om 390

E ENDED TO NOVEMBER 15, 201.
Return of Organization Exempt From Income Tax

Under section 501(c), 527, or 4947(a)(1) of the Internal Revenue Code (except private foundations)

OMB No. 1545-0047

2018

Department of the Treasury P Do not enter social security numbers on this form as it may be made public. Open o Public
Internal Revenue Service P Go to www.irs.gov/Form990 for instructions and the latest information. ‘Inspection
A For the 2018 calendar year, or tax year beginning and ending
B Check if C Name of organization D Employer identification number
applicable:
ohange. | GORLIN SYNDROME ALLIANCE
e Doing business as 34-1915691
il Number and street (or P.0. box if mail is not delivered to street address) Room/suite | E Telephone number
ol 1586 SUMNEYTOWN PIKE 1322 440-834-0011
s City or town, state or province, country, and ZIP or foreign postal code G _Gross receipts$ 223,926,
fnended) KULPSVILLE, PA 19443 H(a) Is this a group return
[_Jage"e= ' £ Name and address of principal officer: JULIE BRENEISER for subordinates? . [ Ives No
Perite 11586 SUMNEYTOWN PIKE , #1322, KULPSVILLE, PA |H(b)Aaealsuordinates inciucer_Yes [ INo
| _Tax-exempt status: - 501(c)(3 [:l 501(c )« (insert no.) |::| 4947(a)(1) or |:| 527 If "No," attach a list. (see instructions)
J Website: > WWW . GORLINS YNDROME ORG H(c) Group exemption number P>

K Form of organization: | X ] Corporation [ | Trust [ | Association [ ] Other >

| L Year of formation: 20 0 0] M State of legal domicile: PA

[Part1| Summary

o | 1 Briefly describe the organization’s mission or most significant activites: SEE _SCHEDULE O
0
c
% 2 Check this box P D if the organization discontinued its operations or disposed of more than 25% of its net assets.
3 | 3 Number of voting members of the governing body (Part VI, line 1) 3 9
g 4 Number of independent voting members of the governing body (Part VI, line 1b) .. 4 9
2| 5 Total number of individuals employed in calendar year 2018 (Part V, line2a) . ... ..o, 5 0
£ | 6 Total number of volunteers (estimate if NeCESSArY) ... ... 6 0
::3 7 a Total unrelated business revenue from Part VIII, column (C), ine 12 7a 0.
b Net unrelated business taxable income from Form 990-T, IN€ 38 ... ... ottt eeeeieaesasiinees 7b 0.
Prior Year Current Year
o | 8 Contributions and grants (Part Vil line Th) 193,977. 220,926.
g 9 Program service revenue (Part VI, i€ 20) 0. 150.
é 10 Investment income (Part VIII, column (A), lines 3,4, and 7d) ... 50. -16 ’ 390.
11 Other revenue (Part VIII, column (A), lines 5, 6d, 8¢, 9¢c, 10c, and 11e) ... 0. 0.
12 Total revenue - add lines 8 through 11 (must equal Part VIII, column (A), line 12) ........ 194,027. 204,686,
13 Grants and similar amounts paid (Part IX, column (A), lines 1-8) . 0. 0.
14 Benefits paid to or for members (Part IX, column (A), line 4) 0. 0.
@ | 15 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) ... 51,990. 0.
g 16a Professional fundraising fees (Part IX, column (A), line 11e) .. ‘ ; O ol _ O .
2| b Total fundraising expenses (Part IX, column (D), line 25) P> L e
W1 47 Other expenses (Part IX, column (A), lines 11a-11d, 11#24e) 245,812. 1 9 4 4 86.
18 Total expenses. Add lines 13-17 (must equal Part IX, column (4), line 25) 297,802, 194,486,
19 Revenue less expenses. Subtract line 18 from iNe 12 ... o o -103,775. 10,200.
Eg Beginning of Current Year End of Year
BE| 20 Total assets (Part X, N6 16) ..o 77,350. 57,338.
5| 21 Total liabilties (Part X, 18 26)  ...........ccc.ivrvrrnoo o 59,883. 0.
ZF| 22 Net assets or fund balances. Subtract line 21 fom ine 20 ... 17.,467. 57,338.

| Part II | Signature Block

Under penaities of perjury, | declare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
true, correct, and complete. Declaration of preparer (other than officer) is based on all information of which preparer has any knowledge.

Sign } Signature of officer Date
Here JULIE BRENEISER, PRESIDENT
Type or print name and title
Print/Type preparer's name Preparer's signature Date g""c“ [} PTIN
Paid CATHERINE E PETERSEN, CPA seemployed [P00168732
Preparer |Fim'sname p BOND, SIPPOLA, DEJOY & CO. Firm'sEINp 34-1667360
Use Only |Firm'saddressy, 2786 SOM CENTER ROAD, SUITE 200
WILLOUGHBY HILLS, OH 44094 Phoneno.(440) 516-9090

May the IRS discuss this return with the preparer shown above? (see instructions)

Yes |:| No

832001 12-31-18

LHA For Paperwork Reduction Act Notice, see the separate instructions,

Form 990 (2018)



Application or Automatic Extension of Tii.e To File an
Exempt Organization Return

P> File a separate application for each return.
> Go to www.irs.gov/Form8868 for the latest information.

Form 8868

(Rev. January 2019)
OMB No. 1545-1709

Department of the Treasury
Internal Revenue Service

Electronic filing (e-file)"'. You ¢an electronically file Form 8868 to request a 6-manth automatic extension of time to file any of the
forms listed below with the exception of Form 8870, Information Return for Transfers Associated With Certain Personal Benefit
Contracts, for which an extension request muyst be sent to the IRS in paper format (see instructions). For more details on the electronic

filing of this form, visit www.irs.gov/e-file-providers/e-file-for-charities-and-non-profits.

Automatic 6-Month Extensnon of Time. Only submit original (no coples needed)

All corporatlons requ1rec| to file an income tax return other than Form 990-T (including 1120 C filers), partnershlps REM!CS and trusts

must use Form 7004 to request an extension of time to file income tax returns.

Enter filer's |dent|fymg number

Type or | Name of exempt organization or other filer, see instructions. Employer |dent|f|oat|on number (EIN) or
print BASAL CELL CARCINOMA NEVUS SYNDROME
e by he LIFE SUPPORT NETWORK 34-1915691
due date for Number, street and room or suite no. If a P, O box seemstructlons Soclal security number (SSN)
firgvowr | 1586 SUMNEYTOWN PIKE, NO. 1322
instructions. | Gity, town or post office, state, and ZIP code. Fora foreign address see instructlons
KULPSVILLE, PA 19443
Enter the Return Code for the return that this appllcatron |s for (ﬁle a separate apphcatlon for each return) ................................................... [ 0 | 1 ]
Appllcatlon ’ | Return | Application Return
Is For Code |IsFor v Code
Form 990 or Form 990 EZ 01 Form 990-T (corporation) 07
Form 990-BL 02 |Form1o41-A . 08
Form 4720 (individual) 03__| Form 4720 (other than individual) 09
Form 990-PF 04. Form 5227 p 10
Form 990 T (sec 401(a) or 408(a) trust) 05 Form 6069 . 11
Form 990-T (trust other than above) _ : 06 | Form 8870 12
JEAN R. PICKFORD | :
® The books are in the care of p» 1586 SUMI\TEYTOWN PIKE NO. 1322 - KULPSVILLE, PA 19 443
Telephone No.p» 267-689- 5443 _ FaxNo. p» _
® |f the organization does not have an office or place of business in the United States, check thisbox . ...~ » [:]

® |[f this is for a Group Return, enter the organization’s four dlglt Group Exemptlon Number (GEN)
box p l::] If it is for part of the group,

. [f this is for the whole group, check this

check this box P l:l and attach a list with the names and EINs of all members the extension is for.

1 lrequest an automatic 6-month extension of time until  * 'NOVEMBER 15, 2019

the organization named above. The extension is for the orgamzatlon S return for:
» [X] calendar year 201 2018 or
> D ;ax year beginning

, to file the exempt organization return for

. ;end ending _

D Initial return

If the tax year entered in line 1 is for less than 12 months _check reason:
D Change in accounting penod

| Final return

If this eipplication is for Forms 990-BL, 990-PF, 990-T, 4720, or-uéOGQ, enter the tentative tax, less
any norirefundable credlts See instructions.

3a

3a | $ 0.

If this apphcatlon is for Forms 990-PF, 990-T, 4720, or 6069 enter any refundable credits and
estimated tax payments made. Include any prior year overpayment allowed as a credit.

3bl$ 0.

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

3c $ 0-

Caution: If you are going to make an electronic funds withdrawal (direct debit) with this Form 8868, see Form 8453-EQ and Form 8879-E0 for payment

instructions.

LHA  For Privacy Act and Paperwork Reduction Act Notice, fsee instructions.

Form 8868 (Rev. 1-2019)

BOND, SIPPOLA, DEJOY & CO.-

2786 SOM CTR. RD. WILLOUGHBY, OH 44094

823841 12-19-18

10340514 713852 BCCNS

2018.03030 BASAL CELL CARCINOMA NEVUS BCCNS

34-1667360

1



Form 990 (2018) GORLIN SYNDROME ALLIANCE ’ 34-1915691 Page2
| Part lll | Statement of Program Service Accomplishments

Check if Schedule O contains a response or note to any line inthis Part Il ... o
1  Briefly describe the organization’s mission:

SEE _SCHEDULE O

2  Did the organization undertake any significant program services during the year which were not listed on the v

PIIOF FOMM 990 OF O90-EZ? .__.........ooooeeees oo e s e [Jves [XINo
If "Yes," describe these new services on Schedule O.
3  Did the organization cease conducting, or make significant changes in how it conducts, any program services? .. |:|Yes @ No

If "Yes," describe these changes on Schedule O.

