2,298.21
& 141  Other revenue {Part VIIl, column (A), ines 5, 6d, 8¢, 9¢, 10c, and 11e) . . . 631 2,024.65
12 _ Total revenue—add lines 8 through 11 (must equal Part VIil, column (A), line 12) 185,391 163,827.30
13  Grants and similar amounts paid (Part IX, column (A), lines 1-3) . . . . . 500 13,230.52
14  Bensefits paid to or for members (Part iX, column (A), lined) . . . . 0 0
8 16  Salaries, other compensation, employes benefits (Part IX, column (A), lines 5—1 0) 88,884, 129,920.07
2 | 16a Professional fundraising fees (Part IX, colurn (A), line11e) . . . . . . 0 0
|§ b Total fundraising expenses (Part IX, column (D), line 25) » !
17  Other expenses (Part IX, column {A), lines 11a-11d, 11f-24e) . . . . 24,295 88,005.34
18  Total expenses. Add lines 13-17 (must equal Part IX, column (A), fine 25) . 147,990 231,155.93
19  Revenus less expenses. Subtract line 18 fromline12 . . . . . . . . 37,401 (67,328.63)
5 g Beginning of Current Year End of Year
55 20 Totalassets (Part X, line18) . . . . . . . . . . . . . . . . 341,424| 214,022.68
sg 21 Total liabilities (Part X, line 26) . . . . e 5,756| 10,091.72
Zz)| 22 Net assets or fund balances. Subtract line 21 from Ime 20 e e 335&68] 203,930.96
Signature Block

Under penalties of perjury, | declare that | have examined this retum, including accompanying schedules and statements, and to the best of my knowledge and belief, it 1s
true, correct, and complete Declaration of preyrer (other than officer) is based on afl information of which preparer has any knowledge

S ———— |
Sign Signature of officer Date
Here PrMAARUS obeped . — T REMM 2Pl //'Ar//‘[
Type or pnnt name and title
Paid Print/Type preparer’s name Preparer's signature Date Check D ‘ PTIN
Preparer self-employed
Use Only [Fim'sname  » Fim’s EIN »
Fum's address P Phone no
May the IRS discuss this retum with the preparer shown above? {seeinstructions) . . . . . . . . . . . . []Yes[]No
For Paperwork Reduction Act Notice, see the separate instructions. Cat. No 11282Y Form 980 (2018)
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Form 998 (2018) Page 2
‘LEldll] Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line in thisPartit . . . . . . . . . . . . . []

1 Briefly describe the organization's mission:

To provide a support network for the Alagille Syndrome (ALGS) community by mobliizing resources, facilitatin connectlons,
promorting unity and advocating for a cure.

2 Did the organization undertake any significant program services during the year which were not listed on the
prior Form 990 or 990-EZ2? e e e e e e OYes [INo
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
SEIVICES? - . . + ot e e e e e e e e e e e e e e e e e s w .o OYes [¥No
If “Yes,” describe these changes on Schedule O.

4 Descnibe 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 allocatlons to others,
the total expenses, and revenue, if any, for each program service reported.

4a (Code: ) (Expenses$ 87,000 including grantsof $ 87,000) (Revenue$ 87,000)
Lumena Pay It Forward - SicKlds
The ALGSA completed the progress payment number 2 of 3 In the amount $87,000 to SickKids for the GALA study through the
Lumena Pay if Forward project. The GALA study Is an International effort to pool together avallable data sources to conduct a
comprehensive analysls of an international cohort of patients with ALGS in order to determine the prevalence, natural history,
soclal economic burden, patlent outcomes, with a focus on extra hepatic manifestations. By pooling together available data sets,
we will Increase the understanding of ALGS and identify unlque challenges and needs our patient population.

4b (Code: )(Expenses$ 24691 including grantsof § 12,230} (Revenue$ ____ 18,784)

Gala of Posslible Dreams - Duc Dong research at SBP In La Jolla, Californla

the ALGSA held our first Gala of possible of dream in which we ralsed funds in support of research Into Alaglile Syndrome. This
year's reclplent was Duc Dong who Is studying Alagille Syndrome and its effects In Zebrafish. This event Included a evening Gala with
industry partners and sponsors, The event allow us to present Duc with the funds ralsed specifically on behalf of this event.

4c (Code } (Expenses $ 1,000 including grants of $ 1,000) (Revenue$ | 0)

Alaina Hahn Scholarship -
The ALGSA awarded two $500 scholarships to winners who are pursuing a undergraduate degree In a scientific field and who's

lives have been impacted by Alagllle syndrome.

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

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

4e

Total program service expenses » 117,019.11

Form 990 (2018)
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Page 3
"EEISEA  Checklist of 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 . . 1|V
Is the organization required to complete Schedu/e B, Schedule of Contnbutors (see mstructrons)? 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 actrvrtres, or have a sectron 501(h)
elaction in effect during the tax year? If “Yes,” complete Schedule C, Part Il . 4 v
Is the organization a section 501(c)}(4), 501(c)(5), or 501(c){6) organization that receives membershlp dues
assessments, or similar amounts as defined in Revenue Procedure 98-19? If “Yes,” complete Schedule C, Partlll | § 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? If
“Yes,” complete Schedule D, Part | .. e e e -] v
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 If 7 Y
Did the organization maintain collections of works of art, historical treasures, or other similar assets? If “Yes,”
complete Schedule D, Part il . ] e e e e e e e 8 v
Did the organization report an amount in Part X, line 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 n temporanly restrrcted
endowments, permanent endowments, or quasi-endowments? /f “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, 1X, or X as applicable. - B
Did the organization report an amount for land, buildings, and equipment in Part X, line 10? i “Yes,”
complete Schedule D, Part VI . 11a Y
Did the organization report an amount for |nvestments—other securities in Part X, line 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 167 If “Yes,” complete Schedule D, Part Vill . 1ic 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 167 If “Yes,” complete Schedule D, Part IX . . 11d v
Did the organization report an amount for other liabilities in Part X, line 25?2 If “Yes " complete Schedule D Part X |11e Y
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)7 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 Xil 12a v
Was the organization included in consolidated mdependent audrted ﬁnancral statements for the tax year? If
“Yes,"” and if the organization answered “No” to line 12a, then completing Schedule D, Parts Xl and Xll 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| ¥
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? I “Yes,” complete Schedule F, Parts lf and IV . 15 v
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? ¥ “Yes,” complete Schedule F, Parts Il and IV. .. 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 I {see instructions) 17 v
Did the organization report more than $15,000 total of fundraising event gross income and contributions on
Part VIlI, 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 activmes on Part VIII lrne 9a?
If “Yes,” complete Schedule G, Part Il 19 v
Did the organization operate one or more hospital facrlmes? If “Yes, complete Schedule H 20a v
If “Yes"” to line 20a, did the organization attach a copy of its audited financial statements to this retum? 20b v
Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic govemment on Part IX, column (A), line 1? Iif “Yes,” complete Scheduls |, Parts 1 and Il . 21 v

Form 990 (2018)



.

