...890

Return of Organization Exempt From Income Tax
Under section 501(c}, 527, or 4947(a}{1) of the Internal Revenue Code (except private foundations)

B~ Do not enter social security numbers on this form as it may be made public.

OMBS No, 1645-0047

2016

Open to Public

Department of the Treasury
Internal Revenue Service B~ Information about Form 990 and its instructions is at www.irs.gov/form390. Inspection
A For the 2016 calendar year, or tax year beginning and ending
B acggﬁgaatf’l‘e: C Name of crganization D Emptoyer identification number
o DYSTROPHIC EPIDERMOLYSIS BULLOSA
enange RESEARCH ASSOCIATION OF AMERICA
change | _Doing buginess as 11-2519726
e Number and street (or £.0. bex if mait is not delivered o street address) Roem/suite | E Telephone number
%"}‘iﬂg 75 BROAD ST 300 212.868.1573
atad Gity or town, state or province, country, and ZIP or foreign postal code G Gross recoipls $ 1,837,804,
pmended]  NEW YORK, , NY 10004 H{a) s this a group return
Dﬁgﬁﬁlca' F Name and address of principal officor BRETT KOPELAN for subordinates? [ Jves (XINo
pendne | oAME AS C ABOQVE H{b} Are all subordinates inatuded7l | Yes L__INo
| Tax-exempt status: [ X 500(e)(3) L] 501(c) ( j <€ finserino) L] 4947ayt)or[ ] 527 If "No," attach a fist. (see instructions)
J Wehbsite: b WWW.DEBRA.ORG H(g) Group exemption number B>
K Form of organization: [ X Cerporation [ I7rust [ Association [ | Other > [ L vear of formation: 19 79! M State of iegal domicile: N'Y
[Part 1| Summary
o | 1 Briefly describe the organization’s mission or most significant activities: DEBRA IS DEDICATED TO FINDING A
% CURE FOR EB, WHICH AFFECTS 1 OUT OF EVERY 50,000 LIVE BIRTHS IN THE
g 2 Check this box B D if the organization discontinued its operations or disposed of more than 25% of its net assets.
21 3 Number of voting members of the governing body (Part VI, ine T} s 19
g 4 Number of independent voting members of the governing body (Part Vi, line 1b) 18
] Total number of individuals employed in calendar year 2016 (Part V,fine2a) ... 14
‘§ 6 Total number of volunteers (estmate if NBCESSANYY ... e e i s 0
E 7 a Total unrelated business revenue from Past VI, column (C), Tine 12 0.
b Net unretated business taxable income from Form 990-T, ine 34 ..o 0.
Prior Year Current Year
g| 8 Gontributions and grants (Part VI, Hne Th) s 649,364. 749,944,
19 Program service revenue (Part VIIL Ne 20) _.......oriiiimionnsnnni e 0. 0.
E 10 investment income (Part VIIL, column (A), Enes 3,4, and 7d) ... 3,168, 303.
11 Other revenue {Part Vill, column (A), lines 5, 64, 8¢, 9¢, 10c,and 118) ... 926,266, 857,682,
12 Total revenue - add lines 8 through 11 {must equal Part Vill, column (A}, line 12} ......... 1,578,798, 1,607,929,
13 Grants and similar amounts paid (Part [X, column (A), lines 1-3) e 0. 0.
14 Benefits paid to or for members (Part IX, column (A}, line A e 0. 0.
g | 16 Salaries, other compensation, employee benefits (Part IX, column (A), lines 5-10) ... 682,065, 891,005.
% {6a Professional fundraising fees (Part IX, column {A), ine A8 s 0. 0.
2| b Total fundraising expenses (Part X, column {D), line 25 P 169,908.
W1 47 Other expenses (Part IX, column (A), lines 1ta-11d, 11F:248) .o 554,514. 725,322,
18 Total expenses. Add lines 13-17 (must equal Part [X, column (A), line 25) ... 1,236,579, 1,616,327,
19 Revenue less expenses. Subtract line 18 from NG 12 .....opeecsinenonsieiieeea, 342,219. <8,398.>
E§ Beginning of Current Year End of Year
29| 20 Total assets (Part X, line 16) 2,721,103. 2,835,238,
%52 21 Total liabilities {Part X, line 26) 37,835, 59,378,
25| 00 Net assets or fund balances. Subtract line 21 from line 20 ......oooeivieieneeseeneers 2,683,268, 2,775,860.

[Part Il | Signature Block

Under penalties of perjury, | declare that [ have examined this return, inc

irue, correct, and complete. Declaration of preparer (glier than officer) is based on all infermation of which preparer has any knowledgs.

iuding accompanying schedules and stataments, and fo the best of my knowladge and beliaf, itis

1

Signatuse-dt officer

sign Date
Here BRETT KOPELAN, EXEC.DIRECTOR \Sé’/ P
Type of print name and tiie 77
Print/Type preparer's name Preparer's signature Date oheck [ [} PTIN

Paid BRIAN C. WHITE %%/W y s.ﬁ?/? !:alf-emp!uyed 00058320

Preparer |Firm'sname p STUDLEY, WHITE & ASSOCIATES, P.C. / FrmsEiNp. 06-0990132

Use Only |Firm'saddressp, P4 O+ BOX 399

DANBURY, CT 06813 Phonena.203,748.6517

May the IRS discuss this return with the preparer shown above? (560 INStUCHONS) oo Yes E:‘ No

Form 990 (2016)
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LHA For Paperwork Reduction Act Notice, sec the separate instructions.
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Form 990 (2016) RESEARCH ASSQCIATION OF AMERICA 11-2519726 Page2
[Part Ili | Statement of Program Service Accomplishments

Check if Schedule O contains a response or notetoany lineinthisPart lll . ..o e [X]

1 Briefly describe the organization's mission:

DEBRA IS DEDICATED TO FINDING A CURE FOR EB, WHICH AFFECTS 1 OUT OF

EVERY 50,000 LIVE BIRTHS IN THE UNITED STATES TODAY. EB IS A

GENETICALLY BASED DISEASE CHARACTERIZED BY CHRONIC, PAINFUL

BLISTERING. THE SKIN AND MUCOUS MEMBRANES ARE SO FRAGILE THAT THE
5 Did the organization undertake any significant program services during the year which were not listed on the

PIIOT FOMN 990 OF SI0-EZD oo oo oo [Ives [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? ... DYes Bﬂ No

If *Yes," describe these changes on Schedule O.
4 Describe the organization’s program service accomplishments for each of its three largest program services, as measured by expenses.

Section 501(c}(3) and 501{c)(4} organizations are required to report the amount of grants and allocations to others, the total expenses, and
revenue, if any, for each program service reported.

da  (Code: ) (Expenses $ 3 1 O 7 9 4: 3 « Including grants of $ ) {Revanue $ 9 I 2 3 9 . )
PUBLIC AND PROFESSIONAL EDUCATION - EDUCATE THE PUBLIC & HEALTH
PROFESSIONALS ABOUT DYSTROPHIC EPIDERMOLYSIS BULLOSA "EB"

4b  (Code: ) (Expenses $ 855, 627 . includnggantsof$ ) (Revenue $ )

PATTENT & FAMILY SERVICES - PROVIDE SERVICES FOR PEOPLE WITH EB & THEIR
FAMILIES THRU NEWSLETTERS, COUNSELING PEER SUPPORT SERVICES,
CONFERENCES AND SEMINARS

4c  {(Code: ) (Expenses $ 46 . 640 . including grants o $ } (Revenue $ )

ADVOCACY - NETWORK WITH OTHER PROFESSIONAL ORGANIZATIONS & MEET KEY
LEGISLATORS TO INFORM THEM OF EB AND SECURE RESEARCH FUNDS

4d Other program services (Describe in Schedule C.)
(Expenses $ 1 5 5 r 4 7 4 « _including grants of § ) (Revsnue ) )
4e  Total program service expenses B 1,368,684,

Form 980 (2016)

632002 11-11-18
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2016) RESEARCH ASSOCIATION OF AMERICA 11-2519726  Page3
TPart 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)?
1 YES," COMPIBLE SCBLIE A oo oo eeee e e e s 1 | X
2 s the organization required to compiete Schedule B, Schedule of Contributors? ... 2 | X
3 Did the organization engage in direct or indirect political campaign activities on behalf of orin opposition to candidates for
public office? If "Yes," complate SChadule C, PAITT || .ot e is s 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, PAT I ..o v eeesesesseese s e 4 X
5 s 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 Revenus Procedure 98-197 if "Yes," complete Schedule C, Part il ... 3] X
6 Did the organization maintain any donor adviged 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 f 6 X
7  Did the organization receive or hold a conservation easement, including easements fo preserve open space,
the environment, historlc tand areas, or historic structures? if “Yes," complete Schedule D, Part TR TR T O TSR 7 X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
SCNEAUIE D, PAFE I e oot e oo a1 e e SRRt pR e R 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?
1f "Yes, " complete SCREUIE D, PArt IV oot ) X
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 O, PaE Ve s 10 X
11 If the organization’s answer to any of the following questions is "Yes," then compleie Schedule D, Parts VI, VII, VIIL X, or X
as applicable.
a Did the organization report an amount for land, buiidings, and equipment in Part X, line 107 If "Yes," complete Schedule D,
PV e e——— e 112 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, fine 167 If "Yes,” complete Schedule D, Part VIl | ... 1ib X
¢ Did the organization report an amount for investments - program related in Part X, ine 13 that is 5% or more of its total
assets reported in Part X, line 167 /f "Yes," complete Schedule D, Part VIl ... 11¢ 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 liabifities in Part X, line 257 If "Yes," complete Schedule D, Part X .. ... 1ie X
f Did the organization's separate or consclidated financial statements for the tax year Include a footnote that addresses
the organization's liability for uncartain tax positions under FIN 48 (ASC 740)7 If "Yes," complete Schedule D, Part X . 14 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? if "Yes, " complete
Sehedule D, Parts XU ant XU oottt AR e 12a| X
b Was the organization included in consclidated, independent audited financial staternents for the tax year?
If "Yes," and if the organization answered "No" to line 12a, then completing Schedule D, Paris Xi and Xil is optional ... 12b X
13 Is the organization a school described in section 170(b){1)}AIE7? If "Yes," compiete Schedule B s 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 foreigh investments vaiued at $100,000
or more? If "Yes," complete Schedule F, Parts 1 aNG IV ... 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? If "Yes," complete Schedule F, Parts If AT I e i5 | X
16  Did the organization report on Part IX, columnt (A}, line 3, more than $5,000 of aggregate grants or other assistance to
or for foreign individuals? If "Yes, " complete Schedule F, Parts A Y e e 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, Partl || ... 17 X
18  Did the organization report more tharn $15,000 total of fundraising event gross income and contriputions on Part V|, lines
1 and 8a? If "Yes," COmpIele SCHEUIE G, PAI I | ... .. oooooooo oot ca e s 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VI, line 9a? if "Yes,"
complote SeREAUIE G PAE I oo oo 19 X
Form 990 (2016)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2016) RESEARCH ASSOCIATION OF AMERICA 11-2519726_ rPaged
I'Part IV | Checklist of Required Schedules @ontinued)
Yes | No
20a Did the organization operate one or more hospital facilities? If 'Yes," complete Schedule H ... 20a X
b If "Yes* io line 20a, did ihe organization attach a copy of its audited financial statements to this return? 20b
21 Did the organization repert mare than $5,000 of grants or other assistance to any domestic organization or
domestic government on Part [X, column (A), line 17 I "Yes," complete Scheduile |, Parts | and s 21 X
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 27 If "Yes," complete Schedule |, Parts land Il ... 22 X
23 Did the organization answer "Yes" to Part VII, Section A, line 3, 4, or & about compensation of the organization’s current
and former officers, divectors, trustees, key employees, and highest cormpensated employeas? If "Yes, “ complete
SORBOUIE e\t AR LR R R 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 if "Yes, " answer lines 24p through 24d and compiete
SChEdUle K. If "NO", GO B0 N8 2BA ... .1\ eeiestee oo oo ebi e e 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
Y X BB DONAST e e 24c
d Did the organization act as an "on behalf of" issuer for bonds outstanding at any time during the year? | .. ... 24d
25a Section 501(c){3), 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 "Yas," complate Schedula L, Part! ... 25a X
b Isthe organization aware that it engaged in an excess benefit transaction with a disqualified persen in a prior year, and
that the transaction has not been reported on any of the organization's prior Forms 990 of 990-EZ7 If "Yes," complete
SOREUIE L, P L ety e RS R 26h X
26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payabies to any current or
former officers, directors, trusiees, key employees, highest compensated employees, or disqualified persons? if "Yes,"
COMPIEte SCHETUIE L, PAM Il o ooeeoeeeo oo oe oo et ek 26 X
27 Did the organization provide a grant or other assistance to an officer, director, trustee, key employee, substantial
contributor or employee thereof, a grant selection committee member, or to a 35% controlled entity or family member
of any of these persons? If "Yes,® complete Schedule L, Part il 27 X
28 Was the organization a party to a business transaction with one of the following parties {see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and axceptions):
a A ourrent or former officer, director, trustee, or key empioyee? If "Yes, b complete Schedule L, Part IV . 28a X
b A family member of a current or former officer, director, trustee, or key employse? 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,
directar, trustee, or direct or indirect owner? If "Yes, " compiete Schedule L, PArt IV .. 28c X
20  Did the organization receive more than $25,000 in non-cash contributions? If "Yes," complete Schedule M ... 29 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation
contributions? If "Yes, " complete SCROGINE M | oot oot 30 X
31 Did the organization liquidate, ierminate, or dissolve and cease operations?
1 "Yes," GOMPIBte SChETUle N, PArt T | et b b 31 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes," complete
SCNBTUIE N, Pt Il o eoeeeetee e oo et 32 X
33 Did the organization own 100% of an entity disregarded as separate from the organization under Regulations
sections 301.77012 and 301.7701-37 If "Yes," complete Schedule R, Part L e 33 X
34 Was the organization related to any tax-exempt or taxable entity? If "Yes," complete Schedule R, Part ll, ili, or IV, and
PA VNG T oo e 34 X
35a Did the organization have a controlled entity within the meaning of section 512(BYI3)7 ... 35a X
b If "Yes" to line 35a, did the organization receive any payment from or engage in any transaction with a controlied entity
within the meaning of section 512(b)(138)? If "Yes,” complete Schedule R, Part V, line s 35b
36  Section 501(c)(3) erganizations. Did the organization maks any sransfers to an exempt nen-charitable related organization?
If "Yes," complete SCHEAUIE F, PAMtV, 18 2 |1 .. ..ooo\coos oot b e s 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 B, Part VI ... 37 X
38 Did the organization complete Schedule O and provide axplanations in Schedule O for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complete Schedule O ... eeeeerenn i i gg | X
Form 990 (2016}
632004 11-11-16
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Farm 990 (2016) RESEARCH ASSOCIATION QF AMERICA 11-2519726  Paged
!L.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 reportad in Box 3 of Form 1096, Enter -0- if not applicable .. ... 1a 4
b Enter the number of Forms W-2G included in fine 1a. Enter -0-if notapplicable ... ... . 1b 4]
¢ Did the organization comply with backup withholding rufes for reportable payments to vendors and reportable gaming