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

4a  (Code: ) (Expenses $ 22 P 350. including grants of $ ) (Revenue $ )

SOFTWARE: 1IN 2018, THE GORLIN SYNDROME ALLIANCE (GSA) UPGRADED ITS
TECHNOLOGY AND TOOLS BY IMPLEMENTING A CONSTITUENT RELATIONSHIP
MANAGEMENT SYSTEM, QUICKBOOKS, AND CONSTANT CONTACT, WHICH PROVIDED
STREAMLINED EFFICIENCY AND INCREASED WORK PRODUCT. WE ALSO REDESIGNED
THE ORGANIZATION'S WEBSITE TO PROVIDE MORE RELEVANT, ACCURATE AND
USEFUL INFORMATION FOR OUR MEMBERS AND THE PUBLIC. THE NEW FORMAT
INCLUDED USER-FRIENDLY NAVIGATION AND INTUITIVE SEARCHING AND LINKS.

4b  (Code: ) (Expenses $ 1 3 ; 067. including grants of $ ) (Revenue $ )
REGIONAL MEETINGS: IN 2018, THE GSA SUCCESSFULLY HOSTED FOUR ONE-DAY

MEETINGS IN CHICAGO, ORLANDO, BOSTON AND AUSTIN. THE AGENDAS VARIED
SLIGHTLY FOR EACH, BUT ALL INCLUDED AN OVERVIRW ON THE BASICS OF GORLIN
SYNDROME, INFORMATION ABOUT GENETICS, CURRENT TREATMENTS FOR BASAL CELL
CARCINOMAS AND ORAL CYSTS, RESEARCH UPDATES, AND NETWORKING BETWEEN
ATTENDEES AND PRESENTERS.

4c (Code: ) (Expsnsss $ 1 0 2 7 1 2 8 # including grants of $ ) (Revenus $ )
CONTRACTED SERVICES: THE GSA CONTRACTED SERVICES WITH A NONPROFIT
CONSULTING COMPANY TO MANAGE AND STRENGHTEN THE ORGANIZATION. THESE
SERVICES INCLUDED LAUNCHING THE GORLIN SYNDROME REGISTRY, PATIENT
RECRUITMENT PROGRAM FOR RESEARCH STUDIES, PEER-TO-PEER SUPPORT
NETWORKING PROGRAM, ATTENDING INDUSTRY-SPONSORED MEETINGS OF
DERMATOLOGISTS, AND DISSEMINATION OF ACCURATE MEDICAL INFORMATION
THROUGH GSA'S VARIOUS COMMUNICATION CHANNELS.

4d Other program services (Describe in Schedule O.)
(Expenses $ including grants of $ ) (Revenue $ )
4e__ Total program service expenses P> 137,545.

Form 990 (2018)

882002 12-31-18

2
12061113 713852 BCCNS 2018.04030 GORLIN SYNDROME ALLIANCE BCCNS__1



Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Page3
| Part IV | Checklist of Required Schedules

Yes | No
1 Is the organization described in section 501(c)(3) or 4947(a)(1) (other than a private foundation)?
If"Yes," COMPIETE SCREUUIB A ... .............ccoooivviiiieee oo 11 X
2 Isthe organization required to complete Schedule B, Schedule of Contributor? . ... . . . 2 X
3 Did the organization engage in direct or indirect political campaign activities on behalf of or in opposition to candidates for
public office? If "Yes," complete Schedule C, Part . . .. . . . ... 3 X
4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501 (h) election in effect
during the tax year? If "Yes," complete Schedule C, Part Il ... . .. ... 4 X
5 Is the organization a section 501(c)(4), 501(c)(5), or 501(c)(6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 98-197? If "Yes, " complete Schedule C, Part Il . ... .. . . 5 X
6 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| | & X
7 Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, or historic structures? If "Yes," complete Schedule D, Part Il .. .. ... . 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? /f "Yes," complete
SCAEAUIE D, PAt Il ... oo e e 8 X
9 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
10  Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, permanent
endowments, or quasi-endowments? If "Yes," complete Schedule D, PartV . . . . 10 X
11 If the organization’s answer to any of the following questions is "Yes," then complete Schedule D, Parts VI, VI, VI, IX, or X :
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, line 10? If "Yes," complete Schedule D,
PAIE VI et e e a| X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 ff "Yes, " complete Schedule D, Part VIl . 11b X
¢ 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 VIl .. . . . 11c X
d Did the organization report an amount for other assets in Part X, line 15 that is 5% or more of its total assets reported in
Part X, line 167 If "Yes, " complete Schedule D, Part IX ... .. ... 11d X
e Did the organization report an amount for other liabilities in Part X, line 25? If "Yes, " complete Schedule D, Part X 11e X
f Did the organization’s separate or consolidated financial statements for the tax year include a footnote that addresses
the organization’s liability for uncertain tax positions under FIN 48 (ASC 740)? If "Yes," complete Schedule D, Part X 11f X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete
Schedule D, Parts XIANG XI ...ttt 12a X
b Was the organization included in consolidated, independent audited financial statements for the tax year?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Parts X/ and X/l is optional . ... ... .. 12b X
13 Is the organization a school described in section 170(b)(1)(A)(i)? /f "Yes," complete Schedule £ . . . . 13 X
14a Did the organization maintain an office, employees, or agents outside of the United States? .. .~ 14a X
b Did the organization have aggregate revenues or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program service activities outside the United States, or aggregate foreign investments valued at $100,000
or more? If "Yes," complete Schedule F, Parts 180 IV ...._.._................c..ccccourimioroo oo 14b X
15  Did the organization report on Part IX, column (A), line 3, more than $5,000 of grants or other assistance to or for any
foreign organization? /f "Yes," complete Schedule F, Parts lland IV e 15 X
16 Did the organization report on Part IX, column (A), line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? /f "Yes," complete Schedule F, Parts llland IV 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services on Part IX,
column (A), lines 6 and 11e? If "Yes," complete Schedule G, Part | . . . . . . 17 X
18  Did the organization report more than $15,000 total of fundraising event gross income and contributions on Part VIl lines
1cand 8a? If "Yes," complete Schedule G, Part Il . 18 X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VIIl, line 9a? If "Yes, "
complete Schedule G, Part ll ... ..o 19 X
20a Did the organization operate one or more hospital facilities? /f "Yes," complete Schedule H 20a X
b If"Yes" to line 20a, did the organization attach a copy of its audited financial statements to this retum? 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part IX, column (A), line 1? If "Yes," complete Schedule |, Parts land Il ... 21 X
832008 12-31-18 Form 990 (2018)
3
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Form 990 (2018) GORLIN SYNDROME ALLIANCE | 34-1915691  Paged
| Part IV | Checklist of Required Schedules (continued)

Yes | No

22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part IX, column (A), line 2? If "Yes," complete Schedule |, Parts | and 11l 22 X

23 Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or 5 about compensation of the organization’s current
and former officers, directors, trustees, key employess, and highest compensated employees? If "Yes," complete
SCRBAUIE U |_........ooeeoeeeeeeeee ettt e sttt ettt e 23 X

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

Schedule K. If "NO," GO 10 M8 258 ... ............¢.covceveeveseeeoeee oo ee ettt ettt ettt ee sttt ee et een e es e een 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? ... ... 24b |
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
AN XXM D ON S 7 et 24¢
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? .. ... ... 24d
25a Section 501(c)(8), 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 | 25a X

b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ? If "Yes," complete
SCREAUIE Ly PAt ] oot e 25b X

26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or
former officers, directors, trustees, key employees, highest compensated employees, or disqualified persons? I/f "Yes,"
COMPIEte SCREAUIR L, PArt Il . oot 26 X

27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity ar family member

of any of these persons? If "Yes," complete Schedule L, Part lll ... .............ccccccoioimeiiioeieeiieeeeeeeeeeees e 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions):
a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV . ... ... 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV . 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV 28c X
29 Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M ... .. ... 29 X
80 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes," complete SCRedUIE M || . . ... e, 30 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete SCREAUIE IN, Pt I | ettt 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SCREAUIE N, PAIE I ... ...\.....oooooeieeie ettt 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.7701-2 and 301.7701-3? If "Yes," camplete Schedule R, Part | 33 X
384 Was the organization related to any tax-exempt or taxable entity? /f "Yes," complete Schedule R, Part I, lll, or IV, and
PV, @ T oottt ettt e, 34 X
35a Did the organization have a controlled entity within the meaning of section 512(b)18) 2 ., 35a X
b If "Yes" to line 354, did the organization receive any payment from or engage in any transaction with a controlied entity
within the meaning of section 512(b)(13)? If "Yes," complete Schedule R, Part V, line2 ... ... ... .. et e 35b
36 Section 501(c)(3) organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If "Yes," complete Schedule R, Part V, liN€ 2 || | . . ... ——— e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? If "Yes," complete Schedule R, Part VI ... ... 37 X
38 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 .. i ettt 38 | X