Form 990 (2018)

22

23

26

28

88

31
32

37

38

Page 4

' EEXIM_ Checkiist of Required Schedules (continued)

Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part 1X, column (A), line 27? If “Yes,” complete Schedule |, Parts | and Ill .

Did the organization answer “Yes” to Part VI, Section A, line 3, 4, or 5 about compensatlon 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 e
Did the organization have a tax-exempt bond issue with an outstandlng pnncupal amount of more than
$100,000 as of the last day of the year, that was issued after December 31, 20027 If “Yes,” answer lines 24b
through 24d and complete Schedule K. If “No,” go to line 25a . .
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary penod exceptuon?

Did the organization maintain an escrow account other than a refunding escrow at any time during the year
to defease any tax-exempt bonds? . .
Did the organization act as an “on behalf of” issuer for bonds outstandmg at any tlme dunng the yeaﬂ
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 |

{s 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 orgamzatlon s prior Forms 990 or 980-EZ?
If “Yes,” complete Schedule L, Part | . e .o e e e e e

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

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 current or former officer, director, trustes, or key employee? If “Yes,” complete Schedule L, Part IV

A family member of a current or former officer, director, trustes, or key employee? If “Yes,” complete
Schedule L, Part IV .

An entity of which a current or former ofﬁcer, dlrector trustee, or key employee (or a farmly member thereof)
was an officer, director, trustes, or direct or indirect owner? If “Yes,” complete Schedule L, Part IV

Did the organization receive more than $25,000 in non-cash contributions? If “Yes,” complete Schedule M
Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified
conservation contributions? If “Yes,” complete Schedule M

Did the organization liquidate, terminate, or dissolve and cease operatlons? If "Yes, " complete Schedule N Part 1
Did the organization sell, exchange, dlspose of, or transfer more than 25% of its net assets? /f “Yes,”
complete Schedule N, Part Il

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 | .

Was the organization related to any tax-exempt or taxable entrty? If “Yes,” complete Schedule R Part i, III
or iV, and Part V, line 1 . . .
Did the organization have a controlled entlty wrthln the meanlng of sectlon 51 2(b)(1 3)?

If "Yes” to line 35a, did the organization receive any payment from or engage in any transaction wrth a
controlled entity within the meaning of section 512(b)(13)? If “Yes,” complete Schedule R, Part V, line 2 .
Section 501(c)(3) organizatlons. Did the organization make any transfers to an exempt non-charitable
related organization? /f “Yes,” complete Schedule R, Part V, line 2 . .

Did the organization conduct more than 5% of its activities through an entity that ls not a related orgamzatron
and that is treated as a partnership for federal income tax purposes? If “Yes,” complete Schedule R, Part VI

Did the organization complete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and
197 Note. All Form 990 filers are required to complete Schedule O.

Yes

No

23

“~

24a

24b

24c

S OINS KNS

25b

SIS IS IS SN KNS IS IS

35b

<~

37

Statements Regarding Other IRS Filings and Tax Compliance

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

Enter the number reported in Box 3 of Form 1086. Enter -0- if not applicable . . . . 1a

Yes

No

0

Enter the number of Forms W-2G Included in line 1a. Enter -0- if not applicable . . . . 1b

0

Did the organization comply with backup withholding rules for reportable payments to vendors and
reportable gaming (gambling) winnings to prize winners? C e e e e e . .

1c

v

Form 990 (2018)




Form 990 (2018)
' Statements Regarding Other IRS Filings and Tax Compliance (continued)

2a

Bol o
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T o Q

16

Page 5

Yes { No
Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax | |
Statements, filed for the calendar year ending with or within the year covered by this retum | 2a
if at least one is reported on line 2a, did the organization file all required federal employment tax retums? . 2b | v
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) . i
Did the organization have unrelated business gross income of $1,000 or more during the year? . 3a v
If “Yes,” has it filed a Form 990-T for this year? If “No” to line 3b, provide an explanation in Schedule O . 3b
At any time during the calendar year, did the organization have an interest in, or a signature or other authorrty over,
a financial account in a foreign country (such as a bank account, securities account, or other financial account)? 4a v
If “Yes,” enter the name of the foreign country: »
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? . 5a Y
Did any taxable party notify the organization that it was or is a party to a prohibited tax sheiter transactlon? 5b v
If “Yes” to line 5a or 5b, did the organization file Form 8886-T? 5c
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
If “Yes,” did the organization include with every solicitation an express statement that such contnbutlons or
gifts were not tax deductible? 6b
Organizations that may receive deductlble con‘tnbutlons under sectton 170(c)
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? . . . 7a Y
If “Yes,” did the orgamization notify the donor of the value of the goods or services provuded? . 7b
Did the organization sell, exchange, or otherwise dispose of tanglble personal property for which it was
required to file Form 82827 . . . .o 7c v
If “Yes,” indicate the number of Forms 8282 flled dunng the year e e e e e [ 7d l ]
Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? | 7e v
Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? . 7f Y
If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? | 7g
If the organization receivad a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C? | 7h
Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the |
sponsoring organization have excess business holdings at any time during the year? . e 8 v
Sponsoring organizations maintaining donor advised funds. {
Did the sponsoring organization make any taxable distnbutions under section 48667 . 9a Y
Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? 9b v
Section 501(c)(7) organizations. Enter:
Initiation fees and capital contributions included on Part VIii, line 12 . . . . 10a
Gross receipts, included on Form 980, Part VI, line 12, for public use of club facmtles . 10b
Section 501(c)(12) organizations. Enter:
Gross income from members or shareholders . . . . . . 11a
Gross income from other sources (Do not net amounts due or pald to other sources
against amounts due or received from them.) . . . 11b
Section 4947(a)(1) non-exempt charitable trusts. Is the organlzatlon ﬂlmg Form 990 in heu of Form 10417 12a
If “Yes,” enter the amount of tax-exempt interest received or accrued during the year . . 12b
Section 501(c)(29) qualified nonprofit health insurance issuers.
Is the organization licensed to issue qualified health plans in more than one state? 13a
Note. See the instructions for additional information the organization must report on Schedule O
Enter the amount of reserves the organization is required to maintain by the states in which
the organization is licensed to issue qualified healthplans . . . . . . . . . . 13b
Enter the amount of reservesonhand . . . . 13¢
Did the organization receive any payments for |ndoor tanmng services dunng the tax year? 14a v
If “Yes,” has it filed a Form 720 to report these payments? If “No,” provide an explanation in Schedule O 14b
Is the organization subject to the section 4960 tax on payment(s) of more than $1,000,000 in remuneration or
excess parachute payment(s) during the year? e e e e e e e e e 15 v
If "Yes," see instructions and file Form 4720, Schedule N i
Is the organization an educational institution subject to the section 4968 excise tax on net investment income? | 18 v
If "Yes," complete Form 4720, Schedule O. |

Form 990 (2018)
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Form 999 (2018) Page 6
'EERI] Governance, Management, and Disclosure For each “Yes” response to lines 2 through 7b below, and for a “No”

response to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.
Check if Schedule O contains aresponse ornote to any lineinthisPartVvi . . . . . . . . . . . . . O

Section A. Governing Body and Management

1a

w

[ IS e N

a
b
9

Yes | No

Enter the number of voting members of the goveming body at the end of the tax year. . 1a 8
If there are material differences in voting rights among members of the goveming body, or
if the govemning body delegated broad authority to an executive committee or similar
committes, explain in Schedule O.