(gambling) WINNINGs 10 PrIZE WINNIEIST | oot asr et ea oo ae i 22 et 1c | X
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements,
filed for the calendar year ending with or within the year covered by this return ... 2a 14
b If at least one is reported on line 2a, did the organization file ali required federal employment tax retums? . cb | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-fife (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 fine 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 (f "Yes," enter the name of the foreign country: B
See instructions for filing requirements for FINGEN Form 114, Report of Foreign Bank and Financiat Accounts {FBAR).

B5a Was the organization a party to a prohibited tax shelter transaction at any time during the taxyear? ... 5a X
b Did any taxable party notify the organization that it was oris a party fo a prohibited tax shelter transaction? . ... bb X
¢ if "Yes," to line 5a or 5b, did the organization file FOrm 88B6-TT . i e 5¢

Ba Doss the arganization 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 CoONtDULIONS Y e e Ga X
b If "Yes," did the organization inciude with every solicitation an express statement that such contributions or gifts
were NOLTAX ABAUGTDIET s oo eir et et st em et et saec et LA e e 6b
7 Organizations that may receive deductible contributions under section 170{c).
a Did lhe 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 erganization notify the donor of the vaiue of the goods or services Provided? e i}
¢ Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
B0 10 FOTM B8R o oo oo et st et e e e es ket Rtk LR L e e Tc X
d If “Yes,” indicate the number of Forms 8282 filed during the year ... 7d [
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? ... Te
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? .. 7f
g If the organization received a contribution of qualified intellectual property, did the organization file Forrn 8899 as required? | 7g
h If the organization received a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-CG7 | 7h
8 Sponsoring organizations maintaining doner advised funds. Did a donor advised fund mainiained by the
sponsaring organization have excess business holdings at any time during the Year? e e 8
9 Sponsoring organizations maintaining donor advised funds,
a Did the sponsoring organization make any taxable distributions under SECHON A9B67 e 9a
b Did the sponsoring organization make a distribution to a denor, donor advisor, or related person? gb
10 Section 501(c){7) organizations, Enter:
a Initiation fees and capital contributions included on Part VIl ine 12 .. 10a
b Gross receipts, included on Form 890, Part Viil, line 12, for public use of club facilities | ... 10b
11 Section 501(c){12) organizations. Enter:
a Gross income frommembars or Sharehioldars | . e e 11a
b Gross incorne from other sources (Do not net amounts due of paid to other sources against
amounts due or received from thBITL) | 11b
i2a Section 4947(a)(1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417 12a
b If "Yes," anter the amount of tax-exempt interest received or accrued during the year ... | 12b
13 Section 501(c}{29) qualified nonprofit health insurance issuers.
a |s the organization licensed to issue qualified health plans in more than OnE SEatE T e e 13a
Note. See the instructions for additional information ihe organization must report en Schedule O.
b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensead to issue qualified health plans || .. 13b
¢ Enter the amount of reserves on hand | .. 13c
14a Did the organization receive any payments for indoor tanning services during the tax year? ... 14a X
b I “Yes," has it filed a Form 720 fo report these payments? If "No, " provide an explanation in Schedule O .............c.;oeieezeeos 14b
Form 990 (2016)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Form 990 (2018) RESEARCH ASSOCIATION OF AMERICA 11-2519726 PageB
I Part VI | Governance, Management, and Disclosure Foreach "Yes" response to lines 2 through 7b below, and for a "No" response
to line 8a, 8b, or 10b befow, describe the circumstances, processes, or changes in Schedufe O. See Instructions.

Check if Schedule O contains & response or note to any lineinthis Part VI ey
Section A. Governing Body and Management
Yes | No
1a Enter the number of voting members of the governing body at the end of the taxyear ... 1a 19
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 commisiee or similar committes, expiain in Schedule 0.
b Enter the number of voting members included in line 1a, above, who are independent ... 1b 18
2 Did any officer, diractor, trustes, or key employee have a family relationship or a business relationship with any other
officer, director, trustee, or Key @MPIOYEET | .. . ..ottt oo e e 2 X
3 Did the organization delegate control aver management duties customarily performed by or under the direct supsrvision
of officers, directors, or trustees, or key employees to a management company or ofther person? ... 3 X
4 Did the organization make any significant changes to Its governing documents since the prior Form 990 was filed? |, .. ... 4 X
5 Did the organization become aware during the year of a significant diversion of the organization's assets? 5 X
6 Did the organization have members or StockROIderS? || ... e s 8 X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint cne or
miare members of the GOVEIMING DOGY? | . oottt e et e e 7a X
b Are any governance decisions of the organization reserved to {or subject to approvat by) members, stockholders, or
persons other than the governing Dody? e 7h X
8  Did the organization contemporaneously document the meetings held or written actiens undertaken during the year by the following:
@ THe GOVEIMING DOUYT et oo e e e 8a | X
b FEach committes with authority 1o act on behalf of the governing body? e gb | X
9 s there any officer, director, trustee, or key employee listed in Part Vi, Section A, who cannot be reached at the
organization’s mailing address? If "Yes," provide the names and addresses in Schedule © ., _..00veeeiieinneieiencenine 9 X
Section B. Policies (This Section B requests information about policies not required by the Infernal Revenue Code.)
Yes | No
10a Did the organization have local chapters, branches, or affli@ales? . et 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 980 to all members of its governing body before fiing the form? | 11ai X
b Describe in Schedule O the process, if any, used by the organization to review this Form 990,
12a Did the organization have a written conflict of interest policy? If "No,"go foline 13 ... . o |12ai X
b Were oificars, diraciors, of frustees, and key employees required to disclose annually interests that could give rise to confiicts? i2b | X
¢ Did the organization regularly and consistenily monitor and enforce compliance with the policy? If "Yas, " describe
in Schedule O ROW this WS GOME ... ..o osveese et et 12¢ | X
13  Did the organization have a written whistleblower policy? 13 | X
14  Did the organization have a written document retention and destruction policy? ... 14 X
15  Did the process for datermining 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 CEQ, Executive Director, or top management officlal || 15a | X
b Other officers or key employees of the organization 15p | X
If “Yes" to line 15a or 15b, describe the process in Schedule O (see instructions).
16a [id the organization invest in, contribute assets to, or patticipate in a joint venture or similar arrangement with a
1aXADIE ONLY UING @ VBRI .\ oot eeeeeee s se s ee s ess s 16a X
b If "Yes," did the organization follow a written policy or procedure requiring the organization to evaluate its participation
in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s
exempt status with respect to such arrangements? .. e 16b

Section C. Disclosure

17 List the states with which a copy of this Form 990 is required to be filed PNY , MT , MA ,NJ , CA

18 Section £104 requires an organization to make its Forms 1023 (or 1024 if applicable), 890, and 990-T (Section 501(c)(3)s only) available
for public inspection. Indicate how you made these available. Check all that apply.
D Own website E Ancther's website [_X_] Upon request I:‘ Other (explain in Schedule O)

19 Describa in Schedule O whether (and if so, how) the organization made its governing documents, conflict of interest policy, and financial
staternents 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: B
BRETT KOPELAN - 212.868.1573
75 BROAD ST SUITE 300, NEW YORK, NY 10004

532006 11-11-18
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 _ Page?
!Part Vli] Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors

Check if Schadule O contains a response ornote toanylineinthis Part VIl e E:l

Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees

1a Compilets this table for all persons required to be fisted. Report compensation for the calendar ysar ending with or within the organization's tax year.

@ List all of the organization's current officers, directors, trustees {whether individuals or organizations), regardiess of amount of compensation,
Enter -0- in columns (D), (E}, and (F} if no compensation was paid.

@ List alf of the organization's current key employees, if any. See instructions for definition of "key employse.”

e List the organization’s five current highest compensated employees (other than an officer, director, trustes, 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.

@ List ali of the organization's former officers, key employees, and highest compensated employses who received more than $100,000 of
reportable compensation from the organization and any related organizations.

® st all of the organization's former directors or trustees that received, in the capacity as a former director or trustee of the organization,
mare than $10,000 of reportable compensatlon 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.

m Check this box if nelther tha organization nor any related organization compensated any current officer, director, or tristee.