Part V| Statements Regarding Other IRS Filings and Tax Compliance

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

Yes | No
1a Enter the number reported in Box 3 of Form 1096. Enter -0- if not applicable ... 1a 2 o
b 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 WINNBIS? ... ...ttt 1c | X
832004 12-31-18 Form 990 (2018)
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Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Pageb
|Part V| Statements Regarding Other IRS Filings and Tax Compliance (continued)
Yes | No
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, e
filed for the calendar year ending with or within the year covered by this return ... 2a 0
b If at least one is reported on line 2a, did the organization file all required federal employment tax retums? ... ... .. .. 2b
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) ... ... :
3a Did the organization have unrelated business gross income of $1,000 or more during the year? ... ... 3a X
b If "Yes," has it filed a Form 990-T for this year? If "No" to line 3b, provide an explanation in Schedule O . ... .. .. ... 3b
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? ... ... 4a | X ‘
b If "Yes," enter the name of the foreign country: [ »
See instructions for filing requirements for FINCEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR). .
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? ... ... 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? ... ... 5b X
If "Yes" to line 5a or 5b, did the organization file FOrmM 8886-T7 | ... . . .o e 5¢
6a Does the organization have annual gross receipts that are normally greater than $100,000, and did the organization solicit
any contributions that were not tax deductible as charitable contribUtioNS? 6a X
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts
were NOttaX dedUGTIDIET? | et e 6b
7 Organizations that may receive deductible contributions under section 170(c). o
a Did the organization receive a payment in excess of $75 made partly as a contribution and partly for goods and services provided to the payor? | 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? .. ... . 7b
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
to file Form 82827 ' 7c X
d If "Yes," indicate the number of Forms 8282 filed during the year /
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? ... .. 7e X
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ... 7f X
g If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? . | 7g
h If the organization received a contribution of cars, boats, airplanss, or other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the :
sponsoring organization have excess business holdings at any time during the year? 8
9 Sponsoring organizations maintaining donor advised funds. i
a Did the sponsoring organization make any taxable distributions under section 49667 . . 9a
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related person? 9b
10 Section 501(c)(7) organizations. Enter: geni
a Initiation fees and capital contributions included on Part VIll, line 12 ... . .. 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club facilities .. ... 10b
11 Section 501(c)(12) organizations. Enter:
a Gross income from members or shareholders .. ..., 11a
b Gross income from other sources (Do not net amounts due or paid to other sources against
amounts due or received from themL) | e 11b
12a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10412 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year .................. 12b i
13  Section 501(c)(29) qualified nonprofit health insurance issuers. G
a 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. o
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans . . . . 13b
¢ Enterthe amount of reserves onhand | ... 13¢ S
14a Did the organization receive any payments for indoor tanning services during the tax year? ... 14a X
b If "Yes," has it filed a Form 720 to report these payments? If "No," provide an explanation in Schedule O ... ... ... ... 14b
15 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 15 X
If "Yes," see instructions and file Form 4720, Schedule N. : sl
16 Is the organization an educational institution subject to the section 4968 excise tax on net investment income? . 16 X
If "Yes," complete Form 4720, Schedule O. L aE M.
Form 990 (2018)
832005 12-31-18
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Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Page6
Part VI | Governance, Management, and Disclosure ror each "Yes" response to lines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or noteto any lineinthisPart VI ... [X]
Section A. Governing Body and Management

Yes | No
1a Enter the number of voting members of the governing body at the end of thetaxyear . ... ... 1a 9 e
If there are material differences in voting rights among members of the governing body, or if the governing

body delegated broad authority to an executive committee or similar committee, explain in Schedule O.
b Enter the number of voting members included in line 1a, above, who are independent ... ... b 9
2 Did any officer, director, trustee, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or key @MPIOYEE? | . ... ...ttt 2
3 Did the organization delegate control over management duties customarily performed by or under the direct supervision
of officers, directors, or trustees, or key employees to a management company or other person? . ... i
4 Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? .. ...
Did the organization become aware during the year of a significant diversion of the organization’s assets? ... ...
6 Did the organization have members or StoCKNOIAEIS? ..., ..o
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or
more members of the GOVEINING DOGY? | .. ...ttt 7a
b Are any governance decisions of the organization reserved to (or subject to approval by) members, stockholders, or
PErsons other than the GOVEMING DOAY? | ...\, ... .. ...cooeeeoeeeeeeeeeeee oo eessees e eesseere s e oo
8 Did the organization contemporaneously document the meetings held or written actions undertaken during the year by the following:
A The QOVEIMING DOAY? e oot ettt et e ettt ettt aens 8a
b Each committee with authority to act on behalf of the governing DoAY ? e, 8b
9 Is there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannot be reached at the
organization's mailing address? /f "Yes, " provide the names and addresses in Schedule O _............oooveieieiiiieiiics: 9 X

Section B. Policies (7his Section B requests information about policies not required by the Internal Revenue Code.)

(4]

o o |»jw
b

o T o N o o I o S

7b

>

Yes | No

10a Did the organization have local chapters, branches, or affiliates? ... . ... TR 10a X
b If "Yes," did the organization have written policies and procedures governing the activities of such chapters, affiliates,

and branches to ensure their operations are consistent with the organization’s exempt purposes? ... .. ... 10b

11a Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? 11a X

b Describe in Schedule O the process, if any, used by the organization to review this Form 990. il

12a Did the organization have a written conflict of interest policy? If "No," go to line 18 . i, ... 12a

b Were officers, directors, or trustees, and key employees required to disclose annually interests that could give rise to conflicts? 12b

¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe

in Schedule O how this was done 12¢

13 Did the organization have a written whistleblower policy? 13

14 Did the organization have a written document retention and destruction POlCY ? | e, 14
15 Did the process for determining compensation of the following persons include a review and approval by independent
persons, comparability data, and contemporaneous substantiation of the deliberation and decision?
a The organization’s CEO, Executive Director, or top management official ! . 15a
b Other officers or key employees of the organization . ... e 15b |
If "Yes" to line 15a or 15b, describe the process in Schedule O (see instructions). i
16a Did the organization invest in, contribute assets to, or participate in 4 joint venture or similar arrangement with a

taxable entity during the year? 16a » _X

Ry

i~

b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements? ... 16b

Section C. Disclosure ;

17  List the states with which a copy of this Form 990 is required to be filed P> PA

18 Section 6104 requires an organization to make its 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.
l:‘ Own website IE Another’s website Upon request D Other (explain in Schedule O)

19 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.

20 State the name, address, and telephone number of the person who possesses the organization’s books and records P>
JEAN R. PICKFORD - 267-689-6443
1586 SUMNEYTOWN PIKE NO. 1322, KULPSVILLE, PA 19443

832006 12-31-18 Form 990 (2018)
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Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Page7
Part VII| Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schedule O contains a response or note 10 any iNe N this Part VIl et aeses easannsnesssesssssnsas L___]

Section A. _Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees ]
1a Complete this table for all persons required to be listed. Report compensation for the calendar year ending with or within the organization’s tax year.

® |ist all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.

Enter -0- in columns (D), (E), and (F) if no compensation was paid.
® | ist all of the organization’s current key employees, if any. See instructions for definition of "key employee."

® List the organization’s five current highest compensated employees {other than an officer, director, trustee, or key employee) who received report-
able 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.
® |ist all of the organization’s former officers, key employees, and highest compensated employees who received more than $100,000 of
reportable compensation from the organization and any related organizations.
® |jst 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.

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

(A) (B) () (D) (E) (F)
Name and Title Average | . Cf’e g'fﬁ'g'e‘ than one Reportable Reportable Estimated
hours per | box, unless person is both an compensation compensation amount of
week officer and a director/trustes) from from related other
(list any g the organizations compensation
hours for § R E organization (W-2/1099-MISC) from the
related 8 § . § (W-2/1099-MISC) organization
organizations é = S5, and related
below s|€|s|E|8El = organizations
i) |S|Z |25 |28 5
(1) JULIE BRENEISER 8.00
PRESIDENT X X 0. 0. 0.
(2) MEREDITH WEISS 2.00
VICE PRESIDENT A X X 0. 0. 0.
(3) KEVIN GULLATT 2.00
TREASURER X X 0. 0. 0.
(4) RONI RUBENSTEIN 2.00 ‘
SECRETARY X X| 0. 0. 0.
(5) SAM BRENEISER 2.00
TRUSTEE X 0. 0. 0.
(6) JOHN WOOD 2.00
TRUSTEE , X 0. 0. 0.
(7) JENNI WERKMEISTER 2.00
TRUSTEE , X 0. 0. 0.
(8) LISA TACK 2.00
TRUSTEE _ X 0. 0. 0.
(9) MICHAEL RAINEN 2.00
TRUSTEE 4 X 0. 0. 0.
(10) KATHY RAINEN (NON-VOTING) 2.00
TRUSTEE X 0. 0. 0.
832007 12:31-18 Form 9902018
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Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Page8

Part Vil l Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees (continued)

(A) (B) ©) D) (E) (F)
Name and title Average . cfe gfi:lig'e‘than one Reportable Reportable Estimated
hours per | pox, uniess person is both an compensation compensation amount of
week officer and a director/tru;lea) from from related other
(istany | & the organizations compensation
hours for | § 2 organization (W-2/1099-MISC) from the
related | g | £ Z (W-2/1099-MISC) organization
organizations| g | £ g |g and related
below g g, :g: z£ s organizations
ine) |5 |E|£ 5|55 8
1D SUL-EOTAI ..o > 0. 0. 0.
¢ Total from continuation sheets to Part VI, Section A ... ... . . . » 0. 0. 0.
d Total (add lines 1h and 16) ...........cooooooiiiiviiiisiiiiiiciiiie > | 0. 0. 0.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization P> 0
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on ‘
line 1a? If "Yes," complete Schedule J for SUCh iNdIVIGUBI ... ..........ccccccooiiioieieeeee e 3 X
4  For any individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization S '
and related organizations greater than $150,0007 If "Yes," complete Schedule J for such individual | ... ... ... ... 4 | X

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services

rendered to the organization? /f "Yes, " complete Schedule J for SUCH PEFSON .. ...iioeeiii e 5 X
Section B. Independent Contractors

1 Complete this table for your five highest compensated independent contractors that received more than $100,000 of compensation from
the organization. Report compensation for the calendar year ending with or within the organization's tax year.

(A) (B) (C)

Name and business address Description of services Compensation
PICKPOINT LLC
454 PRINTER WAY, LANSDALE, PA 19446 MANAGEMENT SERVICES 130,183.