Enter the number of voting members included in line 1a, above, who are independent . 1ib 0
Did any officer, director, trustee, or key employee have a family relationshlp or a business relationship with
any other officer, director, trustee, or key employee? .

Did the organization delegate control over management duties customanly performed by or under the dlrect
supervision of officers, directors, or trustees, or key employess to a management company or other person?

Did the organization make any significant changes to its goveming documents since the prior Form 990 was filed?

Did the organization become aware during the year of a S|gniﬁcant diversion of the organizatlon's assets? .

Did the organization have members or stockholders?

Did the organization have members, stockholders, or other persons who had the power to elect or appomt
one or more members of the govemingbody? . . . . . . 7a
Are any govermance decisions of the organization reserved to (or subject to approval by) members,
stockholders, or persons other than the goveming body? . . . . 7b
Did the organization contemporaneously document the meetings held or wntten actuons undertaken durlng
the year by the following:

The goveming body? . . . . e e e e ... . |8alVv
Each committee with authority to act on behalf of the govemlng body? .o 8b | v

Is there any officer, director, trustee, or key employee listed in Part VIi, Section A, who cannot be reached at
the organization's mailing address? /f “Yes,” provide the names and addresses in Schedule O. . . 9 v

n
<

ol |diw

SN IKNINNIS

Section B. Policies (This Section B requests information about policies not required by the Intema/ Revenue Code.)

10a
b

11a

12a

13
14
15

16a

Yes | No

Did the organization have local chapters, branches, or affiliates? . . . . 10a v
if “Yes,” did the organization have written policies and procedures goveming the actlvmes of such chapters
affiliates, and branches to ensure their operations are consistent with the organization’s exempt purposes? 10b
Has the organization provided a complete copy of this Form 990 to all members of its govemning body before filing the form? |11a
Describe in Schedule O the process, if any, used by the organization to review this Form 990.
Did the organization have a written conflict of interest policy? if “No,"go to line 13 . . . . 12a
Were officers, directors, or trustees, and key employess required to disclose annually interests that could give rise to conﬂlcts? 12b
Did the organization regularly and consistently monitor and enforce compliance with the policy? If “Yes,”
describe in Schedule O how thiswasdone . . . e e e e e e e e e e e e e e 12¢
Did the organization have a written whistieblower pollcy? e e e e e e 13 v
Did the organization have a written document retention and destructlon pohcy? e e 14 v
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?
The organization’s CEO, Executive Director, or top management official . . . . . . . . . . . . 15a| v
Other officers or key smployees of the organization . . . e e e e e e 15b v

RS N LN I N

If “Yes” to line 15a or 15b, describe the process in Schedule O (see mstructlons)

Did the organization invest in, contribute assets to, or pamc1pate in a joint venture or similar arrangement
with a taxable entity duringtheyear? . . . . . . . . e e e e e e e e 16a Y

If “Yes,” did the organization follow a written policy or procedure requiring the organization to evaluate its
participation in joint venture arangements under applicable federal tax law, and take steps to safeguard the
organization's exempt status with respect to such arrangements? . . . . . . . . . . . . . . 16b

Section C. Disclosure

17
18

19

List the states with which a copy of this Form 990 is required to be filed » (32) - CA,CO,CT,FL,GA,IL,KY,ME,MD,MA AND OTHERS

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

] Own website Another's website Uponrequest {1 Other (explain in Schedule O)

Describe in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and
financial statements available to the public during the tax year.

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

Cher Bork, Executive Director, PO Box 22, Collierville, TN 38027

Form 990 (2018)
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Form 990 (2018) Page 7
'EEXYII Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated Employees, and
Independent Contractors
Check if Schedule O contains aresponse or noteto any lineinthisPartviy . . . . . . . . . . . . . [
Section A. Officers, Directors, Trustees, Koy 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) f 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 1099-MISC) of more than $100,000 from the
organization and any related organizations.

o List all of the organization’s former officers, key employees, and highest compensated employess who received more than
$100,000 of reportable compensation from the organization and any related organizations.

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

©
Position
w ® {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 |compensaton from amount of
week (list any pageny = =1 = from related other
hoursfor | S8 ( g 14 &13&l8 the organizations compensation
related | SE| | 3 83131 organization | (W-2/1099-MISC) from the
gl8 2128 |2
organeations| ég_ A ERE ¥ (W-2/1098-MISC) organezation
below dotted! S [ 3| 15| °8 and related
line) g g 2 organizations
Jt
g
(1) _ Cindy Luxhoj 40
Executive Director 1/1/18 - 9/30/18 v v |vY 65,613.48/ 0 ]
(2) Cher Bork 40
Executive Director 10/1/18 - Present v v 52,016.74 0 0
(3)_Roberta Smith 20
President v v 0 0 0
(4) Marquis Walker 5
Treasurer v v 0 0 0
(5) _Tara Jaques <5
Interim Secretary v 0 0 0
(6) shamy Ravishankar <5
Director v 0 0 0
(7)_Nathan Payne <5
Director v v 0 0 0
(8) Julia Bird <5
Director v 0 0 0
{9) _Tim Ibach <5
Director v 0 0 0
(10) Anna Lauranent <5
Director v 0 0 0
(11) _stephanle Davis <5
Director v v 0 0 0
(12)
{13)
(14)

Form 990 (2018)




Form 990 (2018)

Page 8
UCIAR'IIl Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)
©
Posttion
W ®) (do not check more than one © ® ®
Name and title Average | box, unless person ts both an Reportable Reportable Estimated
hours per | officer and a director/trustee) [ Compensation |compensatron from amount of
week (list any prg o = pvg e from related other
hoursfor | 33 | & g 8 éa g the organzations compensation
related | 5= | E| 8| o|5F| 3| oganzaton | (W-2/1089-MISC) from the
organizations| 55 5 3 35 (W-2/1099-MISC) organization
betow dotted| 25 (8| |2 °§ and related
line) g g '3 2 organizations
8 g %
(15)
{16)
(17)
{18)
(19)
{20)
(21)
(22)
(23)
(24)
{25)
1b Sub-total . . >
¢ Total from conﬂnuaﬂon sheets to Part VII Section A > 117,640.33} 0 0
d Total (add lines 1b and 1c) . > [ 117,640.33 ol 0
2 Total number of individuals (including but not Ilmtted to those Iisted above) who received more than $100,000 of
reportable compensation from the organization »
Yes | No
3 Did the organization list any former officer, director, or trustes, key employee or hlghest compensated i
employee on line 1a? If “Yes,” complete Schedule J for such individual .. e e 3 v
4 For any individual listed on line 1a, is the sum of reportable compensation and other compensatlon from the
organization and related organizations greater than $150,000? /f “Yes,” complete Schedule J for such
individual . e e 4 v
& Did any person hsted on Ilne 1a receive or accrue compensatlon from any unrelated orgamzatlon or mdwldual |
for services rendered to the organization? If “Yes,” complete Schedule J for such person 5 Y

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.