(A) (B) {C) (D) {E) {F)
Name and Title Average | ..o cfe gf'rg'ggihan one Reportable Reportable Estimated
hours per | box, untess person 1s both an compensation compensation amount of
week officer and a director/trustee) from from related other
{list any ég the organizations compensation
hours for § N B organization fW-2/1098-MISC) from the
related | 2| % ) § (W-2/1099-MISC) organization
organizations E E B E. and related
balow = § 5 g E;i 5 organizations
line) Zi2 B |E|FEl &
(1) FAITH DANIELS 1.00
DIRECTOR X 0. 0. 0.
{2} J ALEC ALEXANDER 1.00
TREASURER X X 0. 0. 0.
{3} DANIEL MARK SIEGEL MD 1.00
SECRETARY X X 0. 0. 0.
{4) FRANK XACMARSKY 1.00
DIRECTOR X 0. 0. 0.
(5) AMDREW TAVANI 1.00
VICE CHAIR X X 0. 0. 0.
{6) RICHARD GALLAGHER 1.00
CHAIR X 0. 0. 0.
(7) DR ROBERT MEIROWITZ 1.00
DIRECTOR X 0. 0. 0.
(8) BRETT EOPELAN 40.00
EXECUTIVE DIRECTOR X X 153,012, 0. 0.
{9) JOHN LEE 1.00
DIRECTOR X 0. 0. 0.
(10} WILLIAM CORNMAN 1.00
DIRECTOR X 0. 0. 0.
{11) ROBERT RAYL 1.00
DIRECTOR X 0. 0. 0.
{12) JIM WETRICH 1.00
DIRECTOR X 0. 0. 0.
{(13) LESLIE RADER 1.00
FAST CHAIR X 0. 0. 0.
(14) THOMAS MISISCO 1.00
DIRECTOR X 0. 0. 0.
{15) ANGELA CHRISTIANO PH,D, 1.00
DIRECTOR X 0. 0. 0.
{16) JAMES WETRICH 1.00
DIRECTOR X 0. 0. 0.
{17) JEANNE ROCCON ROHM 1.00
DIRECTOR X 0. 0. 0.
832007 11-11-16 Form 990 (2016)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 9890 (2016) RESEARCH ASSOCIATION OF AMERICA 11-2519726  Page8
{Part Vit { Section A. Qfficers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
(A} (B) (C) (D} (E) {F)
Name and title }fverage (o not Cfe gf'rsl'ggman one Reporiable Reportable Estimated
OUrS PBI1 | box, unlass person is both an compensation compensation amount of
waek officer and a director/lrustas) from from related other
(istany |3 the organizations compensation
hoursfor | 5 7 organization (W-2/1099-MISC) from the
related | g | & B (W-2/1099-MISC) organization
organizations| £ | 3 g \E and related
below 2181 |21kE = organizations
lne) |2 % ||z 28| &
{18) ROBERT RYAN PHD 1.00
DIRECTOR 0. 0. 0.
{15) ROBERT RYAN 1.00
DIRECTOR 0. 0. 0.
1b 153,012, 0. 0.
0. 0. 0.
d Total (add lines 10 and TC) .o oeoeeiiisiisccee ez 153,012, 0. 0.
2 Total number of individuals {including but not limited to those listed above) who received more than $100,000 of reporiable
compensation from the organization | 1
Yes | No
3 Did the organization list any former officer, director, or trustee, key employee, or highest compensated employee on
line Ja? If "Yes," complete Schedule J for such iNAVIGUE! ||| ... 3 X
4  Forany individual listed on line 1a, is the sum of reportable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f "Yes, * complete Schedule J for such individual ... ... 4 X
5 Did any person listed on line 1a receive or acorue compensation from any unvelated organization or individual for services
rendered to the organization? If "Yes." complete Schedule J for SUCRPEISON ....eevisiereceeeescess i i 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 NONE Descrigtion of services Compensation
2 Total number of independent contractors {including hut ot fimited to those listed above) who received more than
$100,000 of compensation from the organization b 0
Form 990 (2018)
632008 11-11-16
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2016) RESEARCH ASSOQCTIATION OF AMERICA 11-2519726  Page®
[Part VIIl | Statement of Revenue
Check if Schedule O containg a response or note toany lineinthis Part VI ..oy |:|
{A) {B) {C) (D)
Total revenue Related or Unrelated R?ngr?}llt% Eﬁﬂgg?d
exempt function business sactions
revenue revenue 512 -514
*2‘% 1 a Federated campaigns ... . 1a
g E b Membershipdues . .. ... b
<t ¢ Fundraisingevents | . ... ... 1c
Ee:u d Related organizations ... .. 1d
E?E e Government grants {contributions} ie
gg £ All cther contributions, giits, granis, ang
.E 5 similar amounis not included above if 749,544,
g% g Noncash contributions included in lines ta-1t
Q© h Total. Addlines Tadf .. B 749 944,
Business Code
3 2a
.é . b
w g c
o e
o f All other program service revenue ...
g_Total, A nes 28-2F ... |
3 Investment income {including dividends, interest, and
other similar amounts),_ ... | 4 303, 303,
4  Income from investment of tax-exempt bond proceeds B>
8 ROVAMIES oo e B
(i} Real {i§} Personal
@a Grossrents ... ...
b Less:rentat expenses .,
¢ Rental income or (loss) .
d Net rental iNComMe of (10S8) . vvoeeeieeessiiriiseiiee B
7 a Gross amount from sales of {i) Securities (i} Other
assets other than inventory
b Less: cost or other basis
and sales expenses ..
¢ Gainor{loss) ...
d Net gain or (loss) ...
® 8 a Gross income from fundraising events {nof
g including $ of
é contributions reperted on line 1¢). See
5 Part IV, ne 18 ..o al 1,078 645,
g b Less: direct expenses ... b 229 875.
Net income or {loss) from fundraising events  ............... B 848 7790, 848,770,
9 a Gross income from gaming activities. See
Part IV, line 19 e a
b Less: direct expenses ., ... b
¢ Net income or {loss) from gaming activities  ............... B
10 a Gross sales of inventory, less retums
and allowances ... a
b Less: cost of goods sold
¢ Netincome or (loss) from sales of inventory ...
Miscellanecus Revenue Business Code
11 a MISCELLANEQUS INCOME 909099 8,912, B, 912,
b
c
d Alfotherrevenue ...
e Total Addlines TTa-11d ..o B 8,912,
12 Total revenue, See instructions. ...z [ 1,607,923, 8,912, 0, 849 073,

Form 990 (2016)

632009 11-11-18
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Form 990 (2016)

DYSTROPHIC EPIDERMOLYSIS BULLOSA

RESEARCH ASSOCIATION OF AMERICA

11-2519726 Page10

'Part IX | Statement of Functional Expenses

Section 501(ck3) and 501{c)(4) organizations must complete all columns. Al other organizations must complete column {A).

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

Do not include amounts reported on lines 6b, (A) |8 (<) D}
70, 80, S, and 100 of Pat Vil Total expenses Programenn'®® | tenerar oxpensss FSEééﬁ?élg
1 Grants and oiher assistance to domestic organizations
and domestic governments. Sze Part [V, fine 213
2 Grants and other assistance to domestic
individuals. See Part IV, ine 22 ...
3 Grants and other assistance to foreign
organizations, foreign governments, and foraign
individuals. See Part ¥V, lines 15and 16 ..
4 Benefits paid to or for members . ...
5 Compensation of current officers, directors,
trustees, and key employees ________________________
6 Compensation not included above, 1o disqualified
persons (as defined under section 4958(1}(1)) and
persons dascribed in section 4958(e)}3)B) .
7  Other salaries and Wages ... 743,020, 631,567, 37,151. 74,302,
8 Pensicn plan accruals and contributions {include
section 401(k) and 403(b) emplayer contributions) 84,706. 72,000, 4,235, 8,471,
9 (Other employee benefits ... ...
10 Payroll taxXes ..o 63,279, 53,787, 3,164. 6,328.
11 Fees for services {(non-employees}):
a Management ..
boLagal s
¢ Accounting ...
d Lobbying | e
e Protessional fundraising services, Ses Part ¥, line 17
f Investment managementfees . ...
g Otner. {Ifline 11g amount exceeds 10% of line 25,
column (A} amount, list line 1o expenses or: Sch 0.) 15,137, 12,866, 757. 1,514.
12 Advertising and promotion ... 75,059, 63,800, 3,753, 7,506,
13 OFfiCe BXPENSES o e 71,083, 60,421. 3,554, 7,108,
14 Information technology
15 Rovalties ...
16 QCOUBANGY oo, 92,048, 78,241. 4,602. 9,205.
17 THRVEL e 27,628. 23,484. 1,381. 2,763.
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and mestings ., 284,345, 241,694, 14,217, 28,434,
20 dnterest
21 Payments to affiliates .. ...
22  Depreciation, deplstion, and amortization .. 6,213. 5,281, 3i1l. 621.
23 INSUMANCE e 10,863. 9,234, 543. 1,086.
24  Other expenses. [temize expanses not covered
abeve. (List miscellansous expenses ir ling 24e, If fine
24g arolnt exceeds 10% of line 25, colurn (A)
amount, fist line 246 expenses en Schedule 0.)
a PATIENT ASSISTANCE 47,177, 47,1717,
b DUES & SUBSCRIPTIONS 34,946, 29,704, 1,747, 3,495,
¢ TELEPHONE 15,440, 13,124, T72. 1,544.
d BAD DEBTS 14,435, 14,435,
e All other expenses 30,948, 26,304, 1,548, 3,096,
25 _ Total functional expenses. Add lines 1 through 24e 1,616,327, 1,368,684, 77,735. 169,908.
26 Joint costs. Complete this line only if the organization
reported in coiumn (B) joint cosis from a combined
educational campaign and fundraising solicitation,
check nere B || it rollowing 50P s8-2 (A5C 958-720)
Form 990 (2016)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

11-2519726 Page 11

Form 290 (2016) RESEARCH ASSQOCTIATION OF AMERICA
I'Part X | Balance Sheet
Check if Schedule O contains a response ornote to any lineinthis Part X ... [:l
(A) (B)
Beginning of vear End of year
1 Cash- NOM-NtEreStDBANNG . ...\ oeoeoeeesee e 1,201,486. 1 1,262,189,
2 Savings and temporary cash investments | ..., 640,324, 2 623,055,
3 Pledges and grants receivable, nel ... 3
4 ACCOUNES TECRIVabIE, NBL | | i 157,217.| 4 19,641.
5 Loans and other receivables from current and former officers, directors,
trustess, key employees, and highest compensated employees. Complete
Part 11 0F SChedUIE L | e 5
68 Loans and other receivables from cother disqualified persons (as defined under
section 4958(H(1)), persons described in section 4958(c)(3)(8), and contributing
employers and sponsoring organizations of section 501{c)9) voluntary
% employsas' beneficiary organizations (see instr). Complete Part llof Scht .. 4]
A 7 Notes and loans receivable, net 7
L | 8 nventories fOr Sl OF US8 . ..o 690,784. 8 836,631,
9 Prepaid expenses and deferred Charges ..o 17,725. 9 86,368.
10a Land, buildings, and equipment: cost or other
basis. Complete Part Vi of Schedule D
b Less; accumulated depreciation ... 13, 567.]10¢c 7, 354,
11 Investments - publicly traded securities ... 11
12  Investments - other securities. See Part IV, line 11 12
13 investmnents - programerelated. See Part IV, line 11 ... 13
14 intangibleassets | ... ... 14
15  Other assets. See Part IV, line 11 15
16 Total assets, Add lines 1 through 15 {must equal line 34) 2,721,103.] 18 2,835,238.
17  Accounts payable and accrued expenses .. 37,835.0 17 59,378,
18 Grants Payable | 18
19 Deferred FEVENUS | . ... i e eaasr e 19
20 Tax-exemptbond liabilities . ... 20
21 Escrow or custodial account liability. Complete Part IV of Schedule D ... 21
o |22 Loans and other payabies to current and former officers, directors, trustees,
E key employees, highest compensated employees, and disgualified persons.
g Complete Part il of SEhedUIB L | ... .. ..o 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 Fiabilities {including federal income tax, payables to related third
parties, and cther iiabilities not included on lines 17-24). Complete Part X of
SChedule D e e 25
26 Total liabiities, Add nes 17 through 25 ..iini e s 37,835.; 2 59,378,
Organizations that follow SFAS 117 (ASC 858), check here P DZ] and
2 complete lines 27 through 29, and lines 33 and 34.
£ | 27 Unrestrictod et @SSets . oooipmvsomns oo 1,873,083.] 27 1,851,852,
T |28 Temporarily restricted net assets 810,185, 28 924,008,
g 29 Permanently restricted net assets ... 29
3 Organizations that do not follow SFAS 117 (ASC 958), check here B[
5 and complete lines 30 through 34,
% 30 Capital stock or trust principal, or current funds . 30
ﬁ 31 Paid-in or capital surplus, or land, building, or equipment fund ... 31
T | 32 Retained sarnings, endowment, accumulated Income, or otherfunds ... ... 32
Z | 33  Total net assets or fund BAIBNCES e er et 2,683,268.] 33 2,775,860,
34  Total liabiiities and net assets/fund balances ... 2,721,103.] 34 2,835,238,
Form 990 {2016)
632011 1i1-11-16
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2016) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Pagel2
Part X! | Reconciliation of Net Assets
Check if Schedule O contains a response ornote toany lineinthis Part X1 ........iieeeneni i i Eﬂ
1 Total revenue {must agual Part VIIl, column (4), line 12) 1 1,607,929,
2 Total expenses {must equal Part IX, column {A), line 25) 2 1,616, 327.
3 Revenue less expenses. SUBLACt ne 2 HOM IN@ T e e 3 <8,398.>
4 Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A)} ... 4 2,683,268,
5 Net unrealized gains (fosses) on INVESIMENS | ... i 5 <42,178.>
6 Donated services and use of facilities . s 6
7 Invaestment expenses 7
8 Prior period adjustments 8
9  Other changes in net assets or fund balances (explain in Schedule O) ... ... ..o ) 143,168,
10 Net assets or fund balances at end of year. Gombine lines 3 through 8 {must equal Part X, fine 33,
GO B oo oot pet e e eie sy et 10 2,775,860,
i Part XIl| Financial Statements and Reporting
Check if Schedule O contains a response or note to any ling inthis Part Xl ... I:l
Yes | No