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 p» 1

Form 990 (2018)
832008 12-31-18
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Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Page9
Part Vill | Statement of Revenue
Check if Schedule O contains a response or note to any ling in this Part VIl ... [ ]
= L i R @) B) (C) D)
Total revenue Related or Unrelated R?F/grrrl]ut% f)ﬁcrlg(ejﬁd
exempt function business sections
el R ‘ revenue revenue 519 -54
g g 1 a Federated campaigns ... 1a L 1
53| b Membershipdues .. .. .. 1b
V;E ¢ Fundraisingevents ... ... 1c
EE d Related organizations ... .. 1d
g‘_ﬁ e Government grants (contributions) | 1e ‘
.g‘g f All other contributions, gifts, grants, and ;
as similar amounts not included above . 1] 220,926.
‘%’g g Noncash contributions included in lines 1a-1f: $ i e CrtL A e
Of| h Total AddlinesTa-tf ..o » | 220,926,
Business Code| ' o e
8 | 2a LEAN ON ME PROGRAM 900099 150. 150.
.g o b
\Nc c
£8
5T
o e .
a f All other program service revenue .. ... o
g Total. Add lines2a:2f ... > 150 . cin
3 Investment income (including dividends, interest, and
other similar amounts) . ..., >
4 Income from investment of tax-exempt bond proceeds P> ‘
5 ROYAMES ..ot | 2
(i) Real (i) Personal
6 a Grossrents ...
b Less:rental expenses . ...
¢ Rental income or (loss) ..
d Netrentalincome or (I0SS)  .....ccovviviiveiiiiiiieeinnee, e >
7 a Gross amount from sales of (i) Securities (ii) Other |
assets other than inventory 2,850.|"
b Less: cost or other basis ’
and sales expenses ... 19,240.
¢ Gainor(loss) . ... -16,390. .. o
d Net gain or (I0SS) ........coovevirrieeeeeeeeee e > -16,390.
o | 8 a Gross income from fundraising events (not G e
g including $ of
é contributions reported on line 1c). See
5 Part IV, line18 . ... a
g b Less: direct expenses b
¢ Net income or (loss) from fundraising events ... | 4
9 a Gross income from gaming activities. See i
PartIV,line 19 ... a
b Less:direct expenses ... b
¢ Netincome or (loss) from gaming activities ................ »
10 a Gross sales of inventory, less returns i
and allowances ... a
b Less:costofgoodssold .. ... b
¢_Net income or (loss) from sales of inventory .............. > |
Miscellaneous Revenue Business Code|
11 a
b
c
d Allotherrevenue . ...
e Total. Add lines 11a11d .. » i o il
12 Total revenue. See instructions ... > 204,686.] -16,240. 0. 0.
832009 12-31-18 Form 990 (2018)
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Form 990 (2018)

GORLIN SYNDROME ALLIANCE

34-1915691 Page10

| Part IX | Statement of Functional Expenses

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

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

Do not include amounts reported on lines 6b, (A) B l (C) D) .
75,85, 9, and 105 o Part Vil s | Pogatieves | Mgt | e
1 Grants and other assistance to domestic organizations L e : R
and domestic governments. See Part 1V, line 21
2 Grants and other assistance to domestic
individuals. See Part IV, line22 ...
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 . i
4 Benefits paid to or formembers | ... [: :
5 Compensation of current officers, directors,
trustees, and key employees .. ...
6 Compensation not included above, to disqualified
persons (as defined under section 4958(f)(1)) and
persons described in section 4958(c)(3)(B) ........
7 Othersalaries and wages ...
8 Pension plan accruals and contributions (include
section 401(k) and 403(b) employer contributions)
9  Other employee benefits ... . . ...
10 Payrolitaxes ...
11 Fees for services (non-employees):
a Management e
b Legal ... 92. 92.
¢ Accounting 4,908. 4,908.
d Lobbying
e Professional fundraising services. See Part IV, line 17
f Investment managementfees . ...
g Other. (Ifline 11g amount exceeds 10% of line 25,
column (A) amount, list line 11g expenses on Sch 0.) 3,050. 3,050.
12 Advertising and promotion ,
13 Office expenses. ... 29,800. 22,350. 4,470. 2,980.
14 Information technology
16 Royalties | ...
16 OCCUPANCY ... ..o
17 Travel e
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials ‘
19 Conferences, conventions, and meetings . 13 ,067. 13 / 067.
20 Interest
21 Paymentstoaffiliates ... ... ]
22 Depreciation, depletion, and amortization 4,877. 4,877.
23 INSUMANCE ...\ oo 1,781. 1,781.
24  QOther expenses. ltemize expenses not covered : : e i S
above. (List miscellaneous expenses in line 24e. If line
24¢ amount exceeds 10% of line 25, column (A) SRRl S : , SR , S
amount, list line 24e expenses on Schedule O.) ‘ e LA G e
a CONTRACTED SERVICES 132,104. ~99,078. 19,816. 13,210.
b DEVELOPMENT EXPENSES 4,807. 4,807.
c
d
e All other expenses
25  Total functional expenses. Add lines 1 through 24e 194,486. 137,545, 35,944. 20,997.
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 Jp 1w following SOP 98-2 (ASC 958-720)
832010 12-81-18 . Form 990 (2018)
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Form 990 (2018) GORLIN SYNDROME ALLIANCE

34-1915691 Page 11

[ Part X | Balance Sheet

Check if Schedule O contains a response ornote to any lineinthis Part X ... e
(A) (B)
Beginning of year End of year
1 Cash - non-nterestoearnng . ... ... 53,233.] 1 57,338.
2 Savings and temporary cash investments 2
3 Pledges and grants receivable, net . ... 3
4 Accounts receivable, net e, 4
5 Loans and other receivables from current and former officers, directors, B
trustees, key employees, and highest compensated employees. Complete e
Partllof Schedule L .. ... .. 5
6 Loans and other receivables from other disqualified persons (as defined under L
section 4958(f)(1)), persons described in section 4958(c)(3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
[1] employees’ beneficiary organizations (see instr). Complete Part [l of Sch L 6
§ 7 Notes and loans receivable, net | ... 7
< 8 Inventories for sale OrUSE ,................cccocoiviiiiiiiee e, 8
9 Prepaid expenses and deferred charges 19
10a Land, buildings, and equipment: cost or other : -
basis. Complete Part VI of Schedule D . ’| 10a 11,650.} . I
b Less: accumulated depreciation ... 10b 11,650. 0.]10¢c 0.
11 Investments - publicly traded securities ..., 11
12  Investments - other securities. See Part IV, line 11 . .. . 12
13 Investments - program-related. See Part IV, line 11 . . ... ... 13
14 Intangible 8SSetS | . . ., 14
15  Other assets. See Part IV, line 11 e 24,117.| 15 0.
16 Total assets. Add lines 1 through 15 (mustequalline34) ... 77,350.] 16 57.,338.
17 Accounts payable and accrued expenses ... 38,191. 17
18 Grants payable ... 18
19 Deferred reVenue | ..., 19
20 Tax-exempt bond liabilities 20
21 Escrow or custodial account liability. Complete Part IV of Schedule D ... 21
@ |22 Loansand other payables to current and former officers, directors, trustees, e
g key employees, highest compensated employees, and disqualified persons. e
) Complete Part Il of Schedule L .__...........c...cooviioeoioooeeeeeeee e, 22
= |23 Secured mortgages and notes payable to unrelated third parties .. ... 23
24 Unsecured notes and loans payable to unrelated third parties ... 24
25  Other liabilities (including federal income tax, payables to related third
parties, and other liabilities not included on lines 17-24). Complete Part X of
SCNBAUIB D ..o 21,692.| 25 0.
26 Total liabilities. Add lines 17 through 25 59,883.] 26 0.
Organizations that follow SFAS 117 (ASC 958), check here P> D_i—_] and k o
2 complete lines 27 through 29, and lines 33 and 34. ch , R
% 27 Unrestricted netassets .. 17,467.| 27 57,338.
g 28 Temporarily restricted net assets 28
z 29 Permanently restricted net assets 29
£ Organizations that do not follow SFAS 117 (ASC 958), check here P I:l .
5 and complete lines 30 through 34,
*'3 30 Capital stock or trust principal, or current funds ... 30
g 31 Paid-in or capital surplus, or land, building, or equipment fund ... ... 31
% | 32 Retained earnings, endowment, accumulated income, or other funds . . 32
Z |33 Totalnetassetsorfundbalances .. 17,467.| 33 57,338.
34 Total liabilities and net assets/fund balances ... 77,350, 34 57,338.
Form 990 (2018)
832011 12-31-18
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Form 990 (2018) GORLIN SYNDROME ALLIANCE 34-1915691 Pagei2
Part XI'| Reconciliation of Net Assets

Check if Schedule O contains a response or note to any lineinthis Part Xt ... i D
1 Total revenue (must equal Part VIII, column (A), N 12) ..., 1 204,686.
2 Total expenses (must equal Part X, column (A), N6 25) | ... ..o 2 194,486.
3 Revenue less expenses. Subtract line 2 from line 1 e, 3 10,200.
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column {A)) 4 17,467.
5 Net unrealized gains (losses) on investments 5
6 Donated services and use of facilities ... .. 6
7 Investment expenses 7
8 Prior period adjustments 8 29,671.
9 Other changes in net assets or fund balances (explainin Schedule O) .. ..., 9 0.
10 Net assets or fund balances at end of year. Combine lines 3 through 9 (must equal Part X, line 33,
COIUMN (B)) ottt et e 10 57,338.
Part Xll Financial Statements and Reporting '
Check if Schedule O contains a response or note to any lineinthis Part XII__.............. ST B PO T PPV PSS POPOIR P TOp RO D

1 Accounting method used to prepare the Form 990: D Cash Accrual [:‘ Other
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule O.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? ... 2a
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:
D Separate basis [_,—_I Consolidated basis [:I Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? .. .. ... 2b X
If "Yes," check a box below to indicate whether the financial statements for the year were audited on a separate basis, =
consolidated basis, or both:
I:l Separate basis [:l Consolidated basis |:] Both consolidated and separate basis
c If "Yes" to line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
review, or compilation of its financial statements and selection of an independent accountant? . . ... 2c
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O. [
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit

ACt and OMB GIFGUIAI ABB? ... oooooo oot es s 3a X
b If "Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken to undergosuch audits _..........ooooeeiiniiciiniiinen 3b
Form 990 (2018)

832012 12-31-18

12
12061113 713852 BCCNS 2018.04030 GORLIN SYNDROME ALLIANCE BCCNS__1



SCHEDULE A OMB No, 1545-0047

(Form 990 or 990-EZ)

Public Charity Status and Public Support 201 8

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

Department of the Treasury P Attach to Form 990 or Form 990-EZ. - Open to Public

Internal Revenue Servics » Go to wwwi.irs.gov/Form990 for instructions and the latest information. Inspection

Name of the organization Employer identification number
GORLIN SYNDROME ALLIANCE 34-1915691

|Part | | 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.)