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 b

0

Form 990 (2018)
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'ERRA Statement of Revenue
Check if Schedule O contains a response or note to any line in this Part Vill .

Page 9

|

Total menue

(8)
Related or
exempt
function
revenue

(€)
Unrelated
business

revenus

o)
Revenue
exciuded from tax
under sections
512-514

1a

Contributions, Gifts, Grants
and Other Similar Amounts
-0 0o0CUT

= -]

Federated campaigns . . . [ 1a

Membershipdues . . . . [ 1b

Fundraisingevents . . . . | 1¢

Related organizations . . . | 1d

Government grants (contributions) | 1e

cojo|o |o

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

161,802.65)

Noncash contnbutions included in lines 1a-1f: §
Total. Add lines 1a-1f .

5,120

>

161,802.65

Program Service Revenue

Program Service Revenue

Business Code

0

All other program service revenue .
Total. Add lines 2a—2f .

»

“u-o Qo U‘R

6a

-3

7a

Other Revenue

Investment income (including dividends, interest,

and other similar amounts)

|

1.39

Income from investment of tax-exempt bond proceeds »

Royalties

»

.(I) éeal-

ili) P‘erst;nsl

Gross rents

Less: rental expenses

Rental income or {oss)

Net rental income or (loss)

>

Gross amount from sales of | () Securities

: (n) Other

assets other than inventory

Less: cost or other basis
and sales expenses .

Gain or (loss) .

Net gain or (loss)

Gross income from fundraising
events (not including $

of contributions reported on line 1c).
SeePartlV,line18 . . . . . a

Less: directexpenses . . . . b

Net income or (loss) from fundraisingevents . »

Gross income from gaming activities.
SeePartiV,line19 . . . . . a

Less: directexpenses . . . . b

Net income or (loss) from gaming activities . . P

Gross sales of inventory, less
retums and allowances . . . ga

Less: costofgoodssold . . . b

2,024.65)

371.12

Net income or (loss) from sales of inventory . . »

1,653.53

Miscellaneous Revenue

Business Code

11a

oQo0

12

All other revenue .
Total. Add lines 11a-11d .
Total revenue. See instructions

vy

Form 990 (2018)
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Statement of Functional Expenses

Page 10

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

Check if Schedule O contains a response or note to any line in this Part IX . ]
Do not include amounts reported on lines 6b, 7. L&) (®) ©) )
8b, 9b, and 10b of Part v OB | o Spenses Program sence P Funcrarsng
1 Grants and other assistance to domestic organizations
and domestic govemments. See Part [V, line 21 . 12,230.52 12,230.52
2 Grants and other assistance to domestic
individuals. See Part IV, line 22 . 1000 1000
3 Grants and other assistance to foreign
organizations, foreign govemments, and foreign
indwiduals. See Part 1V, lines 15 and 16 . 0
4 Benefits paid to or for members 0
5 Compensation of current officers, dlrectors
trustees, and key employees 117,648.22 70,588.93 29,412.06 17,647.23
6 Compensation not included above, to dlsqualrf ied
persons (as dsfined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) 0 0 0 0
7  Other salaries and wages . 0 0 0 0
8 Pension ptan accruals and contnbutlons (mclude
saction 401(k) and 403(b) employer contnbutions) 0 0 0 0
9 Other employee benefits . (—)r 0 0 0
10  Payroll taxes . . 1 1,689.03] 7,013.42 2,922.26 1,753.35
11 Fees for services (non-employees)
a Management - 0 0 (U 0
b Legal 6,578.52 0 6,578.52 0
¢ Accounting 5,673.75 0 5,673.75 0
d Lobbying . 0 0 0 0
e Professional fundralsmg services. See Pan IV Ilne 17 0 0
f Investment management fees . . 0 0 0 0
g  Other. (if ine 11g amount exceeds 10% of line 25 column
(A) amount, listline 11g expenses on Schedule O) . 14,628.85 0 14,628.85 0
12  Advertising and promotion 5,297.14| 2,118.86 0 3,178.28
13  Office expenses 8,377.30] 0 5,026.38 3,350.92
14 Information technology 12,796.75] 0 12,796.75, 0
15 Royalties . 1] 0 0 0
16  Occupancy 0] 0 0 0
17  Travel . 18,696.26 0 18,696.26 0
18  Payments of travel or entertalnment expenses
for any federal, state, or local public officials 0 0 0 0
19 Conferences, conventions, and meetings 11,951.35] 11,951.35 0 0
20 Interest . 0] 0 0 1]
21 Payments to afflllates . . of 0 0 0
22 Depreciation, depletion, and amomzatlon o] 0 0 0
23 Insurance . . e 1,874' 0 1,874 0
24 Other expenses. ltemize expenses not coverad -
above (List misceflaneous expenses in line 24e. If
iine 24e amount exceeds 10% of line 25, column
{A) amount, list line 24e expenses on Schedule O.)
a Bank Fees 1,190.27 0 1,190.27 0
b
c
d
e All other expenses 1,623.97 0 1,629.97 0
25  Total functional expenses. Add lines 1 through 24e 231,155.93 105,252.77 100,468.77 25,434.39
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 (ASC958-720) . . . .

Form 990 (2018)
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Page 11

'IEIEH Balance Sheet

Check if Schedule O contains a response or note to any line in this Part X .. [l
(A (B)
Beginning of year End of year
1 Cash—non-interest-bearing .. 321,539 1 189,884.09
2 Savings and temporary cash investments . 19,882| 2 19,019.59
3 Pledges and grants recsivable, net 15,000, 3 0
4  Accounts receivable, net of 4 0
§ Loans and other receivables from current and fonner off cers, dtrectors,
trustees, key employees, and highest compensated employees.
Complete Part Il of Schedule L. e e o 5 0
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
sponsonng organizations of section 501(c)(8) voluntary employees' beneficiary
e organizations (see instructions). Complete Part Il of Schedule L . < ol 6 0
§ 7 Notes and loans receivable, net ) o 7 0
< | 8 Inventories for sale or use o 8 0
9 Prepaid expenses and deferred charges o 9 0
10a Land, buildings, and equipment: cost or
other basis. Complete Part VI of Schedule D 10a 0
b Less: accumulated depreciation . . . . 10b 0 0] 10¢c 0
11 Investments—publicly traded securities o 11 5,120.00
12 Investments—other securities. See Part IV, line 11 0 12 0
13  Investments—program-related. See Part IV, line 11 . o 13 0
14  Intangible assets . o] 14 0
16  Other assets. Ses Part IV Ime 11 . .. 0 15 0
16__ Total assets. Add lines 1 through 15 (must equal llne 34) 356,421| 16 214,023.68
17  Accounts payable and accrued expenses .o 9,233 17 10,091.72
18 Grants payable . o[ 18 0
19  Deferred revenue . of 19 0
20 Tax-exempt bond ||ab|I|t|es ol 20 0
21 Escrow or custodial account liability. Complete Part IV of Schedule D o 21 0
2|22 Loans and other payables to current and former officers, directors,
g trustees, key employees, highest compensated employees, and
2 disqualified persons. Complete Part ll of Schedule L - ol 22 0
<123 Secured mortgages and notes payable to unrelated third parties 0| 23 0
24 Unsecured notes and loans payable to unrelated third parties ol 24 0
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 0| 256 0
26 Total liabilities. Add lines 17 through25 . . . 9,233 26 10,091.72
® Organizations that follow SFAS 117 (ASC 958), check here > . and
8 complete lines 27 through 29, and lines 33 and 34.
& |27 Unrestricted net assets . . 180,796| 27 195,004.09
o |28 Temporarily restricted net assets . 79,392 28 19,018.59
T |29 Permanently restricted net assets . . 0 29 0
2 Organizations that do not foilow SFAS 117 (Asc 958). check here > D and
5 complete lines 30 through 34.
127’ 30 Capital stock or trust principal, or current funds . 30 0
@ (31  Paid-in or capital surplus, or land, building, or equipment fund . 0 31 0
f 32 Retained earnings, endowment, accumulated income, or other funds . o 32 0
2 |33 Total net assets or fund balances . - 260,188] 33 203,931.96
__184 Total liabilities and net assets/fund balances . 34