1 Accounting method used to prepare the Form 990: l_:l Cash ijﬂ Accrual D Other
If the organization changed its method of accounting fram a prior year of chacked "Other," explain in Schedule O.
2a Ware the organization’s financial statements compiled or reviewed by an independent accountant? 2a X
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consolidated basis, or both:
I:I Separate basis I:l Consolidated basis E] Both consolidated and separate basis
b Woere the organization’s financial statements audited by an independent aCCOURtaNt? ... b | 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}] Separaie basis D Consolidated basis D 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, of compiiation of its financial statements and sefection of an independent accountant? . 2¢ | X
1f 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 ihe Single Audit

ACE ARG OMB GINCUIAr AT oot eee s eeeees oo ees oo 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 takentoundergo suchaudits ... 3b
Form 980 (2016)
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SCHEDULE A

OMB No, 1545-0047

Public Charity Status and Public Support

Complete if the organization is a section 801(c)(3) organization or a section
4947(a){1} nonexempt charitable trust.
J Attach to Form 980 or Form 990-EZ.
P> Information about Schedule A (Form 990 or 920-EZ) and its instructions is at www.irs.gov/form930,

" {Form 990 or 990-EZ)

Department of the Treasury
ternal Revenua Service

2016

Open to Public
Inspection

Name of the organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

Employer identification number

11-2519726

{Part 1 | Reason for Public Charity Status (Al organizations must complete this part,) Sees instructions.

The organization is not a private foundation because it is: {For ines 1 through 12, check only one box.)
1 {:l A church, convention of churches, or association of churches described in section 170(b)(1){AXi).
2 [j A school described in section 170{b)(1}(A}ii). {Attach Scheduls E (Form 990 or 990-EZ) )
3 l:l A hospital or a cooperative hospital service organization described in section 170{b}( 1){A)iii).
4

city, and state:

A medical research organization operated in conjunction with a hospital described in section 170{b)(1)(A)(iii}. Enter the hospital’s name,

(41

section 170{b){1}{A}iv}). (Complete Part I}
A federal, state, or local government or governmental unit described in section 170({b){ 1){A)v).

section 170{b)(1){A)(vi). (Complate Part il.)
A community trust described in section 170(p){ 1){A)(vi). (Gomplete Part 1)

university:

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

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

An agricultural research organization described in section 170(b)(H(A)(ix) operated in conjunction with a land-grant college
or university or a norrland-grant college of agriculiure {see instructions). Enter the nams, city, and state of the college or

U 00 &0 [

10
activities related to its exempt functions - subject to certain exceptions, and {2) no more than 33 1/3% of its support

An arganization that normally receives: (1) more than 33 1/3% of its suppeort from contributions, membership fees, and gross receipts from

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 508(a}(2). (Complete Part I}
An organization organized and operated exclusively to test for public safety. See section 509{a){4).
An organization organized and cperated exclusively for the benefit of, to perform the functicns of, or to carry out the

1"
12

[}
[ ]

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.
D Type |. A supporting organization operated, supervisad, or controlied 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 tha supporting

orgardzation. You must comptete Part IV, Sections A and B,

1

Type fl. A supporiing erganization 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.

its supported organization(s) (see instructions). You must complete Part iV, Sections A, D, and E,

]

Type Nl functionally integrated. A suppaorting organization operated in connection with, and functionally integrated with,

Type Il non-functionally integrated, A supporting arganization 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.,

Check this box if the organization received a written determination from the IRS that it is a Type |, Type I, Type iii
functionally integrated, or Type Il non-functionaily integrated supporting organization.

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

]

=]

T 15 The orpaniation sted
i your govaining document?

Yes No

{v} Amount of monetary
support (see instructions)

{i) Name of supported (i) EIN {ifi} Type of organization
organization {described on lines 1-10
above {see instructions)}

{vi) Amount of other
support (see instructions)

Total

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 980-EZ, 632021 cg-21-18
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Scheduls A (Form 990 or 990-EZ) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 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 6, 7, or 8 of Part { or if the organization failed to qualify under Part IIl. If the organization

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

Section A. Public Support

Calendar year {or fiscal year beginning in) > {a) 2012 {b) 2013 {c) 2014 {d) 2015 {e) 2016 {f) Total

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

948,110.] 757,834, 1052072.| 649,364.} 749,944.; 4157324,

2 Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf

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

4 Total, Add lines 1 through 3 .

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 fine 1%,
column (f)

948,110.] 757,834, 1052072.| 649,364, 749,944. 4157324,

.................................... 4157324,

6 Public support. subiract line 5 from line 4.
Section B. Total Support
Calendar year {or fiscal year beginning in) b {a) 2012 {b) 2013 (c} 2014 {d) 2015 {e} 2016 (f) Total
948,110, 757,834, 1052072. 649,364. 749,944, 4157324,

7 Amountsfromline4 ...
8 Gross income from interest,
dividends, payments received on ;

securities loans, rents, royalties

and income from similar sources ___ 788. 3,917, 1,081, 3,168, 303. 9,257,

9 Net income from unrelated business
activities, whether cr not the

business is regularly carried on

10 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1)

11 Total support. Add lines 7 through 10 4166581.
12 Qross receipts from related activities, etc. (56€ INSIIUCHIONS) ... 12 ! 410,552,
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 (€)(3)

organization, check this box and StoOp Nere . ...........e;eceesoiion ey e e s e e s B l::l
Section C. Computation of Public Support Percentage
14 Public support percentage for 2016 (line 6, column (f) divided by fine 11, column (M) ... 14 99.78 %
15 Public support percentage from 2015 Schedule A, Part Il Bne 14 s 15 99.71 %

16a 33 1/3% support test - 2018, If the arganization 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 quaiifies as a publicly supported OFGaniZation | ... e
b 33 1/3% suppert test - 2015, 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 || e e
17a 10% -facts-and-circumstances test - 2016, if the organization did not check a box on line 13, 16a, or 16b, and jine 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 orgartization
meets the "facts-and-circumstances® test, The organization gualifies as a publicly supported organization ... P D
b 10% -facts-and-circumstances test - 2015. If the organization did riot check & 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 gualifies as a publicly supported organization ... |- |:|

18 Private foundation. If the organization did not check a box on line 13, 16a, 16h, 17a, or 17b, check this box and see instructions ... B D
Schedule A (Form 980 or 990-EZ) 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule A {Form 990 or 990-E7) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page3
MPart 1Il [ 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 I1. ¥ the organization fails to
gualify under the tests listed below, please complete Part 1)
Section A. Public Support
Calendar year (or fiscal year beginning in) (a) 2012 {b) 2013 (c) 2014 {d} 2015 {e) 2016 {f) Total
1 Gifts, grants, contributions, and
membership fees received. (Do not
include any "unusual grants.")

2 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

3 Gross receipts from activities that
are not an unrelated trade or bus-

iness under section 513

4 Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf

& Thae value of services or facilities
furnished by a governmental unit to
the organization without charge

6 Total Addlines 1 throughS ... ..
7a Ameunts inciuded on lines 1, 2, and
3 received from disqualified persons
b Amounts included on fines 2 and 3 received
from other than disqualified persens that

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

cAddlines7aand 7b ...

8 Public support. {Subtrzctling 7¢ from Eng 6.}
Section B. Total Support
Calendar year {or fiscal year beginning in) B~ {a} 2012 {b) 2013

9 Amounts fromline & ...
10a Gross income from interest,

dividends, payments received on

securities loans, rents, royalties

and income from simifar sources
b Unrelated business taxable income

{lass secticn 511 taxes) from businesses

acquired after June 30, 1975

¢ Addlines i0aand 10b ... ..
11 Net income from unrelated business
activities not included in fine 10b,
whether or not the business is
regularly carriedon .
12 Other income. Do not inciude gain
or loss from the sale of capital
assets (Explain in Part VI} --oeeeee
13 Total support. (add lines 2, 10¢, 11, and 12)
44 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,

(¢} 2014 {d) 2015 {e) 2016 {f) Total

Chack this DOX AMG SEOD NEPE oo ittt i i s et ei ety ven gy e s s e e
Section C. Computation of Public Support Percentage

15 Public support percentage for 2016 {line 8, column {f} divided by line 13, column 0

16 Pubiic support perceniage from 2015 Schedule A, Part L line 15 ..z
Section D. Computation of Investment Income Percentage

15 %

16 %

17 Investment income percentage for 2016 (line 10¢, column (f) divided by fing 13, column{f)) ... 17 %
18 Investment income percentage from 2015 Schedule A, Part 8t fne L I U 18 %
19a 33 1/3% support tests - 20186, If the organization did not check the box on line 14, and fine 15 is more than 33 1/3%, and line 17 is not
more than 33 /3%, check this box and stop here. The organization qualifies as a publicly supported organization ... | [:'
b 33 1/3% support tests - 2015, 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 mare than 33 1/3%, chack this box and stop 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) 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule A (Form 990 or 990-E7) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page4
[Part IV] supporting Organizations
{Complete only if you checked a box in line 12 on Part | if you checked 12a of Part |, complete Sections A
and B. If you checked 12b of Part §, complete Sections A and C. If you checked 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 conlinuing relationship, explain, 1

2 Did the organization have any supportad organization that does not have an IRS determination of status
under section 508(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 (B} If "Yes, " answer
{b) and (c) below. 3a

b Did the organization confirm that each supported organization gualified under section 501(c}(4), (5), or (6) and
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 ali support to such organizations was used exclusively for section 170(c}{(2)(B)
purposes? If "Yes," explain in Part Vi what controls the organization put in place fo ensure such use. 3c
4a Was any supported organization not organized in the United States ("foreign supporied organization")? If
"Yes," and if you checked 12a or 12b in Part i, answer (b) and (c} below. 4a

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

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)(3) and 509(a)(1) or {2)? If "Yes," explain in Part VI what controls the organization used
fo ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)(B)
puUrposes., 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, substifuted, or removed: (ij) the reasons for each such action;
(iii) the authority under the organization's organizing document authorizing such action; and {iv) how the action
was accomplished (such as by amendment to the organizing documen t). 5a

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

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

6 Did the organization provide support {whether in the form of grants or the provision of services or facilities) to
anyone other than {j) its supported organizations, (i individuals that are part of the charitable class
bensfited by one or more of its supported organizations, or (iii) other supporting organizations that also
support or benefit one or more of the filing organization’s supported organizations? /f 'Yes," provide detail in
Part V1. 8
7 Did the organization provide a grant, loan, compensation, or other similar payment to a substantial contributor
(defined in section 4958(c)(3)(C)), a family member of a substantial contributor, or a 35% controfied entity with