1

2 []
3 [J
4 [

000 O

H

10

11 [
]

12

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

A school described in section 170(b)(1)(AXii). (Attach Schedule E (Form 990 or 990-EZ).)

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

A medical research organization operated in conjunction with a hospital described in section 170(b)(1)(A)(iii). Enter the hospital's name,
city, and state: _
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.)

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

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 II.)

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

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

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

university:
An organization that normally receives: (1) more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its support from gross investment
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 Il1.)

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

An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry out the purposes of one or
more publicly supported organizations described in section 509(a)(1) or section 509(a)(2). See section 509(a)(3). Check the box in

lines 12a through 12d that describes the type of supporting organization and complete lines 12e, 12f, and 12g.

a I:l 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 supporting
organization. You must complete Part IV, Sections A and B.

b [:l 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
organization(s). You must complete Part IV, Sections A and C.

c D 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.

d [:] Type HI non-functionally integrated. A supporting organization operated in connection with its supported organization(s)

that is not functionally integrated. The organization generally must satisfy a distribution requirement and an attentiveness
requirement (see instructions). You must complete Part IV, Sections A and D, and Part V.

e I:] Check this box if the organization received a written determination from the IRS that it is a Type |, Type Il, Type Il

0 ==

Enter the number of supported arganizations
Provide the following information about the supported organization(s).

functionally integrated, or Type |l non-functionally integrated supporting organization.

(i) Name of supported (i) EIN {iii) Type of organization iéw)o '[fr‘"g\?gr%s'lz[g)c’b!%Se'ﬁal, (v) Amount of monetary (vi) Amount of other
organization (described on lines 1-10 Yes No suppott (see instructions) | support (see instructions)

_above (see instructions))

Total

—

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. 832021 10-11-18  Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Page2
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 IHi. If the organization
fails to qualify under the tests listed below, please complete Part IIl.)

Section A. Public Support
Calendar year (or fiscal year beginning in) | (a) 2014 (b) 2015 (c) 2016 (d) 2017 ()2018 |  (f)Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")
2 Tax revenues levied for the organ-
ization’s benefit and either paid to
or expended on its behalf

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

4 Total. Add lines 1 through3 ...

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

6__Public support. Subtract line 5 from line 4. |

Section B. Total Support
Calendar year (or fiscal year beginning in) p» (a) 2014 (b) 2015 (c) 2016 (d) 2017 (e) 2018 (f) Total
7 Amounts fromlined ...
8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties,
and income from similar sources
9 Net income from unrelated business
activities, whether or not the
business is regularly carried on
10 Other income. Do not include gain
or loss from the sale of capital
assets (Explainin Part V1) ...
11 Total support. Add lines 7 through 10 ; e _
12 Gross receipts from related activities, etc. (see mstructlons) ,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,,, 12 |

13 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 DOX ANd SHOD MOre ... i ittt et e e et ettt oo et e e ettt st [ |
Section C. Computation of Public Support Percentage
14 Public support percentage for 2018 (line 6, column {f) divided by line 11, column ) e, 14 %
15 Public support percentage from 2017 Schedule A, Part 11, Ine 14 15 %
16a 33 1/3% support test - 2018. If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here, The organization qualifies as a publicly supported organization ... »[ ]

b 33 1/3% support test - 2017. If the organization did not check a box on line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The organization qualifies as a publicly supported organization ... »[ ]

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 meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the organization
meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization .. ... ... > Ej
b 10% -facts-and-circumstances test - 2017. If the organization did not check a box on line 13, 16a, 16b, or 17a, and line 15 is 10% or
more, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the
organization meets the "facts-and-circumstances" test. The organization qualifies as a publicly supported organization ... ... ... > l:l
18 _Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions ... | 2 I___l
Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E2) 2018 GORLIN SYNDROME ALLIANCE
| Part Hll | 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
gualify under the tests listed below, please complete Part I1.)

34-1915691 Pages

Section A. Public Support

Calendar year (or fiscal year beginning in) p>
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose

Gross receipts from activities that
are not an unrelated trade or bus-
iness under section 513

Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf
5 The value of services or facilities
furnished by a governmental unit to
the organization without charge
6 Total. Add lines 1 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

cAddlines7aand7b ...
8 Public support. (Subtract line 7c from line 6.)

(a) 2014

(b) 2015

(c) 2016

(d) 2017

(e)2018

(f) Total

168,035,

203,742,

220,105,

193,977.

221,076.

1,006,935,

3,372,

3,372.

171,407,

203,742.

220,105.

193,977.

221,076.

1,010,307,

180,500.

99,728.

86,327,

366,555,

10,000.

5,000.

15,000.

381,555,

190,500.

104,728.

86,327,

628,752,

Section B. Total Support

Calendar year (or fiscal year beginning in) p»
9 Amounts fromline6 .. ... ..
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
c Add lines 10a and 10b

11 Net income from unrela"cé-(.i‘.ﬁl]é.iﬁéé's
activities not included in line 10b,
whether or not the business is

regularly cariedon .
Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part VI.)

12

(a) 2014

(b) 2015

(c) 2016

(d) 2017

(e) 2018

(f) Total

171,407.

203,742.

220,105,

193,977.

221,076,

1,010,307,

14.

8.

26.

50.

98.

14.

26.

50,

98.

13 Total support. (Add lines 9, 10c, 11, and 12.)

171,421.

203,750,

220,131.

194,027,

221,076.

1,010,405,

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 DOX AN STOP NEFE ... i i oot ettt ettt et e ettt et et et et et et »[ |
Section C. Computation of Public Support Percentage
15 Public support percentage for 2018 (line 8, column (f), divided by line 13, column (f)) 15 62.23 %
16 _Public support percentage from 2017 Schedule A, Part Nl line 15 ... 16 60.15 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2018 (line 10c, column (f), divided by line 13, column () ... 17 01 %
18 Investment income percentage from 2017 Schedule A, Part Il line 17 18 .01 %
19a 33 1/3% support tests - 2018, If the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box andstop here, The organization qualifies as a publicly supported organization ... »

b 33 1/3% support tests - 2017. If the organization did not check a box on line 14 or line 19a, and line 16 is more than 33 1/3%, and
line 18 is not more than 83 1/3%, check this box andstop here, The organization qualifies as a publicly supported organization

20_ Private foundation. If the organization did not check a box on line 14, 19a, or 19b, check this box and see instructions ...
Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Page4
Part IV | Supporting Organizations
(Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part I, complete Sections A and C. If you checked 12¢ of Part |, complete
Sections A, D, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V.)
Section A. All Supporting Organizations

Yes | No

1 Are all of the organization’s supported organizations listed by name in the organization’s governing
documents? If "No," 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. 1

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

3a Did the organization have a supported organization described in section 501(c){4), (5), or (6)? If "Yes, " answer i
(b) and (c) below. 3a

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

¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)(B) ; / o .
purposes? If "Yes," explain in Part VI what controls the organization put in place to ensure such use. 3¢

4a Was any supported organization not organized in the United States ("foreign supported organization")? If Lo
"Yes," and if you checked 12a or 12b in Part I, answer (b) and (c) below. _4a

b Did the organization have ultimate control and discretion in deciding whether to make grants to the foreign i
supported organization? If "Yes," describe in Part VI how the organization had such control and discretion
despite being controlled or supervised by or in connection with its supported organizations. 4b

¢ Did the organization support any foreign supported organization that does not have an IRS determination o
under sections 501(c)(3) and 509(a)(1) or (2)7 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. 4c
5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "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;
(i) 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). 5a

b Type | or Type Il only. Was any added or substituted supported organization part of a class already Fale
designated in the organization’s organizing document? 5b

¢ Substitutions only. Was the substitution the result of an event beyond the organization’s control? 5c

6 Did the organization provide support (whether in the form of grants or the provision of services or facilities) to el
anyone other than (i) its supported organizations, (i) individuals that are part of the charitable class
benefited by one or more of its supported organizations, or (jii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? If "Yes," provide detail in
Part VI.

7 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 contributor? /f "Yes," complete Part | of Schedule L (Form 990 or 990-EZ). 7

8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in line 7? Sale b
If "Yes," complete Part | of Schedule L. (Form 990 or 990-EZ), ) 8

9a Was the organization controiled 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 s
in section 509(a)(1) or (2))? If "Yes," provide detail in Part VI. 9a

b Did one or more disqualified persons (as defined in fine 9a) hold a controlling interest in any entity in which .
the supporting organization had an interest? If "Yes," provide detail in Part VI. 9b
¢ Did a disqualified person (as defined in line 9a) have an ownership interest in, or derive any personal benefit '
from, assets in which the supporting organization also had an interest? If "Yes," provide detail in Part VI. 9¢
10a Was the organization subject to the excess business holdings rules of section 4943 because of section .
4943(f) (regarding certain Type [l supporting organizations, and all Type Il non-functionally integrated
supporting organizations)? /f "Yes," answer 10b below. 10a
b 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.) 10b
832024 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Pages
| Part IV | Supporting Organizations (continued)

Yes | No
11 Has the organization accepted a gift or contribution from any of the following persons? :
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)
below, the governing body of a supported organization? 11a
b A family member of a person described in (a) above? 11b
c_A35% controlled entity of a person described in (a) or (b) above?If "Yes" to a, b, or ¢, provide detail in Part VI. 11c
Section B. Type | Supporting Organizations

Yes | No

1 Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization’s directors or trustees at all 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,
describe how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year. 1

2 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? /f "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. ‘ 2

Section C. Type Il Supporting Organizations '

Yes ’ No

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). - 1

Section D. All Type lll Supporting Organizations

Yes | No
1 Did the organization provide to each of its supported organizations, by the last day of the fifth month of the :
organization's tax year, (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? 1
2 Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (ji} serving on the governing 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). 2
8 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. 3
Section E. Type lll Functionally Integrated Supporting Organizations
1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the yeafsee instructions).
a l:, The organization satisfied the Activities Test. Complete line 2 helow.
b D The organization is the parent of each of its supported organizations. Complete line 3 below.
c [:l The organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).
2 Activities Test. Answer (a) and (b) below. Yes | No
a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of S ([
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. 2a
b 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. 2b
3 Parent of Supported Organizations. Answer (a) and (b) below.
a Did the organization have the power to regularly appoint or elect a majority of the officers, directors, or

trustees of each of the supported organizations? Provide details in Part VL. 3a
b 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. 3b |
832025 10-11-18 ‘ Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Pages
|PartV | Type Il 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 i in Part VI .) See instructions. All
other Type lll non-functionally integrated supporting organizations must complete Sections A through E.