Form 990 (2018)
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"IEERRN Reconciliation of Net Assets

Page 12

O

N EWN -

-
[~}

Financial Statements and Reporting

Check if Schedule O contains a response or note to any line in this Part XI
Total revenue (must equal Part Viii, column (A), line 12) . ..

163,692.17

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

231,155.93

Revenue less expenses. Subtract line 2 from line 1

(67,463.76)

260,188

Net assets or fund balances at beginning of year (must equal Part X llne 33 column (A))
Net unrealized gains (losses) on investments e e e e e e e

0

Donated services and use of facilities

0

Investment expenses .

0

Prior period adjustments .

11,207.720

OiiIN|O|L{WIN-],

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

0

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

-
(-]

203,931.96

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

a

Accounting method used to prepare the Form 990: []1Cash [JAccrual Other Moditied 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:

(O separate basis [J 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 .:\udnted on a
separate basis, consolidated basis, or both:

[0 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-133?.

If “Yes,” did the organization undergo the required audit or audlis? if the orgamzatlon dld not undergo the
required audit or audits, explain why in Schedule O and describe any steps taken to undergo such audits.

Yeos

No

2b

3a

3b

Form 990 (2018)



. SCHEDULE A | omB No. 15450047

Public Charity Status and Public Support
(Form 890 0r 980-E2) | . Joto it the organization is a section 501(c)f) organization or a section 4947fa)1) nonexempt charitable trust 2018
Department of the Treasury » Attach to Form 990 or Form 990-EZ. Open to Public
Intemal Revenue Service » Go to www.irs.gov/Form930 for instructions and the latest information. Inspection
Name of the organization Employer identificati b

(4]

¢ O
d O

e O

-

Alagllle Syndrome Alliance
Reason 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.)
2 [ A school described in section 170(b)(1){A)(ii). (Attach Schedule E (Form 990 or 990-EZ).) O
3 [] A hospital or a cooperative hospital service organization described in section 170{b)(1)(A)(iil).
4
hospital’s name, city, and state:
O An organization operated for the benefit of a college or university owned or operated by a governmental unit described in
8 [1A federal, state, or local government or governmental unit described in section 170(b){1)(A)(v).
7 An organization that normally recoives a substantial part of its support from a govemmental unit or from the general public
8 [ A community trust described in section 170()({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
university:

10 [J An organizafion that normally receives: (1) more than 337:% of its support from contributions, membership fees, and gross
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 §09(a)(2). (Complete Part lIl.)

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).

a [ Type I A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving
the supported organization(s) the power to regularly appoint or elect a majority of the directors or trustees of the

b [ Type Il 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
Type Il 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.
that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.
functionally integrated, or Type lll non-functionally integrated supporting organization.

Enter the number of supported organizations . . . e e e . :]

93-1243619
1 [ A church, convention of churches, or association of churches described in section 170(b)(1)(A)@).
[ A medical research organization operated in conjunction with a hospital described in section 170(b){1)(A)(iii). Enter the

section 170(b)(1)(A)(iv). (Complete Part IL.)

described in section 170{b)(1)(A)(vi). (Complete Part Il.)

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

receipts from activities related to its exempt functions—subject to certain exceptions, and szgno more than 33'2% of its

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

Check the box in lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.
supporting organization. You must complete Part [V, Sections A and B.
organization(s). You must complete Part [V, Sections A and C.
Type Il non-functionally integrated. A supporting organization operated in connection with its supported organization(s)
Check this box if the organization received a written determination from the IRS that it is a Type |, Type Ii, Type i

g Provide the following information about the supported o.rgeiniz‘atit.)n("s). .

() Name of supported organization (i) EIN (iil) Type of organization { (v} Is the organization | (v) Amount of monetary {vi) Amount of
(descnbed on lines 1-10 |listed In your goveming support (see other support (see
above (see instructions)) document? instructions) instructions)

Yes No

A)

(8)

(€

(o))

(B)

Total

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ, Cat. No 11285F Schedule A (Form 890 or 990-EZ) 2018



_ ‘Schedulé A (Form 990 or 990-E2) 2018 . Page 2
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 failed to qualify under
Part lIl. if the organization fails to qualify under the tests listed below, please complete Part Iii.)

Section A. Public Support

Calendar year (or fiscal year beginning in) » (a) 2014 {b) 2015 {c) 2016 {d) 2017 {e) 2018 (f) Total

1

Gifts, grants, contributions, and
membership fees received. (Do not
include any “unusual grants.”) . . . 157,999 168,856 261,083 97,982 163,827, 849,747
Tax revenues levied for the
organization's benefit and either paid
to or expended on its behalf . . . 0 0 0 0 0 0

The value of services or facilities
furnished by a govemmental unit to the
organization withoutcharge . . . . 0 0 0 0 0 0

Total. Add lines 1 through3. . . . 157,999 168,856 261,083 97,982 163,827 849,747

The portion of total contributions by
each person (other than a
govemmental unit or  publicly
supported organization) included on
line 1 that exceeds 2% of the amount
shown on line 11, column{f). . . . 217,026.91

Public support. Subtract line 5 from line 4 632,720.91

Section B. Total Support

Calendar year (or fiscal year beginning in) » (a) 2014 (b) 2015 {c) 2016 (d) 2017 {e) 2018 (f) Total