5b

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 77
If "Yes,” complete Part | of Schedule L {Form 890 or 990-E7). 8

9a Was the organization controlied directly or indirectly at any time during the tax year Dy one or more
disqualified persons as defined in section 4946 (other than foundation managers and organizations described

in section 509(@)(1) or (2))7 If “Yes,” provide detail in Part Vi, 9a
b Did one or more disqualified persons (as defired in line 9a) hold a controlling interest in any entity in which

the supporting organization had an interest? /f "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 crganization also had an interest? If "Yes," provide detail in Part VI 9c

10a Was the organization subject to the excess business holdings rules of section 4943 because of section
4943(f) (regarding certain Type {i supporting organizations, and ail Type Il non-functionally integrated

supporting organizations)? If "Yes, " answer 106 below. 10a
b Did the arganization have any excess business holdings in the tax year? {Use Schedule C, Form 4720, to
determine whether the organization had excess business hoidings.) 10b

832024 08-21-16 Schedule A (Form 990 or 980-EZ) 2016

17
10070501 806950 DEBRA 2016.03040 DYSTROPHIC EPIDERMOLYSIS BU DEBRAL



DYSTROPHIC EPIPERMQOLYSIS BULLOSA
Pchedule A {Form 990 or 990-E7) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Pages
yPart IV | Supporting Organizations (continuad)

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, elther alone or together with persons described in (b) and (c)
helow, the governing body of a supported organization? 11a
b A family member of a person described in {a) above? 11b
¢ A 35% controiled entity of a person described in (a) or (b) above? if "Yes" to a, b, or ¢, provide defall in Part Vi, 11ic
Section B. Type | Supporting Organizations

Yes | No

1 Did the directors, trustass, 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) sffectively operated, supervised, or
confrolled the organization's activities. If the organization had more than one supperted organization,
describe how the powers to appoint and/or remove directors or trustees were alfocated 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 supperied organization other than the supported
organization(s) that operated, supervised, or controlled the supporting organization? If "Yes," explain in
Part VI how providing such benefit carried out the purposes of the supported organization(s) that operated,
supervised, or controlled the supporting organization, 2

Section C. Type |l 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 conirof
or management of the supporting organization was vested in the same persons that controfled or managed
the supportaed organization(s}.

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 menth of the
organization's tax year, {i) a written notice describing the type and amount of support provided during the prior fax
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 ()} appointed or elected by the supporied
organization(s) or (fi) 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

3 By reason of the refationship described in (2), did the organization's supperted 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.

Section E. Type lil Functionally Integrated Supporting Organizations

1 Check the box next to the method that the organization used to satisfy the Integral Part Test during the yeafses instructions).

a [j The organization satisfied the Activities Test. Complete line 2 below.

b [:l The arganization is the parent of each of its supporied organizations. Complete line 3 below,

c [:l The organization supported a governmentat entity. Describe in Part Vi how you supported a government entity {see instructions).

2 Activities Test, Answer (a} and {b) below.

a Did substantially all of the organization’s activities during the tax year directly further the exempt purposes of
the supported organization{s) to which the organization was responsive? If "Yes," then in Part W Identify
those supported organizations and explain how these aclivities 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.

b Did the activitios 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 organizationfs) would have engaged in these
activities but for the organization's involvement.

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 VI. 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 piayed by the organization in this regard. 3b
Schedule A (Form 990 or 990-EZ) 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule A (Form 890 or 990E7) 2016 RESEARCH ASSOCIATION OF AMERICA

11-2519726 Pages

:Part V | Type Ill Non-Functionally Integrated 509(a)(3} Supporting Organizations

1

D Check here if the organization satisfied the integral Part Test as a qualifying trust on Nov. 20, 1970 {explain in Part VI) See instructions. All

other Type HI nonfunctionally integrated supporiing organizations must complete Sections A through E.

Section A - Adjusted Net Income

(A} Prior Year

{B) Current Year
{optional)

Net short-term capital gain

Recoveries of prior-year distributions

Qther gross income (see instructions)

Add lines 1 through 3

Depraciation and depletion

o L (0N |-

oo B BTN {72 N v B PR

Portion of operating expenses paid or incurred for preduction or
collaction of gross income or for management, conservation, or
maintenance of property held for production of income (see instructions)

2]

7

Other expenses {see instructions)

-~

8

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

Section B - Minimum Asset Amount

{A) Prior Year

(B) Current 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

ib

Fair market value of other non-exempt-use asseis

1¢

Total {add lines 1a, 1b, and 1g)

1d

oo |0 |T o

Discount claimed for blockage or other
factors (explain in detail in Part VI):

N

Acquisition indebtedness applicable to non-exempt-use assets

w

Subtract line 2 from line 1d

B

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

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

Multiply line 5 by .03%

Recoveries of prioryear distributions

5
6
7
8

Minimum Asset Amount {add line 7 to line 6}

0o [~ B jth |

Section G - Distributable Amount

Current Year

Adjusted net income for prior year (from Section A, line 8, Coluran A)

Enter 85% of line 1

Minimum asset amount for prior year (from Section B, ling 8, Column A)

Enter greater of line 2 or line 3

Income tax imposed in prior year

G B |G N e

[+ [+ P A VI

Distributable Amount. Subtract line 5 from line 4, urless subject to
amergency temporary reduction (see instructions)

6

D Check here if the current year is the organization's first as a non-functionally integrated Type Il supporting organization (see

instructions).

632028 Q9-21-18
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Pchedule A (Form 990 or 990-£2) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page?
TPart V | Type Il Non-Functionally Integrated 509(a)(3) Supporting Organizations (continued)
Section D - Distributions Current Year

1 _Amounts paid to supported organizations to accompiish exempt purposes

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

3 Administrative expenses paid to accomplish exempt purposes of supported organlizations

4 Amounts paid to acquire exempt-use assets

5 Qualified set-aside amounts (prior IRS approval required)

4]

7

8

Cther distributions {describe in Part VI). See instructions
Total annual distributions. Add lines 1 through &
Distributions to attentive supported organizations to which the organization is responsive
(provide details in Part VI). See instructions
9 Distributable amount for 2016 from Section C, line 6
10 Line 8 amount divided by Line 9 amount

i) {in} (iii}
Excess Distributions Underdistributions Distributable
Section E - Distribution Allocations (see instructions} xee Pre-2016 Amount for 2018

1 Distributable amount for 2016 from Section G, line 6

2 Underdistributions, if any, for years prior to 2016 {reason-
able cause required- explain in Part VI). See instructions

3 FExcess distributions carryover, if any, to 2016:

From 2013

From 2014

From 2015

Total of lines 3a through

Apgplied to underdistributions of prior years

Applied to 2016 distributable amount

Carryover from 2011 not applied (see instructions)

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

4 Distributions for 2016 from Section B,

line 7: $

Applied to underdistributions of prior years

Applied to 2016 distributable amount

Remainder. Subtract lines 4a and 4b from 4

6 Remaining underdistributions for years prior to 2016, 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 2016. Subtract lines 3h
and 4b from line 1. For result greater than zero, expiain in
Part Vi. See instructions

7 Excess distributions carryever to 2017, Add lines 3j
and 4c

8 Breakdown of line 7:

bl Lo T o N [ T L B

—

o

o

0

Excess from 2013
Excess frem 2014
Excess from 2015

o o |0 ([T le

Excess from 2016

Schedule A (Form 990 or 990-EZ) 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedute A (Form 990 or 990-E7) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Pages

{Part Vi| Supplemental Information. Provide the explanations required by Part Il, line 10; Part II, line 17a or 17b; Part I, line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 52, 6, 9a, 9b, 8¢, 113, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part IV, Section G,
line 1; Part IV, Section D, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Pari V,
Section D, lines 5, 6, and 8; and Part V, Section E, lines 2, 5, and 6. Alsc complete this part for any additional information.

(See instructions.)

532028 09-21-16 Schedule A {Form 990 or 990-EZ) 2018
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Schedule B Schedule of Contributors OME No. 1645-0047
Form 990, 990-EZ, .
r a50.PF) ' B Attach to Form 990, Form 990-EZ, or Form 990-PF.
Dopartment of the Treasury B> Information about Schedule B (Form 920, 990-EZ, or 890-PF) and 20 1 6
Internal Revenue Service its instructions is at www.lrs.gov/form3990 .
Name of the organization Employer identification number
DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION QF AMERICA 11-2518726
QOrganization type{check one):
Filers of: Section:
Form 990 or 890-EZ [(X] 501 ) 3 ){enter number) organization

4947(a)(1) nonexempt charitable trust not treated as a private foundation
527 political organization
501(c)(3) exempt private foundation

Form 990-PF

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

JO0o00oLC

501{c)(3) taxable private foundation

Check if your arganization 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 Rufe. See instructions.

General Rule

D For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more {in mongy of
property) from any one contributor. Gomplete Parts | and ll. See instructions for determining a contributor’s total contributions.

Special Rules

@ For an organization described in section 501{c)(3) filing Form 980 or 990-EZ that met the 33 1/3% support test of the regulations under
sections 509(@){1) and 170{b)(1)(A)vi), that chacked Schedule A (Form 990 or 990-FZ), Part 11, ina 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 the amount on (i) Form 890, Part Vill, line 1h,

or (i) Form 990-EZ, line 1. Compiete Parts { and Il.

|:] For an organization described in section 501(c){7), (8), or (10} filing Form 890 or 980-EZ that received from any one centributor, during the
year, totai contributions of more than $1,000 exclusively for refigious, charitable, scientific, literary, or educational purposes, ot for
the prevantion of cruelty to children or animals. Gomplete Parts |, I, and Il

D For an organization described in section 501{)(7}, (8), or {10} filing Form 990 or 990-E7 that received from any one contributor, during the
year, contributions exciusively 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 unfess the General Rule appiies to this organization because it received nonexclusively
refigious, charitable, etc., contributions totaling $5,000 or more during the year ... ... 3

Caution: An organization that isn’t covered by the General Rule and/or the Speciat Rules doesn't file Schedule B {Form 990, 990-EZ, or 980-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 mest the filing requirements of Schedute B (Form 990, 990-EZ, or 890-PF).

LHA Far Paperwerk Reduction Act Notice, see the Instructions for Form 890, 990-EZ, or 990-PF.  Schedule B (Farm 990, 990-EZ, of §90-PF} {2016}
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Schedule B (Form 990, 990-EZ, or $90-PF) (2016}

Page 2

Name of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA

Employer identification number

RESEARCH ASSOCIATION OF AMERICA 11-2519726
Part | Contributors (See instructions). Use duplicate copies of Part | if additional space is needed.
{a) (b) {c) )]
No. Name, address, and ZIP + 4 Total contributions Type of contribution
1| J _ALEC & CINDI ALEXANDER Person X
Payroll {—_:I
3398 HARBOUR POINT PKWY 204,970. Noncash | _
(Comptete Part Il for
GAINESVILLE, GA 305086 noncash contributions.)
(a) {b) {e) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
2 | HOLLISTER Person x]
Payroll D
1580 SOUTH MILWAUKEE AVE 25,000, Noncash [ ]
(Complete Part Il for
LIBERTYVILLE, IL 60048 noncash contributions.)
{a) {B) {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
3 | RICHARD GALLAGHER Person
Payroil |:|
150 BOARDMAN CT 17,392, | Noncash [_]
{Gomplete Part Il for
LAKE BLUFF, IL 60044 noncash contributions.)
(a) (b} (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
4 | MOLNLYCKE HEALTH CARE Person X
Payroli D
5550 PEACHTREE PARKWAY 103,595. Noncash [ ]
(Complete Part |l for
NORCROSS, GA 300982 noncash contributions.)
{a} (b} {c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
5 | MCKESSON PATIENT CARE SOLUTIONS Person (X]
Payroil |:|
540 LINDBERGH DR 43,342, Noncash [ ]
(Complete Part i for
MOON TOWNSHIP, PA 15143 noncash contributions.}
(@ (b) B (©) ()
No. Name, address, and ZIP + 4 Total contributions Type of contribution
6 | FIBROCELL Person [X]
Payroll [:]
400 EAGLEVIEW BLVD 27,500, | Moncash [ ]