. . . (B) Current Year
Section A - Adjusted Net Income (A) Prior Year (optional)

Net short-term capital gain

Recoveries of prior-year distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation and depletion

Portion of operating expenses paid or incurred for production or
collection of gross income or for management, conservation, or
maintenance of praperty held for production of income (see instructions)
7__ Other expenses (see instructions)

8 Adjusted Net Income (subtract lines 5, 6, and 7 from line 4) 8

C1{h |0 (N =

R TR X N

(o]

~

B) Current Year
Section B - Minimum Asset Amount (A) Prior 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): /
Average monthly value of securities _ _ 1a
Average monthly cash balances 1b
Fair market value of other non-exempt-use assets 1c
Total (add lines 1a, 1b, and 1¢) 1d
Discount claimed for blockage or other S
factors (explain in detail in Part VI): »
2 _ Acquisition indebtedness applicable to non-exempt-use assets 2
Subtract line 2 from line 1d

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

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

Multiply line 5 by .035 _

Recoveries of prior-year distributions

Minimum Asset Amount (add line 7 to line 6)

o o (0 |T |

[
[

H

0 N O [
0 N O |G B

Section C - Distributable Amount o iy - o Current Year

Adjusted net income for prior year {(from Section A, line 8, Coluhn A)
Enter 85% of line 1

Minimum asset amount for prior year (from Section B, line 8, Column A)
Enter greater of line2 orline3

Income tax imposed in prior year

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 |ntegrated Type |I| suppor‘tlng orgamzatlon (see
instructions).

oD 0N (=

® (G |B N |-

Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Pagez
[PartV | Type Ill Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D - Distributions _ Current Year
1 Amounts paid to supported organizations to accomplish exempt purposes

2 Amounts paid 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 (desctibe in Part VI). See instructions.
Total annual distributions. Add lines 1 through 6.

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

9__ Distributable amount for 2018 from Section G, line 6
10__Line 8 amount divided by line 9 amount

® (N O O |h |

U] (i) (iif)

Section E - Distribution Allocations (see instructions; Excess Distributi Underdistributions Distributable
I ' ocat ( ) X istributions Pre-2018 Amount for 2018

1__Distributable amount for 2018 from Section G, line 6

2 Underdistributions, if any, for years prior to 2018 (reason-

able 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

i Carryover from 2013 not applied (see instructions)
j Remainder. Subtract lines 3g, 3h, and 3i from 3f.

4 Distributions for 2018 from Section D,

line 7: $
a Applied to underdistributions of prior years
b Applied to 2018 distributable amount
¢ _Remainder. Subtract lines 4a and 4b from 4.

5 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 VI. See instructions.

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

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

8 Breakdown of line 7:

Excess from 2014

Excess from 2015 v o Ll

Excess from 2016 e TRD

Excess from 2017

Excess from 2018

[

Tk ™o |a|0|T o

o 0|0 T |

Schedule A (Form 990 or 990-EZ) 2018
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Schedule A (Form 990 or 990-E7) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Pages

Part VI | Supplemental Information. Provide the explanations required by Part I, line 10; Part Il, line 17a or 17b; Part Il ine 12;
Part 1V, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 53, 6, 9a, 9b, 9¢, 11a, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part IV, Section C,
line 1: Part 1V, 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.)

832028 10-11-18 Schedule A (Form 990 or 990-EZ) 2018
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GORLIN SYNDROME ALLIANCE
Payments from Disqualified Persons

34-19015691

Schedule A Included on Part Il Line 7a 2018
** Do Not File **
*** Not Open to Public Inspection ***

Paver's N 2014 2015 2016 2017 2018

ayer's Name Amount Amount Amount Amount Amount
PELLEPHARM 0. 0. 51,500. 60,728. 10,327.
GINN FAMILY FUND 0. 0. 34,000. 4,000. 0.
GENENTECH 0. 0. 50,000. 0. 36,000.
MICHAEL J RAINEN
FAMILY FOUNDATION 0. 0. 20,000. 0. 0.
FOWLER, CHARLES AND :
CHAR AND FAMILY FDN 0. 0. 15,000. 15,000. 0.
RAINEN, MICHAEL AND
RKATHLEEN 0. 0. 10,000. 20,000.] 20,000.
RUBENSTEIN, RONI AND
BARRY BERSON 0. 0. 0. 0. 10,000.
AMMEN, DAVID 0. 0. 0. 0. 10,000.
Total to Schedule A,
Part I, Line 7a ...........coovvevrieii, 180,500. 99,728. 86,327,

823172 04-01-18




GORLIN SYNDROME ALLIANCE

34-1915691

Excess Payments from Non-Disqualified Persons

Schedule A Included on Part lll, Line 7b 2018
* Do Not File **
*** Not Open to Public Inspection ***
Paver's N 2014 2015 2016 2017 2018
ayer's Name Amount Amount Amount Amount Amount

INORDSON CORPORATION 10,000. 5,000. 0.
Total to Schedule A,

Partlll, Line 7b ... 10,000. 5,000.]

828173 04-01-18




Schedule B Schedule of Contributors

(Form 990, 990-EZ, P Attach to Form 990, Form 990-EZ, or Form 990-PF.

or 990-PF) » Go to www.irs.gov/Form990 for the latest information.

Department of the Treasury
Internal Revenue Service

OMB No. 1545-0047

2018

Name of the organization

GORLIN SYNDROME ALLIANCE

Employer identification number

34-1915691

Organization type (check one).
Filers of: Section:
Form 990 or 990-EZ 501(c)( 3 ) (enter number) organization
527 political organization

501(c)(3) exempt private foundation

Form 990-PF

4947(a)(1) nonexempt charitable trust treated as a private foundation

0ok

501(c)(3) taxable private foundation

4947(a)(1) nonexempt charitable trust not treated as a private foundation

Check if your organization is covered by the General ‘Rule or a Special Rule.

Note: Only a section 501(c)(7), (8), or (10) organization can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

EX_J For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or mare (in money or
property) from any one contributor. Complete Parts | and Il. See instructions for determining a contributor’s total contributions.

Special Rules

D For an organization described in section 501(c)(3) filing Form 990 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509(a)(1) and 170(b)(1)(A)(vi), that checked Schedule A (Form 990 or 990-EZ), Part I, line 13, 16a, or 16b, and that received from

any one contributor, during the year, total contributions of the greater of (1) $5,000; or (2) 2% of
or (i) Form 290-EZ, line 1. Complete Parts | and II.

the amount on (i) Form 990, Part VIiI, line 1h;

[:l For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for the
prevention of cruelty to children or animals, Complete Parts | (entering "N/A" in column (b) instead of the contributor name and address),

I, and .

D For an organization described in section 501(c)(7), (8), or (10) filing Form 990 or 990-EZ that received from any one contributor, during the
year, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Don't complete any of the parts unless the General Rule applies to this organization because it received nonexclusively

religious, charitable, etc., contributions totaling $5,000 or more during the year ... i

> $

Caution: An organization that isn’t covered by the General Rule and/or the Special Rules doesn't file Schedule B (Form 990, 990-EZ, or 990-PF),
but it must answer "No" on Part IV, line 2, of its Form 990; or check the box on line H of its Form 990-EZ or on its Form 990-PF, Part |, line 2, to

certify that it doesn’t meet the filing requirements of Schedule B (Form 990, 990-EZ, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the instructions for Form 990, 990-EZ, or 990-PF,

823451 11-p8-18

Schedule B (Form 990, 990-EZ, or 990-PF) (2018)



Schedule B (Form 990, 990-EZ, or 990-PF) (2018) Page 2

Name of organization Employer identification number
GORLIN SYNDROME ALLIANCE 34-1915691
Part ' Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(@ | ) (b) () )
No. Name, address, and ZIP + 4 ‘ Total contributions _ Typg of pontribution
1 | RUBENSTEIN, HOWARD J FAMILY FDN Person  [X]
Payroll I:l
993 FIFTH AVENUE, 9TH FLOOR $ 7,500. | Noncash [ ]
) (Complete Part Il for
NEW _YORK, NY 10028 ‘ 7 noncash contributions.)
(a) (b) () (d)
No. Name, address, and ZIP + 4 ’ Total contributions . Type of cqntribution
2 | RUBENSTEIN, RONI AND BARRY BERSON Person  [X]
Payroll |:|
885 PARK AVENUE, APT. 2C $_ 10,000. | Noncash [ ]
(Complete Part |1 for
NEW YORK, NY 10021 v noncash contributions.)
(a) ) | | (c) )
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 | PELLEPHARM Person [ X]
Payroll E:I
275 MIDDLEFIELD ROAD _ $ 10,327. | Noncash [ ]
(Complete Part Il for
MENLQO PARK, CA 94025 . _ noncash contributions.)
(a) (b) {c) (d)
No. Name, address, and ZIP + 4 v Tptal contrib’utions Type of contribution
4 | RAINEN, MICHAEL AND KATHLEEN Person
Payroll |:|
1901 WEST 55TH STREET $ 20,000, | Noncash [ ]
(Complete Part |l for
MISSION HILLS, KS 66208 noncash contributions.)
(a) (b) | (c) (d)
No. ‘ Name, address, and ZIP + 4 Total contributions Typg of cpntribution
5 | DAVID AMMEN Person  [X]
Payroll [ ]
412 MAIN STREET _ $_10,000. | Noncash [ ]
(Complete Part [l for
GROTON, MA 01450 noncash contributions.)
(a) (b) (c) {d)
No. Name, address, and ZIP + 4 Total contributions __Type of contribution
6 | SUN PHARMACEUTICALS ' Person
Payroli [:]
2 INDEPENDENCE WAY _ $ 25,000. | Noncash []
(Compilete Part il for
PRINCETON, NJ 08540 noncash contributions.)