7 Amounts fromline4 . . . . 157,999 168,856 261,083 97,982 163,827 849,747
8 Gross income from interest, dwndends,
payments received on securities loans,
rents, royalties, and income from
similar sources . . . . .. 35 15 281 6,389 5,120 11,840
9 Net income from unrelated business
activities, whether or not the business
is regularly camiedon . . . . . 0 0 0 0 0 0
10  Other income. Do not include gain or
loss from the sale of capital assets
(ExplaininPartVi) . . . . . . 0 0 0 0 0 0
11 Total support. Add lines 7 through 10 1 861,587
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 ﬁfth tax year as a section 501(c)(3)
organization, check this box and stop here . . . B T P i
Section C. Computation of Public Support Percentage
14  Public support percentage for 2018 (line 6, column (f) divided by line 11, column(f)) . . . . 14 734 %
16  Public support percentage from 2017 Schedule A, Part i, line 14 . . 15 26.6 %
16a 33'5% support test—2018. If the organization did not check the box on Ilne 13 and Ilne 14 is 33'3% or more, check this
box and stop here. The organization qualifies as a publicly supported organization . . . A &
b 3313% support test—2017. If the organization did not check a box on line 13 or 16a, and llne 15 is 33‘/3% or more, check
this box and stop here. The organization qualilfies as a publicly supported organization . . . R ah
17a 10%-facts-and-circumstances test—2018. 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 mesets 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 quajiﬁes asa publicly supported
organization . . . . A a8
b 10%-facts-and-circumstances test—2017. If the orgamzatlon did not check a box on line 13, 163, 16b, or 17a, and line
15 is 10% or more, and if the organization mesets 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 . . . A N
18 Private foundation. If the orgamzatlon dId not check a box on Ime 13 16a, 16b 17a, or 17b check thIS box and see
instructions . . . . . . . . . L L L L 0L L s s s e s s s s s e O

Schedule A (Form 990 or 990-EZ) 2018



Schedulé A (Form 990 or 990-E2) 2018 Page 3
' Support Schedule for Organizations Described in Section 509(a)(2)

{Complete only if you checked the box on line 10 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.) VA
Section A. Public Support /
Calendar year (or fiscal year beginning in) » {a) 2014 (b) 2015 {c) 2016 {d) 2017 (e) 2018 {n Tgt/al

1 Gifts, grants, contnbutions, and membership fees
received. (Do notinclude any “unusual grants.”)

2  Gross receipts from admissions, merchandise /
sold or services performed, or facilities :
fumished in 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 onits behalf . . . . /|
5 The value of services or facilities
furnished by a governmental unit to the
organization without charge .
6 Total. Add lines 1 through5. . . . /
7a Amounts included on lines 1, 2, and 3 /
received from disqualified persons . /
b Amounts included on lines 2 and 3
received from other than disqualified

persons that exceed the greater of $5,000
or 1% of the amount on line 13 for the year

¢ Addhnes 7a and 7b

8 Public support. (Subt;ac.t hr'we 7c from
line6.) . . . e e
Section B. Total Support 7

Calendar year (or fiscal year beginning in) » | (a) 2014 (b)/!015 (c) 2016 (d) 2017 {e) 2018 (f) Total
9 Amounts from line 6 R
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 .
¢ Addlines10aand10b . . . . /

11  Net income from unrelated business /
activities not included in line 10b, whethe|
or not the business is regularly camied

12 Other income. Do not include gaj
loss from the sale of capital
(Explain in Part V1) .

13 Total support. (Add lines
and 12.)

14  First five years. If the

10¢, 11,

m 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 . . . T . T A
Section C. Computatiof of Public Support Peroentage
15  Public support pdrcentage for 2018 (line 8, column (f), divided by line 13,column(f)) . . . . . | 15 %
16  Public suppo! Lercentage from 2017 Schedule A, Partlll,line15 . . . . . . . . . . . |16 %
Section D. Compltation of Investment income Percentage
17  Investmeytt income percentage for 2018 (line 10c, column (f), divided by line 13, column(®)) . . . | 17 %
18 Investrent income percentage from 2017 Schedule A, Partlll, line 17 . . . 18 %

19a 33'3% support tests—2018. If the organization did not check the box on line 14 and hne 15 is more than 33':3%, and line

17 j§ not more than 33'2%, check this box and stop here. The organization qualifies as a publicly supported organization . » [
5% support tests —2017. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33'2%, and
line 18 is not more than 33'4%, check this box and stop here. The organization qualifies as a publicly supported organization » [
Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and ses instructions » [
¢ Schedtie A (Form 990 or 890-E2) 2018




. Schedulé A (Form 990 or 930-E2) 2018
Supporting Organizations
(Complete only if you checked a box in line 12 on Part |. if you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part |, complete Sections A and C. If you checked 12c¢ of Part 1, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)

Page 4

Section A. All Supporting Organizations

1

5a

10a

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

Did the organization have any supported organization that does not have an IRS determination of status
under section 509(a)(1) or (2)7 If “Yes,” explain in Part VI how the organization determined that the supported
organization was described in section 509(a)(1) or (2).

Did the organization have a supported organization described in section 501(c)(4), (5), or (6)? If “Yes,” answer
(b) and (c) below.

Did the organization confirm that each supported organization qualified under section 501(c)4), (5), or (6) and
satisfied the public support tests under section 509(a)(2)? /f “Yes,” describe in Part VI when and how the
organization made the determination.

Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B)
purposes? If “Yes,” explain in Part VI what controls the organization put in place to ensure such use.

Was any supported organization not organized in the United States (“foreign supported organization”)? /f
“Yes,” and if you checked 12a or 12b in Part |, answer (b} and (c) below.

Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign
supported organization? If "Yes,” describe in Part VI how the orgamzation had such control and discretion
despite being controlled or supervised by or in connection with its supported organizations.

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

Did the organization add, substitute, or remove any supported organizations during the tax year? /f “Yes,”
answer (b) and (c) below (If applicable). Also, provide detail in Part VI, including (i) the names and EIN
numbers of the supported organizations added, substituted, or removed; (i} the reasons for each such action;
{iii) the authority under the organization’s organizing document authorizing such action; and (iv) how the action
was accomplished (such as by amendment to the organizing document).

Type | or Type Il only. Was any added or substituted supported organization part of a class already
designated in the organization’s organizing document?

Substitutions only. Was the substitution the result of an event beyond the organization’s control?

Did the organization provide support (whether in the form of grants or the provision of services or facilities) to
anyone other than () its supported organizations, (ii) individuals that are part of the charitable class benefited
by one or more of its supported organizations, or (ili) other supporting organizations that also support or
benefit one or more of the filing organization’s supported organizations? /f “Yes,” provide detail in Part V1.

Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(as defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controlled entity
with regard to a substantial contnbutor? If “Yes,” complete Part | of Schedule L (Form 990 or 990-E2).

Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 77
If “Yes,” complete Part | of Schedule L (Form 990 or 990-EZ).

Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described
in section 509(a)(1) or (2))? If “Yes,” provide detail in Part VI.

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

Did a disqualified person (as defined in line Sa) have an ownership interest in, or derive any personal benefit
from, assets in which the supporting organization also had an interest? If “Yes,” provide detall in Part VI.

Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type Il supporting organizations, and all Type lli non-functionally integrated
supporting organizations)? If “Yes,” answer 10b below.

Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, to
determine whether the organization had excess business holdings.)

Yes

No

3a

3b

3¢

4b

4c

5a

5b

Ba

9b

10a

|

10b

Schedule A (Form 990 or 930-E2) 2018




Schedulé A (Form 990 or 990-E2) 2018
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a

b
c

Page 5

) Supporting Organizations (continued)

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

A person who directly or indirectly controls, either alone or together with persons dsscribed in (b) and (¢)
below, the goveming body of a supported organization?