EXTON, PA 19341

(Complete Part i for
noncash contributions.}

623452 10-18-16
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Scheduie B (Form 990, 990-EZ, or 980-PF) (2016}

Page 2

“Name of erganization

DYSTROPHIC EPIDERMOLYSIS BULLOSA

Employer identification number

RESEARCH ASSOCIATION OF AMERICA 11-2519726
Part | Contributors (See instructions). Use duplicate copies of Part | if additional space is nesded.
(@) {b) (e} ()
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7 | BENEVITY COMMUNITY IMPACT FUND Person
Payroli l:l
1521 GEORGETOWN RD 24,980, | Noncash [ |
(Compiete Part |l for
HUDSON, QH 44236 noncash contributions.)
{a) (b) (e) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
8 | THE SENCE FOUNDATION Person  [X]
Payroll  [_|
1020 E MINERAL KING 15,000. | Noncash [ |
(Complete Part H for
VISALTIA, CA 93292 noncash contributions.)
(a) {n (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
9 | TEXAS LEGACY FQUNDATION Person  X]
Payroll 1
PO BOX 1131 33,000. | Noncash [_]
(Complete Part Il for
DRIPPING SPRINGS, TX 78620 noncash contributions.)
{a) {b) (c} (d)
No. Name, address, and ZIP + 4 Total contributicns Type of contribution
10 | WILLIAM J PURDY Person
Payrol! [::l
79 PRIMROSE ST 36,000, | Noncash []
(Complete Part Il for
WHITE PLAINS, NY 10606 noncash contributions )
(a) (b) (c) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
11 | AMICUS THERAPEUTICS Person (X
Payroll [
1 CEDAR BROOK DR 60,829, Noncash
{Complete Part H for
CRANBURY, NJ 08512 noncash contributions.)
(a) (b) @ (@)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
12 | ESTATE OF LORETTA HALL Person Fd
Payrotl I:]
PO BOX 20725 145,350, | Noncash [ ]

WACO, TX 76702

(Compiete Part Il for
noncash contributions.)

523452 10-18-16
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Schedule B (Form 990, 990-EZ, or 990-PF) (2016)

Page 3

‘Name of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA

Employer identification numbey

RESEARCH ASSOCIATION OF AMERICA 11-2519726
Part Il Noncash Property (See instructions). Use duplicate copies of Part Il if additionai space is needed.
(a)
\ imat

from Description of noncash property given FM !or estm‘ﬁa ol Date received
Part | {See instructions)

{a)

No. (e

s ) . FMV (or estimate) (c) i
from Description of noncash property given . . Date received
Part | {See instructions)

(a) (©)
No.

. (b) . FMV (or estimate) (d) .
from Description of noncash property given h . Date received
Part | (See instructions)

{a}
{c)
No.

_— (b} . FMV (or estimate) (c) .
from Description of noncash property given . . Date received
Part | (See instructions)

(a)
{c)
No.
from D ipti f o h ty gi FMV {or estimate) Date ::leived
Pt escription of honcash property given (See instructions)
(a) -
{c)
No.
from Description of o h ty gi FMV (or estimate) Date r(:z:eived
o escription of noncash property given (See instructions)

623453 10-18-16
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Schedule B (Form 980, 990-EZ, or 990-PF) (2016)

Page 4

-‘Name of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCTATION OF AMERICA

Employer identification number

11-2519726

Part Il Exclusively religious, charitable, etc., contributions to organizafions described in section 501(c)(7), (8), or (10} that total more than $1,000 for
the year from any one contributor. Complate columns (a) through (e) and the following ling entry. For organizations
completing Part I, anter the totat of exclusively refigious, charitable, etc., contributions of $1,000 or less for the year. {Enfer this info. once.) > $
Use duptlicate copies of Part Il if additional space is needed.
(a) No.
lgraorrtni {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.
;f;TI {b) Purpose of gift (c) Use of gift {d) Description of how gift is held
{e) Transfer of gift
Transferee's hame, address, and ZIP + 4 Retationship of transferor to transferee
(a)No.
I;r: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 transferee
(a} No.
Igra?rrtnl {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

623454 10-18-16

10070501 806990 DEBRA
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SCHEDULE D Supplemental Financial Statements Y VTS
{Form 990) B~ Complete if the organization answered "Yes" on Form 990, 20 1 6
Part IV, line 6,7, 8,9, 10, 11a, 11b, 11c, 11d, 11e, 11f, 12a, or 12h. .
Departmant of the Treasury B> Attach to Form 990, Open t°, Public
internal Revenue Servica B Information about Schedule D {Form 990) and its instructions is at www.irs.gov/form980. Inspaction
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION QF AMERTCA 11-2519726

Part| | Organizations Maintaining Donor Advised Funds or Other Similar Funds or Accounts. Complete if the
organization answered "Yes" on Form 880, Part IV, line 6.

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

Total numberatend 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 aill doners 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? e D Yes D No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the doenor or donor advisor, of for any other purpose conferring
impermissible private benefit? . e e e e [ Yes [_InNe
[Part Il | Conservation Easements. Complete if the organization answered "Yes' on Form 890, Part IV, line 7.
1 Purpose(s) of conservation easements heid by the organization {check alt that apply).
D Preservation of land for public use (e.g., recreation or education) [:i Preservation of a historically important land area
D Protection of naturai habitat D Preservation of a certified historic structure
[__! Preservation of open space
2 Complete lines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation sasement on the last

g N -

day of the tax year. Held at the End of the Tax Year
a Totai number of CONSENvation BaSEMENTS | | . ... s s 2a
b Total acreage restricted by conservation eassments 2b
¢ Number of conservation sasements on a certified historic structure incleded in (8) ... 2¢
d Number of conservation easements included in {e) acquired after 8/17/06, and not on a historic structure
listed i the NAONG REGISIET oo oo 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
year B

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

violations, and enforcement of the conservation easements i holdsT L [:l Yes i::] No
6 Staff and volunteer hours devoted to monitoring, inspecting, handlng of violations, and enforcing conservation easemants during the year

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

B
8 Does sach conservation easement reported on line 2(d) above satisfy the requirements of saction 170(h){4)(B)i}

AN SECHON TZOMNANBIINT oo oot seeee et Tdves [ ino

9 In Part 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 foctnote to the organization's financial staiements that describes the organization’s accounting for

conservation easements.

Part Ill | Organizations Maintaining Gollections of Art, Historical Treasures, or Other Similar Assets.
Complete if the organization answered "Yes" on Form 890, Part IV, line 8.
1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statemeant and balance sheet works of art,
historical treasures, or other similar assets held for pubtic exhibition, education, or research in furtherance of public service, provide, in Part XlIl,
the text of the footnote to its financial staterments that describes these items.
b If the organization slected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and bafance sheat works of art, historical
treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide the foilowing amounts

relating to these items:
(i) Revenus included on Form 990, Part VIl line T B 3
{ii) Assetsincluded in Form 980, PartX |
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) refating to these items:
a Revenue included on Form 990, Part Vi, line 1 B $
b Assets included in Form 990, PartX .. %
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D (Form 990} 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule D (Form 990) 2018 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page?2

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

3 Using the organization’s acquisition, accession, and other recards, check any of the following that are a significant use of its collection items
(check ali that apply):
a I:] Public exhibition d |:] | oan or exchange programs

b I:] Scholarly research e I:l Other
c |:| Presarvation for future generations
4 Provide a description of the organization's collections and explain how they further the organization's exempt purpose in Part Xill.
5 During the year, did the organization soficit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than to he maintained as part of the organization's collection? ... D Yes [:’

No

Part IV | Escrow and Custodial Arrangements. Gomplete if the organization answared "Yes” on Form 990, Part IV, line 9, or
reported an amount on Form 980, Part X, fine 21,

1a Is the organization an agent, trustes, custodian or other intermediary far contributions or other assets not included
on Form 290, Part X? [ 1ves |:|

No

b If "Yes," explain the arrangement in Part X1l and complete the following table:
Amount

BEOINNING DAIANCE e ettt £t ettt ettt et ic

AAItIoNS dUTING The YBBI | et e e ee oo e ettt e et m ettt s pre e e s s e b 1d

Distributions during the YEAE |t sbas s s le

™ 0 o O

NI DI BIICE e e et e ebe e e e

2a Did the organization include an amount on Form 980, Part X, line 21, for escrow or custedial account Ilablllty? _______________ D Yes D
b f "Yes," explain the arrangement in Part XIIl. Gheck here if the explanation has been provided on Part KU i

[Part V| Endowment Funds. Compete if the organization answered "Yes" an Form 990, Part IV, line 10.

{a) Current year {b) Prior year {c) Two years back | (d) Three years back | (e} Four years hack

ta Beginning of year balance

Contributions ...

Net investment earnings, gains, and losses

Grants or schofarships ...

[ = Y » B =

Other expenditures for facilities
and programs e

-

Administrative expenses

g Endofyearbalance ...

2  Provide the estimated percentage of the current year end balance {line 1g, column (@)} held as:
a Board designated or quasiendowment B %
b Permanent endowment B %
¢ Temporarily restricted endowment B %
The percentages on lines 2a, 2b, and 2¢ should equal 100%.

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

by: Yes

No

3afi)

{i} unrelated organizations

3afii)

{if} related organizations ...
b If "Yes" on line 3afil), are the related organizations listed as required on Schedule R?

3b

Describe in Part XII] the intended uses of the organization's endewment funds.

Part VI |Land, Buildings, and Equipment.

Complete if the organization answered "Yes" on Form 980, Part IV, line 11a. See Form 990, Part X, line 10.

Description of property {a) Cost or other {b) Gost or other {c) Accumulated {d) Book value
basis {investment) basis {other) depreciation

Ta Land e

b Builldings e

¢ Leasehoeld improvements

d Equipment

e

Other ' 34,487, 27,133, 7,354,

Total. Add lines 1a through 1e. (Column (d) must equal Form 990, Part X, column (B), line 1 0C.) s B

............................................................ : TV

Schedule D {Form 990} 2016

632052 08-28-18
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule D (Form 990) 2016 RESFEARCH ASSOCIATION QF AMERICA 11-2519726 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 including name of security) {b) Book value

{c) Method of vaiuation: Cost or end-of-year market valug

(1) Financial derivafives ...

{2) Closely-held equity interests

(3) Other

(A

B)

©

{8)

()

{F)

@

()

Tatal. {Col. (b) must 2qual Form 990, Part X, col. {B) fine 12.) B

Part VIl Investments - Program Related.
Complete if the organization answered “Yes" on Form 990, Part IV, line

11¢. See Form 990, Part X, fine 13.

{a) Description of investment {b} Book value

{e) Method of valuation: Cost or end-of-year market value

(1)

(2)

{3)

{4)

{5)

(6)

{r

{8)

{9)

Total. (Col. {bY must equal Form 990, Part X, cel. (B) line 13.) |

Part IX | Other Assets.

Gomplete if the organization answered "Yes" on Form 980, Part IV, line 11d. See Form 980, Part X, line 15,

{a) Description

{b) Book value

(1}

(2)

(3)

(4)

(5)

(6}

(@)

(8)

()

Total, (Column (b} must equal Form 990, Part X, col. (Bl line 18.) .o.ooveceicpernicinnn

....................................................... B

Part X | Other Liabilities.

Complete if the organization answered "Yes" on Form 950, Part IV, line 11e or 11f. See Form 990, Part X, line 25.

1, {a) Description of liability {b) Book value
(1) Federaj income taxes
(2)
(3)
)
{5)
()
{7}
(8)
©)
Total, (Column (b) must equal Form 990, Part X, col. (B)line 25) ............ P>

2. Liability for uncertain tax positions. In Part XIll, 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 here if the text of the footnote has heen provided in Part XIE IJ—L]

632053 08-29-16
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Scheduls D (Form 990) 2016 RESEARCH ASSOCIATION OF AMERTICA 11-2519726 Paged

/Part Xl 1 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 financlal statements 1 2,533, 187.