823452 11:08-18 Schedule B (Form 990, 990-EZ, or 990-PF) (2018)
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Schedule B (Form 990, 990-EZ, or 990-PF) (2018)

Page 2

Name of organization

Employer identification number

GORLIN SYNDROME ALLIANCE 34-1915691
Part | Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(a) (b) | (e) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7 | GENENTECH Person
Payroll [ _|
1 DNA WAY 36,000, | Noncash [ ]

SAN FRANCISCO, CA 94080

(Complete Part Il for
noncash contributions.)

()
No.

(b)

Name, add_ress, _and Z'I‘P +4

(c)

Total contributions

(d)

Type of contribution

8 | SANOFF REGENERON

777 OLD SAW MILL RIVER ROAD

25,000.

TARRYTOWN, NY 10591

Person BZ]
Payroll E:[
Noncash [ |

(Complete Part |l for
noncash contributions.)

(a)
No.

(b)

()
Total contributions

()

Type of contribution

Name, address, and ZIP + 4

Person D
Payroll |:|
Noncash [ |

(Complete Part i for
noncash contributions.)

(a)
No.

(b)

Name, address,‘ andZIP + 4

(c)

Total contributions

(d)
Type of contribution

Person D
Payroll [::l
Noncash [ |

(Complete Part |l for
noncash contributions.)

(a)
No.

(b)

Name, address, and ZIP + 4

(c)

Total contributions

C)

Type of contribution

Person I::I
Payroll D
Noncash [ |

{Complete Part Il for
noncash contributions.)

(a)
No.

(b)
Name, address, and ZIP + 4

(c)
Total contributions

(d)
Type of contribution

Person L]
Payroll E:l
Noncash [ |

(Complete Part li for
noncash contributions.)

823452 11-08-18

12061113 713852 BCCNS

Schedule B {Form 990, 990-EZ, or 990-PF) (2018)

2018.04030 GORLIN SYNDROME ALLIANCE BCCNS 1



Schedule B (Form 990, 990-EZ, or 990-PF) (2018) ] Page 3
Name of organization Employer identification number

GORLIN SYNDROME ALLIANCE 34-1915691

Partll . Noncash Property (see instructions). Use duplicate copies of Part Il if additional space is needed.

(@)
(c)
No.
from D ioti § ) h . FMV (or estimate) Dat (d) ived
o) escription of noncash property given (See instructions.) ate receive:
(a)
No. ()
from Description of non(:) sh property given PMV (or estimate) Dat - ived
Part | P ash property g (See instructions.) ate recelve
(a)
No. " ® © (@
- R FMV (or estimate)
from .
oot Description of noncash property given (See instructions.) Date received
(a)
No. ()
from Description of norfz)ash roperty given FMV {or estimate) Dat - ived
Part | P property g (See instructions.) ate recelve
(a)
No. (0) © (@)
_ . FMV (or estimate)
from D .
Pt escription of noncash property given (See instructions.) Date received
(a)
No. ) FMV (or(:)stimate) d
from D . . .
Pt escription of noncash property given (See instructions.) Date received

823453 11-08-18

12061113 713852 BCCNS
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Schedule B (Form 990, 990-EZ, or 990-PF) (2018)

Page 4

Name of organization

GORLIN SYNDROME ALLIANCE

Employer identification number

34-1915691

Part lll - Exclusively religious, charitable, etc., contributions to organizations described in section 501(c)(7), (8), or (10) that total more than $1,000 for the year
from any one contributor. Complete columns (a) through (e) and the following line entry. For organizations

completing Part lll, enter the total of exclusively religious, charitable, etc., contributions of $1,000 or less for the year. (Enter this nfo. once.) > $

Use duplicate copies of Part [I if additional space is needed.

(a) No.
E’rOTI (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No
If;oTl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
ar
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No.
Igg:m (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to transferee
(a) No. :
IfDrz?rTl (b) Purpose of gift (c) Use of gift (d) Description of how gift is held
(e) Transfer of gift
Transferee’s name, address, and ZIP + 4 Relationship of transferor to tfransferee

823454 11-08-18

12061113 713852 BCCNS
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- - OMB No. 1545-0047

SCHEDULE D Supplemental Financial Statements -
(Form 990) P Complete if the organization answered "Yes" on Form 990, 20 1 8

Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 123, or 12b. 0 to Publi
Department of the Treasury P Attach to Form 990. pen to Public
Internal Revenue Service P>Go to www.irs.gov/Form990 for instructions and the latest information. _ Inspection
Name of the organization Employer identification number

GORLIN SYNDROME ALLIANCE 34-1915691

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

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

Total number at end of year . ...
Aggregate value of contributions to (during year)
Aggregate value of grants from (during year)
Aggregate value atend of year ... -
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization’s exclusive legal control? | ... ... ... ..., D Yes [,—_l No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? ... ... .. [:' Yes l:] No
| Part 1l | Conservation Easements. Complete if the organization answered "Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservaﬁon easements held by the organization (check all that apply).
l:l Preservation of land for public use (e.g., recreation or education) [___] Preservation of a historically important land area
D Protection of natural habitat D Preservation of a certified historic structure
E] Preservation of open space
2 Complete lines 2a through 2d if the organization held a gualified conservation contribution in the form of a conservation easement on the last

O A ON =

day of the tax year. . & ;| Held atthe End of the Tax Year
a Total number of cONServation asemMeNtS | | ... ... 2a
b Total acreage restricted by conservation easements 2b
¢ Number of conservation easements on a certified historic structure included in (@ ... 2c
d Number of conservation easements included in (c) acquired after 7/25/06, and not on a historic structure
listed in the National Register | ... ...t 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year p>

4 Number of states where property subject to conservation easement is located >
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of

violations, and enforcement of the conservation @asements it NOIAS 2 |—__, Yes D No
6 Staff and volunteer hours devoted to monitoring, inspecting, handling of violations, and enforcing conservation easements during the year

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

» s
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)(B)(i)

AN SECHON T7OMMANBIIN? ... oottt et [ Ives [INo

9 InPart Xlll, describe how the organization reports conservation easements in its revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization’s financial statements that describes the organization's accounting for
conservation easements.

Part lll [ Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Complete if the organization answered "Yes" on Form 990, Part IV, line 8.

1a If the organization elected, as permitted under SFAS 116 (ASC 958}, not to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part Xlil,
the text of the footnote to its financial statements that describes these items.

b If the organization elected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the following amounts
relating to these items:

(i) Revenue included on Form 990, Part VIII, line 1
(ii) Assets included in FOM 990, PAM X .\ eesess s

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

a Revenue included on Form 990, Part VI, line 1

b_Assets included in Form 990, Part X

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990) 2018
832051 10-29-18
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Schedule D (Form 990) 2018

GORLIN SYNDROME ALLIANCE

34-1915691 Page?2

| Partlll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets(continued)

3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items

(check all that apply):
a ] Public exhibition
b [:J Scholarly research
c I:l Preservation for future generations

d [ Loanor exchange programs

e [:, Other

4 Provide a description of the organization’s collections and explain how they further the organization's exempt purpose in Part XIII.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to be maintained as part of the organization’s collection?

I:l Yes |:] No

Part IV | Escrow and Custodial Arrangements. Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or

reported an amount on Form 990, Part X, |

ine 21.

1a |s the organization an agent, trustee, custodian or other intermediary for contributions or other assets not included

ONFOMM 990, PArt X2 | oottt et [Jves  [Ino
b If "Yes," explain the arrangement in Part Xill and complete the following table » ‘
Amount
€ Beginning DalANCE | ... ..ot 1c
d AdAItions dUING te Y | .. ... i 1id
e Distributions during the YBaF ..., e
FOENINGDAIANGE | et 1f

2a Did the organization include an amount on Form 990, Part X, line 21, for escrow or custodial account liability?
b_If "Yes," explain the arrangement in Part XIll. Check hers if the explanation has been provided on Part Xl _.........cooeveiiiiieens

,,l::]Yes

l:jNo
[

I Part V | Endowment "Funds. Complete if the organization answered "Yes" on Form 990, Part IV, line 10.

(a)

Current year

(b) Prior year

(c) Two years back

(d) Three years back | (e) Four years back

1a Beginning of year balance

Contributions ...,

Net investment earnings, gains, and losses

Grants or scholarships ...

T o 0 U

Other expenditures for facilities
and programs .

-

Administrative expenses

g End of year balance

2 Provide the estimated percentage of the current yeér end balance (line 1g, column (a)) held as:

a Board designated or quasi-endowment P>

%

b Permanent endowment p

%

¢ Temporarily restricted endowment p>

%

The percentages on lines 2a, 2b, and 2c should e

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

by:
(i) unrelated organizations

(i) related OrgaNZALIONS | . e et

qual 100% .