A family member of a person described in (a) above?

A 35% controlled entity of a person descnbed in (a) or (b) above? If “Yes” to a, b, or ¢, provide detail in Part V.

Yes

No

11a

11b

11c

Section B. Type | Supporting Organizations

1

Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majonty of the organization’s directors or trustees at all times during the
tax year? If “No,” describe in Part VI how the supported organization(s) effectively operated, supervised, or
controlled the organization’s activities. If the organization had more than one supported organization,
descnbe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizatrons and what conditions or restrictions, if any, apphed to such powers during the tax year.

Did the organization operate for the benefit of any supported organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? If “Yes,” explain in Part
VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization.

Yes

No

Section C. Type |l Supporting Organizations

1

Were a majority of the organization’s directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization’s supported organization(s)? /f “No,” describe in Part VI how control
or management of the supporting organization was vested in the same persons that controlled or managed
the supported organization(s).

Yeos

No

Section D. All Type lil Supporting Organizations

1

Did the organization provide to each of its supported organizations, by the last day of the fifth month of the
arganization's tax year, (i) a written notice describing the type and amount of support provided during the prior tax
year, (i) a copy of the Form 990 that was most recently filed as of the date of notification, and {iii) copies of the
organization’s governing documents in effect on the date of notification, to the extent not previously provided?

Were any of the organization's officers, directors, or trustees either (i} appointed or elected by the supported
organization(s) or (il) serving on th'e goveming body of a supported organization? If “No,” explain in Part VI how
the organization maintained a close and continuous working relationship with the supported organization(s).

By reason of the relationship described in {2), did the organization's supported organizations have a
significant voice in the organization’s investment policies and in directing the use of the organization’s
income or assets at all times during the tax year? If “Yes,” describe in Part VI the role the organization’s
supported organizations played in this regard.

Yes

No

3

Section E. Type il Functionally Integrated Supporting Organizations

Check the box next to the method that the organization used to satisfy the Integral Part Test during the year (see instructions).

[ The organization satisfied the Activities Test. Complete line 2 below.
[ The organization is the parent of each of its supported organizations. Complete line 3 below.

{J The organization supported a govornmontal entity. Describo in Part VI how you supported a govemment entity (see instructions).

Activities Test. Answer (a) and (b) below.

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

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

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

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

Did the organization exercise a substantial degree of direction over the policies, programs, and activities of each
of its supported organizations? if “Yes,” describe in Part VI the role played by the organization in this regard.

Yes

No

2b

3a

3b

Schedule A (Form 890 or 990-EZ) 2018



) Schedulé A {Form 990 or 990-€2) 2018 Page 6
Type 1l Non-Functionally Integrated 509(a)(3) Supporting Organizations

1 [ Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI). See
instructions. All other Type Il non-functionally integrated supporting organizations must complete Sections A through E.

Section A—Adjusted Net Income (A) Prior Year (B) Current Year
(optional)
1 Net short-term capital gain 1
2 Recoveries of prior-year distributions 2
3 Other gross income (see instructions) 3
4 Add lines 1 through 3. 4
5 Depreciation and depletion 5
6 Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income (see instructions) 6
7 Other expenses (see instructions) 7
8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8
Section B—Minimum Asset Amount (A) Prior Year ®) Curr'ent Year
(optional)
1 Aggregate fair market value of all non-exempt-use assets (see
Instructions for short tax year or assets held for part of year):
a Average monthly value of securities 1a
b Average monthly cash balances ib
¢ Fair market value of other non-exempt-use assets 1c
d Total (add lines 1a, 1b, and 1c) 1d
e Discount claimed for blockage or other
factors {explain in detail in Part VI):
2 Acquisition indebtedness applicable to non-exempt-use assets 2
3 Subtract line 2 from line 1d. 3
4 Cash desemed held for exempt use. Enter 1-1/2% of line 3 (for greater amount,
see Instructions). 4
5 Net value of non-exempt-use assets (subtract line 4 from line 3) 5
6 Multiply line 5 by .035. 6
7 Recoveries of prior-year distributions 7
8 Minimum Asset Amount (add line 7 to line 6) 8
Section C—Distributable Amount Current Year
1 Adjusted net income for prior year (from Section A, line 8, Column A) 1
2 Enter 85% of line 1. 2
3 Minimum asset amount for prior year (from Section B, line 8, Column A) 3
4 Enter greater of line 2 or line 3. 4
5 Income tax imposed in prior year 5
6 Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction (see instructions). 6
7 [ Check here if the current year is the organization’s first as a non-functionally integrated Type lit supporting organization (see

instructions).

Schedute A (Form 990 or 990-EZ) 2018




_ Schedulé A (Form 990 or 990-62) 2018
XX Type lii Non-Functionally Integrated 508(a)(3) Supporting Organizations (continued)

Section D—Distributions

Page 7

Current Year

-h

Amounts paid to supported organizations to accomplish exempt purposes

N

Amounts pald to perform activity that directly furthers exempt purposes of supported
organizations, in excess of income from activity

Administrative expenses paid to accomplish exempt purposes of supported organizations

Amounts paid to acquire exempt-use assets

Qualified set-aside amounts (prior IRS approval required)

Other distributions (describe in Part VI). See instructions.

Total annual distributions. Add lines 1 through 6.

DN |EIW

Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions.

Distributable amount for 2018 from Section C, line 6

Line 8 amount divided by line 9 amount

()]

Section E—Distribution Allocations (see instructions) U Underdistributions

Excess Distributions Pre-2018

(i)
Distributable
Amount for 2018

Distributable amount for 2018 from Section C, line 6

Underdistributions, if any, for years prior to 2018
(reasonable cause required —explain in Part VI). See
instructions.

Excess distributions carryover, if any, to 2018

From 2013

From 2014

From 2015

From 2016

From 2017

Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2018 distributable amount

Carryover from 2013 not applied (see instructions)

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

Distributions for 2018 from
Section D, line 7: $

Applied to underdistributions of prior years

Applied to 2018 distributable amount

E-3
0 |T|® ‘-'":I'L'“OQ.OU'N‘.,

Remainder. Subtract lines 4a and 4b from 4.

)]

Remaining underdistributions for years prior to 2018, if
any. Subtract lines 3g and 4a from line 2. For result
greater than zero, explain in Part V1. See instructions.

Remaining underdistributions for 2018. Subtract lines 3h
and 4b from line 1. For result greater than zero, explain inj
Part VL. See instructions.

Excess distributions carryover to 2019. Add lines 3j
and 4c.

Breakdown of line 7:

Excess from 2014 .

Excess from 2015 .

Excess from 2016 .

Excess from 2017 .

ojalo ||

Excess from 2018 .