2 Amounts included on line 1 but not on Form 989G, Part Vi, line 12:

a Net unrealized gains {losses) on ivestMents .., 2a <42,179.p

b Donated services and use of TaCHES s 2b 967,437,

c Recoveries of prior YEar grants | ... 2c

d Other (Describe in Part XILY e 2d

@ AL NINGS 2B TOUGN 20 et e e 2e 925,258,
8 SUDITACE NG 28 fTOM NNE 1 oo ee oo oss et 3 1,607,929,
4  Amounts included on Form 990, Part VI, line 12, but not on line 1:

a Investment expenses not included on Form 990, Part Vill, ine 7b ... 4a

b Other (Describe in Part XL} 4b

0 ADANOS AaANA Ab e e 4c 0.

Total revenue. Add lines 3 and 4c. (This must equal Form 990, Partl, fine 12.) .....oovipirieiseeeeeicinnsniiizsees 5 1,607,928,

Part XIl [ Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.

Complete if the organization answered "Yes" on Form 890, Part IV, line 12a.

1 Total expenses and losses per audited financial STATEMENS . ... 1 2,440,624,
2 Amounts included on line 1 but not on Form 990, Part [X, line 25:

a Donated services and use of faCHles | e 2a 8§24 f 297

b Prior year adustments L 2b

€ OHhBIIOSSBS | it et e s 2c

d Other (Describe in Part XHLY e 2d

e ADGINES 2aThIOUGN 20 e 2e 824,297,
3 SUBTACt NG 26 FIOM NG 1 | oo eees e 3 1,616,327,
4  Amounts included on Form 990, Part IX, line 25, but not online 1:

a Investment expenses not included on Form 990, Part Vil line 7b ... f da

b Other (D9SGHDE IN PAM XI) ..o oo L4

C AGUINES 88 800 &b .| oo e 4o 0.

Total expenses. Add lines 3 and 4c. (This must equal Form 980, Part |, line T8 i 5 1,616, 327.

| Part Xlil; Supplemental Information.

Provide the descriptions required for Part , ines 3, 5, and 9; Part Ill, lines 1a and 4: Part IV, fines 1b and 2b; Part ¥, line 4, Part X, line 2: Part X,
lines 2d and 4b; and Part XII, lines 2d and 4b. Also compiete this part to provide any additional information.

PART X, LINE 2:

THE ORGANIZATION RECOGNIZES THE EFFECT OF TAX POSITIONS ONLY WHEN THEY ARE

MORE LIKELY THAN NOT OF BEING SUSTAINED. MANAGEMENT HAS DETERMINED THAT

THE ORGANIZATION HAD NO UNCERTAIN TAX POSITIONS THAT WOULD REQUIRE

FINANCIAL STATEMENT RECOGNITION. TAX YEARS DATING BACK TO 2013 REMAIN OPEN

TO EXAMINATION BY FEDERAL AND STATE AUTHORITIES.

5320564 08-29-16
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SCHEDULE F

-{Form 990)

Department of the Treasury
Internal Revenue Service

Statement of Activities Qutside the United States

B Complete if the organization answered "Yes" on Form 990, Part IV, line 14b, 15, or 16.

- Attach to Form 890.

B> Information about Schedule F (Form 990) and its instructions is at www.irs.gov/form890.

OMB No. 1545-0047

2016

Open to Public
Inspection

Name of the organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCTATICON OF AMERTCA

Employer identification number

11-2519726

Part |

Form 990, Part {V, line 14b.

General information on Activities Outside the United States. Complete if the organization answered "Yes" on

1 For grantmakers. Does the organization maintain records to substantiate the amount of its grants and other assistance,
the grantees’ eligibility for the grants or assistance, and the selection criteria used to award the grants or assistance?

E:l Yes

@No

2  For grantmakers. Describe in Part V the crganization's proceduras for monitoring the use of its grants and other assistance outside the

United States.

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

{a) Regicn {b) Number of | {¢) Number of |{d} Activities conducted in the region (e} If activity listed in (d) (f) Total
offices :Sgg‘l%y%%sd (by type) {such as, fundraising, pro- is a program service, expendlt:res
in the region | independsnt |gram services, investments, grants to describe specific type invfgét?ents
imﬂé’?‘éﬁ; racipients located in the region) of service(s) in the region in the region
3a Subtotal ... 0 0 g,
b Total from continuation
sheets to Part| . ] [ 0,
¢ Totals {(add lines 3a
and3b} 0 ¢ L

LHA

632071 08-21-18

10070501 806990 D

EBRA

For Paperwork Reduction Act Notice, see the Instructions for Form 990.
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Es;chadu;eF(Fc>rm990)2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page4
iPart IV | Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? If "Yes," the

organization may be required to file Form 926, Return by a U.S. Transferor of Property to a Foreign

Corporation (see MStructions for FOMM O26] | ..ottt e [Jves [XINo
2 Did the organization have an interest in a foreign trust during the tax year? If "Yes," the organization

may be required to separately file Form 3520, Annual Return To Report Transactions With Foreign
Trusts and Receipt of Certain Foreign Gifts, and/or Form 3520-A, Annual Information Return of Foreign

Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; do not file with Form 990) .. .........cc.cccccce [ 1ves No
3 Did the organization have an ownership interest in a foreign corporation during the tax year? If "Yes,"

the organization may be required to file Form 5471, Information Return of U.8. Persons With Respect To

Certain Foreign Corporations (see Instructions for Form 8471} e D Yes |—_X.__| No
4 Was the organization a direct or indirect shareholder of a passive foreign investment company ora

qualified electing fund during the tax year? If "Yes," the organization may be required to file Form 8621,

Information Return by a Shareholder of a Passive Foreign Investment Company or Qualified Electing Fund

(586 INSHTUCHONS FOr FOIM 8B21) o oot eeeee oo ettt e s s Ives [Xlto
5 Did the erganization have an ownership interest in a foreign partnership during the tax year? If "Yes,"

the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain

Foreign Partnerships (see INSHUCtions for FOM BBB5) ____________...c.coocrouemseseosrrsmssoms st oot [ ves No
6 Did the organization have any operations in or related to any boycotting countries during the tax year? ff

"Yes,* the organization may be required to separately file Form 5713, International Boycoft Report (see

Instructions for Form 5713; 0o not fle with FOM 990) ... ovctoecsessmccsris oot [Jves [XIno

Schedule F (Form 980} 2016
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DYSTROQPHIC EPIDERMOLYSIS BULLOSA
Schedule F (Form 990) 2016 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Pages
Part V | supplemental information
Provide the information required by Part 1, line 2 {monitoring of funds); Part |, line 3, column (f) (accounting method; amounts of
investments ve. expenditures per region); Part 4, line 1 {accounting method); Part I {accounting method); and Fart I, column (c)
{sstimated number of regipients), as applicable. Also complete this part to pravide any additional information, See insfructions,

632075 00-24-18 Schedule F (Form 990) 2016
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SCHEDULE G . . . . o OMB No. 1646-0047

- [Form 890 or 980-E2) Supplemental Information Regarding Fundraising or Gaming Activities
orm or -
Complete if the organization answered "Yes" on Form 980, Part IV, line 17, 18, or 19, or if the 20 1 6
organization entered more than $15,000 on Form 990-EZ, line 6a. .

Depastment of tha froasury B> Attach to Form 990 or Form 990-EZ. Open to Public
Iniernal Revonue Service B> Information about Schedule G (Form 990 or 990-E2) and its instructions is at www.irs.gov/form990. Inspection

Name of the organization DYSTROPHTC EPIDERMOLYSTS BULLOSA Employer identification number

RESEARCH ASSOCIATION QF AMERICA 11-2519726

Fundraising Activities. Complete if the organization answered "Yes" on Form 990, Part IV, fine 17. Form 990-EZ filers are not
required to complete this part.

1 Indicate whether the organization raised funds through any of the following activities., Gheck all that apply.

a |:| Mail solicitations e |:| Solicitation of nen-government grants
b |:| Internet and email solicitations f |:] Solicitation of government grants
¢ || Phone solicitations g |:] Special fundraising events
d Ij In-person solicitations
2 a Did the organization have & written or oral agreement with any individual (including officers, directors, trustees, or {j
Yes Ne

key employsss listed in Form 990, Part VII) or entity in connection with professional fundraising services?
b If "Yes," iist the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fuindraiser is to be

compensated at [east $5,000 by the organization.

ifi) Did , v) Amount paid . .
(i) Name and address of individual e fEm raiser | (iv) Gross receipts t(o %or retained by) {vi} Amount paid
or entity (fundraiser) (i} Activity have cl{sl?dfy from activity fundraiser to {or ret_amted by)
contributions? listed in col. (i} organization
Yes | No
e | T SO U UV ETOP Sy PP POUUPPILSPPPPTPETPe >

3 List all states in which the organization Is registered or licensed to soficit contributions or has been notified it is exempt from registration

or licensing.

LHA Feor Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G {(Form 990 or 990-EZ) 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule G (Form 990 or 990-E7) 2016 RESEARCH ASSOCIATION QF AMERICA

11-2519726 Page2

JPart I} Fundraising Events. Complets if the organization answered "Yes" on Form 990, Part IV, line 18, or reported more than $15,000
of fundraising event contributions and gross income on Form 990-EZ, lines 1 and 6b. List events with gross receipts greater than $5,000.

(a} Event #1 (b) Event #2 {c} Other events (d) Total events
ANNUAL RAFFIS NONE (add co, (3] through
FUNDRATSER _RUN/MARATHON, -
. (ovent type) (event type) (total number)
=
c
€
é 1 Grossreceipls 719,231. 359,414. 1,078,645-
2 Lless: Contributions ...
3 Gross incoma fline 1 minus fine 2) 718,231, 356,414, 1,078,645.
4 GCashprizes | .. ...
5 Noncashprizes .,
&
2]
G|B Rentffacility costs . ...
&
]
g 7 Foodandbeverages . ... ...
=
8 Entertainment | ...
9 Otherdirectexpenses ... 229,875, 0. 229,875,
10 Direct expense summary. Add lines 4 through § N Golmn () e eeeer e B 229,875,
Net income summary. Subiract ling 10 fromline 3, column (d) . b 8§48 ,770.
Part '} Gaming. Complete if the organization answered "Yes" on Form 990, Part |V, line 19, or reported more than
$15,000 on Form 990-EZ, line Ba.
. (b) Pull tabs/instant . (d) Total gaming (add
(5]
2 {a) Bingo bingo/progressive bingo {e) Other gaming col. {a} through col. (¢}
2
D
o
1 _GroSs reVONUE ........ooooeeiieieiieenes
@ |2 GCashprizes ...
@
o
g3 Noncashprizes | . . ...
1w
k3
2|4 Rentfacilitycosts . ...
[}
& Otherdirectexpenses | ...
I:I Yes. == % C Yes_ == % [:] Yes %
6 Volunteerlabor ... [ No [ Ine [ _Ino
7 Direct expsnse summary. Add lines 2 through 5 incoluran {(d} e | 2
8 Nst gaming income summary. Subtract line 7 fromline 1, column{d) ..............ooooiiniieiiiee |

9 Entsr the state(s) in which the organization conducts gaming activities:
a is the organization licensed to conduct gaming activities In each of these stales?

b If "Ne," explain:

I:INO

10a Were any of the organization's gaming licenses revoked, suspended, or terminated during the tax year?

b If “Yes," explain:

632082 08-12-16

10070501 806990 DEBRA

Schedule G (Form 990 or 990-EZ) 2016
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Schedula G (Form 980 or 990-£2) 2016 RESEARCH ASSQCIATION OF AMERICA 11-2519726 Page3s

“11 Does the organization conduct gaming activities with nonmembers? I:' Yes |:| No

12 |s the organization a grantor, beneficiary or trustee of a trust, or a member of a partnership or other entity formed
to administer charitable gaming?
13 Indicate the percentage of gaming activity conducted in:
a The organization's facility 13a %

b An outside facility

|:| Yes |:| No

|
|
DYSTROPHIC EPIDERMOLYSIS BULLOSA

13k %
14 Enter the name and address of the person who prepares the organization's gaming/special events books and records: |