4 Describe in Part Xili the intended uses of the organization’s endowment funds.

Yes | No

3a(i)
3a(ii)
3b

Part VI | Land, Buildings, and Equipment.

Complete if the organization answered "Yes" on Form 990, Part |V, line 11a. See Form 990, Part X, line 10.

Description of property (a) Cost or other (b) Cost or other (c) Accumulated (d) Book value
basis (investment) basis (other) depreciation
1@ LaNd e e

b Bulldings ...,

c Leasehoid improvements . . ...

d Equipment |

e Other 11,650, 11,650. 0.
Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 10c.) > 0.

832052 10-28-18

12061113 713852 BCCNS
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Schedule D (Form 990) 2018 GORLIN SYNDROME ALLIANCE 34-1915691 Page3
Part VIl Investments - Other Securities.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11b, See Form 990, Part X, line 12.
(a) Description of security or category (ncluding name of security) (b) Book value (c) Method of valuation: Cost or end-of-year market value

(1) Financial derivatives . ...
(2) Closely-held equity interests . .....................c....
(3) Other

A)

B)

Q)

(®)]

()

(F)

@)
(H)
Total. (Col. (b) must egual Form 990, Part X, col. (B) line 12.) >
Part VIll| Investments - Program Related.

Complete if the organizafcion answered "Yes" on Form 990, Part IV, Iivne 11c. See Eon_'m 990, Part X, line 13. »
(a) Description of investment (b) Book value (c) Method of valuation: Cost or end-of-year market value

(1)
(2)
(3)
4
(5)
(6)
7)
(8)
(©) | -
Total. (Col. (b) must equal Form 990, Part X, col. (B) line 13.) p» T e R
Part IX | Other Assets.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11d. See Form 990, Part X, line 15.
' (a) Description (b) Book value

(1)
(2)
(3)
(4)
(5)
(6)
(7)
(8)
9 ,v )
Total. (Column (b) must equal Form 990, Part X, col. (B) line 15.) .. ...........c.cc.coocoevee. i | 2
Part X | Other Liabilities. '
Gomplete if the organization answered "Yes" on Form 990, Part |V, line 11e or 11f. See Form 990, Part X, line 25
1. (a) Desorlptlon of liability (b) Book value ; o

(1) Federal income taxes
@
3)

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

2. Liability for uncertain tax positions. In Part XllI, provide the text of the footnote to the organization’s financial statements that reports the
organization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check hers if the text of the footnote has been provided in Part Xl [ ]
Schedule D (Form 990) 2018

832053 10-29-18
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Schedule D (Form 990) 2018 GORLIN SYNDROME ALLTANCE 34-1915691 Page4d
Part Xl | Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.

Complete if the organization answered "Yes" on Form 990, Part iV, line 12a.

1 Total revenue, gains, and other support per audited financial statements . 1
2 Amounts included on line 1 but not on Form 990, Part VIII, line 12:

a Net unrealized gains (losses) oninvestments ... . 2a

b Donated services and use of facilities ..., 2b

¢ Recoveries of prior year grants ... 2c

d Other (Describe in Part XIL) ... 2d s

e Addlines 2athrough2d .. ... . 2e
3 Subtract line 2e from line 1 3

4 Amounts included on Form 990, Part VIll, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part Vill, line7b ... ... 4a

b Other (Describe in Part XHL) ... 4b

G AdAIINES 4aand db | et bttt 4c
Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part |, line 12.) ..., 5

Part XIT ] Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Complete if the organization answered "Yes" on Form 990, Part IV, line 12a.

1 Total expenses and losses per audited financial Statemen s 1
2 Amounts included on line 1 but not on Form 990, Part IX, line 25: '

a Donated services and use of facilites 2a

b Prioryearadjustments . .. 2b

c Other losses 2c

d

e 2e
3 3
4  Amounts included on Form 990, Part IX, line 25, but not on line 1: :

a Investment expenses not included on Form 990, Part Vill, line7b . ... ... ... 4a

b Other (Describe in Part XIL) e 4b

C AAAEINES AAaNT A || . .. i ettt 4c

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

fPart X1l Supplemental Information.
Provide the descriptions required for Part I, lines 3, 5, and 9; Part Ill, lines 1a and 4; Part IV, Ilnes 1b and 2b; Part V, line 4; Part X, line 2; Part XI,
lines 2d and 4b; and Part XIl, lines 2d and 4b. Also complete this part to provide any additional information.

832054 10-29-18 Schedule D (Form 990) 2018
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OMB No. 1545-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 201 8

(Form 990 or 990-EZ) Complete to provide information for responses to specific questions on
Form 990 or 990-EZ or to provide any additional information. ———— .
Department of the Treasury P Attach to Form 990 or 990-EZ. .:~Open tq Public
Internal Revenue Service P Go to www.irs.qov/Form990 for the latest information. . .-:Inspection : .-
Name of the organization Employer identification number
GORLIN SYNDROME ALLIANCE 34-1915691

FORM 990, PART I, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

THE MISSION OF THE GORLIN SYNDROME ALLIANCE (GSA) IS TO THOUGHTFULLY

SUPPORT, COMPREHENSIVELY EDUCATE AND AGGRESSIVELY SEEK TREATMENTS AND A

CURE _FOR BASAL CELL CARCINOMA NEVUS SYNDROME, IT MANIFESTATIONS AND

SPORADIC BASAL CELL CARCINOMAS.

FORM 990, PART III, LINE 1, DESCRIPTION OF ORGANIZATION MISSION:

THE MISSION OF THE GORLIN SYNDROME ALLIANCE (GSA) IS TO THOUGHTFULLY

SUPPORT, COMPREHENSIVELY EDUCATE AND AGGRESSIVELY SEEK TREATMENTS AND A

CURE FOR BASAL CELL CARCINOMA NEVUS SYNDROME, ITS MANIFESTATIONS AND

SPORADIC BASAL CELL CARCINOMAS. ITS PURPOSE IS TO SUPPORT AND INFORM

ALL THOSE WHO SEEK INFORMATION ON GORLIN SYNDROME, AND TO SEEK BETTER

TREATMENTS AND A CURE FOR THIS RARE GENETIC SYNDROME.

FORM 990, PART VI, SECTION A, LINE 4:

IN FEBRUARY 2018, THE ORGANIZATION CHANGED ITS NAME TO BCCNS ALLIANCE, AND

IT WAS SUBSEQUENTLY CHANGED TO GORLIN SYNDROME ALLIANCE IN 2019.

FORM 990, PART VI, SECTION B, LINE 11B:

THE TAX RETURN IS REVIEWED BY THE ORGANIZATION'S PRESIDENT PRIOR TO FILING.

COPIES OF THE RETURN ARE MADE AVAILABLE TO THE TRUSTEES UPON REQUEST.

FORM 990, PART VI, SECTION B, LINE 12C:

THE BOARD MEMBERS ARE REQUIRED TO DISCLOSE POTENTIAL CONFLICTS OF INTEREST

AS DEFINED IN THE ORGANIZATION'S CONFLICT OF INTEREST POLICY. AMONG OTHER

THINGS, THE POLICY MAKES CLEAR THAT ALL DECISIONS OF THE BOARD, OFFICERS
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule O (Form 990 or 990-EZ) (2018)

832211 10-10-18
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Schedule O (Form 990 or 990-EZ) (2018) Page 2
Name of the organization Employer identification number

GORLIN SYNDROME ALLIANCE 34-1915691

AND EMPLOYEES OF THE ORGANIZATION ARE MADE SOLELY ON THE BASIS OF A DESIRE

TO PROMOTE THE BEST INTEREST OF THE ORGANIZATION AND THE PUBLIC GOOD. THE

CONFLICT OF INTEREST POLICY REQUIRES BOARD MEMBERS TO IDENTIFY TO THE BEST

OF THEIR KNOWLEDGE AFFILIATIONS WITH ORGANIZATIONS THAT MAY BE POTENTIALLY

RELATED TO THE FINANCIAL OR OTHER SUBSTANTIVE OPERATIONS OF THE

ORGANIZATION. THEY ARE ALSO ASKED TO IDENTIFY CIRCUMSTANCES INVOLVING

EITHER THEMSELVES, OR A MEMBER OF THEIR EXTENDED FAMILY, THAT MAY BE

CONSTRUED AS A CONFLICT OF INTEREST. THE ORGANIZATION'S PERSONNEL ALSO

ENSURE THAT THERE ARE NO CONFLICTS OF INTEREST WHEN CONSIDERING THE

ENGAGEMENT OF A NEW VENDOR.

IF A POTENTIAL CONFLICT IS IDENTIFIED, APPROPRIATE STEPS ARE TAKEN TO BOTH

ASSESS THE NATURE OF THE POTENTIAL CONFLICT AND, SUBSEQUENTLY, TO ENSURE

THAT THE POSSIBILITY OF AN ACTUAL CONFLICT IS MITIGATED. SUCH MITIGATION

IS MANAGED AND THE LETTER AND SPIRIT OF THE CONFLICTS POLICY ARE UPHELD.

FORM 990, PART VI, SECTION B, LINE 15:

COMPENSATION FOR THE STAFF IS DETERMINED BY THE EXECUTIVE DIRECTOR AND THE

BOARD OF DIRECTORS. THIS IS BASED ON PERFORMANCE AND IS A COMPONENT OF THE

BUDGET. THE BUDGET IS DEVELOPED ANNUALLY BY THE FINANCE COMMITTEE OF THE

BOARD OF DIRECTORS, REVIEWED AND APPROVED BY THE FULL BOARD.

FORM 990, PART VI, SECTION C, LINE 19:

THE ORGANIZATION'S GOVERNING DOCUMENTS, FORM 1023 AND FORM 990 ARE MADE

AVATLABLE TO THE PUBLIC UPON REQUEST. THE FORM CAN ALSO BE FOUND ON

SEVERAL PUBLICLY-ACCESSIBLE WEBSTITES.

832212 10-10-18 Schedule O (Form 990 or 990-EZ) (2018)
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