Schedule A (Form 990 or 980-EZ) 2018




_ Scheduls A (Form 930 or 990-E2) 2018 Page 8
Supplemental Information. Provide the explanations required by Part ll, line 10; Part I, line 17a or 17b; Part
I, line 12; Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 93, 9b, 9¢, 113, 11b, and 11¢; Part IV, Section
B, lines 1 and 2; Part IV, Section C, line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b,
3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V, Section D, lines 5, 6, and 8; and Part V, Section E,
lines 2, 5, and 6. Also complete this part for any additional information. {(See instructions.)

Schedute A (Form 990 or 890-E2) 2018



. SCHEDULE F Statement of Activities Outside the United States |- 2V2No 1550

» Complets if the organization answered “Yes” on Form 980, Part IV, line 14b, 15, or 16. 8
» Attach to Form 990. o) Publi
Department of the Treasury . R . pen to Public
Intemal Revenue Servica » Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
Name of the organzation Employer identificat b

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

1 For grantmakers. Doss 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? . . . . . . . . . . . . . . . o oo Yes [INo

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

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

(a) Region {b) Number | () Numberof | (d) Actvities conducted in the () if activity listed i (d) 1s M Total

of offices in employeesé region (by type) (such as, a program service, expendrtures for

.g%m' g:m fundraising, program services, descnbe specific type of and mnvestments
epen investments, grants to recipients service(s) in the region in the region

in the region located in the region)

the region

(L))

2

)

4

(5)

6)

®

©)

19)

(11

(12)

(13)

(149

(15)

(16)

(17
3a Subtotal

b Total from continuation
sheetsto Partl . . . . - 1 -

¢ Totals (add lines 3a and 3b)
For Paperwork Reduction Act Notice, see the Instructions for Form 990. Cat No. 50082W Schedule F (Form 990) 2018




8102 (086 wu04) 4 BINPEYS

0

13

<
<

* s8ljus Jo suoneziueblo JBYI0 JO BquInu [BJO} BT ©
Jsye| Aousfeainba (€)(0)10G uonoss e pepiroid sey |esunod Jo aajuelb eyy yoym Jo} Jo ‘SHi eyl Aq
ydwaxe-xe) se paziubooal ‘Aijunod ubie10; ayy AQ seneyd se peziubooal ale Jey) sAoge pe)si| suoljeziueblo usidioss Jo Jaquinu 10} 48U 2

(o)

(s1)

(Y]

{€1)

(ecn

(1)

(os)

(6

(8)

N

(9)

(9)

[T

(e)

@

YN

YN0

R23YQ Jajyse

00028

yd.1eas3y VSOV

BOAWY YUON

(v

(syio ‘reidde
‘AN %00Qq)
UCHBN|BA
jo powpely ()

BIUB]SISSE LSBOUOU JO
uonduossaq ()

B8OUR)SISSE
YSeouou
40 nowny (B)

uswesINgsIp
yseo
0 ssuuep ()

wesb yses
§0 unowy (e)

wess
10 esodind (p)

uobiay (9)

(eiqeoydde y)
NI PuE uonass
epoo sy (@)

uonezjuetio
joeumen (), |

omm W04 UO ,S3A, PRIOMSUE UOHEZIUEBIO BY) Ji 619|dWOD) "SeIBIS PejUn oy} epISINO SeniuT 40 suoneziueBbiQ 0} SOUBSISSY JOIO PUe SJUBID

‘papaau si aoeds [euolppe i payesydnp aq ued || Ued '000°S$ UBY} 810W PaAiadal oym juaidioas AUe 1oy ‘GL aull ‘Al Wed

It ved

r4 ebey

8102 (066 uuo4) 4 anPayES



8102 (066 uuo4) 4 einpeyos

(8))

@)

(o1)

(1)

(7))

(e4)

r{}]

(13)

(os)

(e)

(e)

(9)

(s)

®

(€

@

(Y

(so30 ‘jes|Bidde
‘AW “ooq)
uojen[eA
30 poyie (W)

@OUB]SISSE YSeOUoU JO
uondusseq (6)

aoue}sisse
yseouou
30 Junowry (1)

JuewWasINgsip
yseos
10 ssuuepy (6)

weib yseo
30 wnowy (p)

siueidioas
jo sequin (2)

uoiBey (q)

eousB)sIsse 10 Juelb jo adA) (e)

‘papasu s1 aoeds [BUOIHPPE §i pajesiidnp aq ued ||| Yed
wr aulj ‘Al UBd ‘066 W04 UO S8 A, pelemsue uoneziueblo ay} y 2181dwon) "seyels paliun sy} SpISINO S{ENDIAIPU] 0} 69UR)SISSY 16410 PuB Sjueln) E

' obed

8102 (066 uuo4) 4 eINPaydg



1

Schedule F (Form 990) 2018

ETadl")  Foreign Forms

Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If “Yes,”
the organization may be required to file Form 926, Return by a U.S. Transferor of Property toa Forelgn
Corporation (see Instructions for Form 926) . . .. ..

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 Retum 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; don't file with Form 990) -

Did the organization have an ownership interest in a foreign corporation during the tax year? If “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) e e e e e

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 Retum by a Shareholder of a Passive Foreign Investment Company or Qualified Electmg
Fund (see Instructions for Form 8621) e e e e e c e

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 Form 8865) e e e e e e e e e

Did the organization have any operations in or related to any boycotting countries during the tax year? If
“Yes,” the organization may be required to separately file Form 5713, International Boycott Report (see
Instructions for Form 5713; don't file with Form 990) . co. .o ..

O] Yes No
[ Yes No
[ Yes No
O vYes No
[ ves No
[ Yes No

Schedule F (Form 990) 2018




'Schedule F (Form 990) 2018 Page 5
' Supplemental Information

Provide the information required by Part |, line 2 {monitoring of funds); Part |, line 3, column (f) (accounting method;
amounts of investments vs. expenditures per region); Part Il, line 1 (accounting method); 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.

Funds are monitored by ALGSA Treasurer and presented to the Board of Directors. A third party handles the bookkeeping of the ALGSA an

independent audit Is performed by a third party CPA.

Part Il line 1 - Modified cash basls accounting method

Schedute F (Form 890) 2018




SCHEDULE O Supplemental Information to Form 990 or 990-EZ | omeNo 1545-00a7

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on 2 @ 1
Form 990 or 990-EZ or to provide any additional information. 8
Open to Public

» Attach to Form 990 or 990-EZ.

Department of the Treasury

Internal Revenue Service » Go to www.irs.gov/Form990 for the latest information. Inspection
Name of the organization Employer identificabon number
Alagille Syndrome Alliance 92-1243619

Part VI - Governing Body & Management

2. Cindy Luxhoj - Executive Director is sister of Erik Luxhoj - Luxhoj Consuiting (IT Services)

Erik Luxhoj - Luxhoj Consulting (IT Services) is brother of Cindy Lunxhoj - Executive Director

Part Vi - section B Policies

11b. Copies of Form 990 are distributed to all members of the governing body vial email prior to the filing

12¢. Executive Director and Board of Directors meet annually to review and take necessary action to enforce the ALGSA conflict

of Interest policy

Part VI - Section C Disclosures

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

Cher Bork at PO Box 22, Collierville, TN 38027

For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Cat No 51056K Schedule O (Form 990 or 990-EZ) (2018)