Name B
Address B
16a Does the organization have a contract with a third party from whom the organization receives gaming revenue? ... I_:l Yes I:‘ No
b If "Yes," enter the amount of gaming revenue received by the organization B $ and the amount

of gaming revenue retained by the third party B $
¢ If "Yes," enter name and address of the third party:

Name B

Address B

16 Gaming manager information:

Name P

Gaming manager compensation B §

Description of services provided B

[_] Director/officer (] Employee ] Independent contractor

7 Mandatory distributions:
a Is the organization required under state law to make charitable distributions from the gaming proceeds to
T N [ dves [Ino
b Enter the amount of distributions required under state law to be distributed to other exempt organizations or spent in the
organization’s own exempt activities during the tax year B §
Part IV Supptemental Information. Provide the explanations required by Part |, line 2b, columns i) and (v); and Part 1, lines 9, 9b, 10b, 150,

15¢, 16, and 17b, as applicable. Also provide any additional information. See instructions

532083 08.12-16 Schedule G (Form 990 or 990-EZ} 2016
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule G {Form 990 or 990-E7) RESEARCH ASSOCIATION OF AMERTCA 11-2519726 Page4
| Part IV | Supplemental Information (continued)

Schedule G (Form 990 or 990-EZ)

832084
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SCHEDULE J Compensation Information OME No. 1545-0047

(Form 990) For certain Officers, Directors, Trustees, Key Emplovees, and Highest 20 1 6
Compensated Employees
B- Complete if the organization answered "Yes" on Form 990, Part 1V, line 23,

Open to Public

Deparlment of the Treasury B~ Attach to Form 990. h
Internal Ravenue Service > Information about Schedule J (Form 9890) and its instructions is at www.irs.gov/form990. inspection
Name of the organization DYSTROPHTC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERTICA 11-2519726
[Part | | Questions Regarding Compensation
Yes | No
ta Check the apprapriate box{es) if the organization provided any of the following to or for a person listed on Form 880,
Part VHI, Section A, line 1a. Complete Part |l to provide any relevant information regarding these items.
[__] Firstclass or charter travel ] Housing allowance or residence for persenal use
D Travel for companions [:I Payments for business use of personal residence
[ | Tax indemnification and gross-up payments D Health or sociai club dues or initiation fees
D Discretionary spending account E Fersonal services {such as, maid, chauffeur, chef)
b It any of the boxes on line 1a are checked, did the organization follow a written policy regarding payment or
reimbursement or provision of ali of the expenses described above? if "No," complete Part Il to explaint ... 1b
2 Did the crganization require substantiation prior to reimbursing or allowing expenses incurred by all directors,
trustees, and officers, including the CEQ/Executive Director, regarding the tems checked on ine 1A% . e 2
8 indicate which, if any, of the following the filing organization used to establish the compensation of the organization’s
CEQ/Executive Director. Check all that apply. Do not check any boxes for methods used by a related organization to
establish compensation of the CEQ/Executive Director, but explain in Part il
Compensation committee l_—_| Written employment contract
(:l Independent compensation consultant D Compensation survey or study
D Form 990 of other organizations E} Approval by the board or compensation commities
4 During the year, did any person listed on Form 980, Part VI, Section A, line 1a, with respect to the filing
organization or a related organization:
a Recsive a severance payment or change-of-control payment? e 4a X
b Participate in, or receive payment from, a supplemental nonqualified retirement plan? 4b X
c Participate in, or receive payment from, an equity-based compensation arrangement? | .. 4c X
If "Yes" to any of lines 4a-¢, list the persons and provide the applicable amounts for each item in Part [l
Only section 501(c)(3), 501(c){4), and 501{c)(29) organizations must complete lines 5-9.
5 For persons listed on Form 990, Part VII, Section A, fine 1a, did the organization pay or accrue any compensation
contingent on the revenues of:
A Th@ OFGANIZAIONT oot ote oo oot e et ee ez es 41 8 oot ee et ee e By 32 SRS 5a X
b Any related organization? 6h X
If "Yes" on line 5a or 5h, describe in Part 1l
& Forpersons listad on Form 990, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the net earnings of:
8 TRB OPQANIZAUONT || oo oseee e eetass et 6a X
b Any related organization? .. .. e e 8b X
if "Yes" on line 6a or Bb, describe in Part Ili,
7 Forpersons listed on Form 990, Part VI, Section A, line 1a, did the arganization provide any nonfixed payments
not described on fines 5 and 67 If "Yes,” describe In Part I s 7 X
8  Waere any amounts reported on Form 990, Part VI, paid or accrized pursuantto a contract that was subject to the
initial contract exception described in Regulations section 53.4958-4(a)(3)7 If "Yes," describe in Part Il 8 X
9 If "Yes" on line 8, did the organization also follow the rebuttable presumption procedure described in
ReguUlations SeCHON B8.4958-8{0) . oo it oo e e e e et e 9
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule J (Form 990} 2016
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SCHEDULE M Noncash Contributions OMB No. 1545-0047

" (Form 990) 2015

B Complete if the organizations answered "Yes" on Form 990, Part IV, lines 29 or 30.

Department of the Treasury b" Attach to Form 990. Open To Public
intermal Fevanue Service P Information about Schedule M {Form 990} and its instructions is at www. ks.gov/form830. Inspection
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-2519726
[Part1 | Types of Property
(a} {b) {c) (d)
Check if Number of Noncash contribution Method of determining
applicable | contributions or | amounts reported on noncash contribution amounts
items contributed| Form 990, Part VIl line 1g
1 Art-Worksofart ...
2 Art- Historical treasures ...
3 Art-Fractionalinterests ...
4 Books and publications .. ...
& Clothing and household goods ...
6 Carsandothervehicles | . ...
7 Boatsandplanes . ...
8 Intellectual property | . ...
9 Securities - Publicly traded ...
10 Securities - Closely held stock | ,,................
11 Securities - Parinership, LLG, or
trUStInterests e
12 Securities - Miscellaneous ...
13 Qualified conservation contribution -
Historic structures | ...
14 Qualified conservation contribution - Other
15 Real estate - Residential .. ... ...
16 Real estate - Commerciat ...
17 Real estate - Other
18 ColloCtibles ... oo
19 Foodinvertory . ...
20 Drugs and madical supplies X 5 943,633 .,.FMV
21 Taxidemny ..,
22 Historical artifacts ...
23  Scientific specimens
24  Archeological artifacts
25 Other B ( LEGAL, SERVICE) X 1 23,804 .FATR MARKET VALUE
26 Other P ( )
27 Other B ( )
28  Cther B ( )
29 Number of Forms 8283 raceived by the organization during the tax year for contributions
for which the organization completed Form 8283, Part IV, Donee Acknowledgement . 29
Yes | No
30a During the year, did the organization receive by contribution any property reported in Part |, lines 1 through 28, that it
must hold for at least threse years from the date of the initial contribution, and which isn't required to be used for
exempt purposes for the entire holding PEAIOAT ||| ..o e e 30a X
b If "Yes," describe the arrangament in Part 1.
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions? | ... 31 X
32a Does the arganization hize or use third parties or related organizations to solicit, process, or sell noncash
GOMEIBUEIONS? oo oo 1eoes oo oo oo oo eoeee 1 b 32a X
b If "Yes," describe in Part Il
33 If the organization didn't report an amount in column {c} for a type of property for which column (a) is checked,
describe in Part Il
LHA  For Paperwork Reduction Act Notice, see the Instructions for Form 890. Schedule M (Form 990} (2016)

632141 08-23-18
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule M (Form 990) (2016) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 2

| Part 1l Supplemental Information. Provide the information required by Part |, lines 30b, 32b, and 33, and whather the organization
is reporting in Part [, column (b}, the number of contributions, the number of items received, or a combination of both. Alsc complete
this part for any additional information.

632142 08-23-18 Schedule M (Form 990) (2016}
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OMB No. 1945-0047

SCHEDULE O Supplemental Information to Form 990 or 990-EZ 2816

{Form 9380 or $90-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 > Attach to Form 990 or 920-EZ. Open to Public
internal Revenus Service B> Information about Schedule O (Form 290 or 990-E2) and its instructions is at www.irs.gov/form390. Inspection
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATIQON OF AMERICA 11-2519726

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

UNITED STATES TODAY. EB IS A GENETICALLY BASED DISEASE CHARACTERIZED BY

CHRONIC, PAINFUL BLISTERING. THE SKIN AND MUCOUS MEMBRANES ARE SO

FRAGILE THAT THE SLIGHTEST TOUCH CAN CAUSE SEVERE BLISTERING INSIDE AND

OUTSIDE THE BODY. PRESENT AT BIRTH, EB AFFECTS MEN AND WOMEN OF ALL

RACES AND ETHNIC GROUPS AND SOMETIMES, WHEN THERE IS NO FAMILY HISTORY,

IT OCCURS AS THE RESULT OF A SPONTANEQUS GENETIC MUTATION. TODAY, THERE

IS NO CURE OR TREATMENT FOR EB, EXCEPT DAILY WOUND CARE AND BANDAGING.

GENETIC RESEARCH IS MAKING PROGRESS TOWARDS TREATMENTS AND A CURE.

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

SLIGHTEST TOUCH CAN CAUSE SEVERE BLISTERING INSIDE AND OUTSIDE THE

BODY. PRESENT AT BIRTH, EB AFFECTS MEN AND WOMEN OF ALL RACES AND

ETHNIC GROUPS AND SOMETIMES, WHEN THERE IS NO FAMILY HISTORY, IT OCCURS

AS THE RESULT OF A SPONTANEOUS GENETIC MUTATION. TODAY, THERE IS NO

CURE OR TREATMENT FOR EB, EXCEPT DAILY WOUND CARE AND BANDAGING.

GENETIC RESEARCH IS MAKING PROGRESS TOWARDS TREATMENTS AND A CURE.,

FORM 990, PART III, LINE 4D, OTHER PROGRAM SERVICES:

RESEARCH - PROVIDE GRANTS FOR RESEARCH INTO THE CAUSES, TREATMENT &

PREVENTION OF EB AND ITS COMPLICATIONS

EXPENSES § 155,474, INCLUDING GRANTS OF § 0. REVENUE § 0.

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

THE BOARD OF DIRECTORS MEETS WITH THE CERTIFIED PUBLIC ACCOUNTANT TO REVIEW

THE ANNUAL AUDITED FINANCIAL STATEMENTS, MANAGEMENT LETTER AND FORM 9940.
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 890 or 990-EZ. Schedule O (Form 990 or 920-EZ) (2016}

832211 08-25-18
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Schedule O {Form 990 or 990-E7) (2016) £age 2
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification nhumber
RESEARCH ASSOCIATION QF AMERICA 11-2519726

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

THERE IS AN ANNUAL REVIEW PERFORMED OF ALL BOARD MEMBERS TO DETERMINE IF

THERE ARE ANY CONFLICTS OF INTERESTS.

FORM 9390, PART VI, SECTION B, LINE 15:

THE BOARD OF DIRECTORS REVIEWS THE EXECUTIVE DIRECTORS SALARY ON AN ANNUAL

BASTIS. A STUDY IS PERFORMED OF OTHER NOT FOR PROFIT AGENCY'S IN THE NEW

YORK AREA AS WELL AS OTHER AGENCIES THAT PROVIDE A SIMILAR SERVICE TO

DETERMINE IF THE SALARY PAID IS COMPETITIVE AND WITHIN ACCEPTABLE LIMITS,

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

THE ORGANIZATION'S ORGANIZING DOCUMENTS, ANNUAL AUDIT REPORT AND FORM 930

ARE AVATILABLE FOR PUBLIC INSPECTION UPON A WRITTEN REQUEST TO THE EXECUTIVE

DIRECTOR.

FORM 990, PART XI, LINE 9, CHANGES IN NET ASSETS:

DONATED MEDICAL SUPPLIES 143,168,

632212 08-25-18 Schedule O {Form 990 or 990-EZ) (2016)
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