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Department of the Treasury

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

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

P Information about Form 990 and its instructions is at www.irs.gov/form9g0.

OMB No. 1545-0047

internal Revenue Service

A For the 2015 calendar year, or tax year beginning and ending

B checkif C Name of organization D Employer identification number

eppliceble: | 1)y GPROPHIC EPIDERMOLYSIS BULLOSA

fddess | RESEARCH ASSOCIATION OF AMERICA
Ehange Deing business as 11-2519726
i Number and street (or P.0. box if mail is not delivered to street address} Room/suite | € Telephone number
o 75 BROAD ST 300 212.868.1573
e City or town, state or province, country, and ZIP or foreign postal code G Gross receipts § 1,943, 922.
arendedl NEW YORK,, NY 10004 Hia) Is this a group return

[ J@"= | F Name and address of principal officer BRETT KOPELAN for subordinates? . [ ]Yes No
pending SAME AS C ABOVE H{b} are all suberdinates included?l__—] Yes E:] No

| Taxexempt status: [X] 501(c)(3) [ 1 501(c) v (insertno.) [ 4947(a)1yor L] 527 If "No," attach alist. (see instructions)

J Website: B WWW .DEBRA . ORG H{c) Group exemption number B>

K For

of arganization: Corporation || Trust [ ] Association [_] Other B

TL Year of formation: 19 7 9] M State of legal doricile: NY

Summary

DEBRA IS DEDICATED TO FINDING A

@ Briefly describe the organization’s mission or most significant activities:
% CURE FOR FERB, WHICH AFFECTS 1 OUT OF EVERY 50,000 LIVE BIRTHS 1IN THE
E 2 Check this box B [ Jifthe organization discontinued its operations or disposed of more than 25% of its net assets.
2 | 3 Number of voting members of the governing body {Part VI, line Ta) ... 3 18
g 4 Number of independert voting members of the governing body (Part Vi, line 1b) ... 4 17
@ | 5 Total number of individuals employed in calendar year 2015 {Part V, line 2a) ... ... 5 11
£ | 6 Total number of Volunteers (estmate f NECSSSAIY) ... wocsrc i omnnsos oo 6 0
E 7 a Total unrelated business revenue from Part VIIl, column {C), line 12 e . |78 0.
b Net unrelated business taxable income from Form 990-T,line 34 ... 7b 0.
Prior Year Current Year
9 8  Contributions and grants (Part VIIL INe ThY oo e 1,052,447. 649, 364.
5| 9 Program service revenue (Part VIIL N 2Q) e 0. 0.
é 10 Inyestment income (Part Vili, column (&), lines 3,4, and 7d) ... 1,081. 3, 168.
11 Other revenue (Parl VIIl, column {#), lines 5, 6d, 8¢, 9¢, 10c, and 11¢) 499,600. 926 ’ 266.
12 Total revenue - add lines 8 threugh 11 (must equal Part VIIl, column (A}, line 12) ......... 1,55 3 ’ 128. 1 ’ 578 f 798.
13 Grants and similar amounts paid (Part IX, column (A}, lines 1-3) ... 0. 0.
14 Benefits paid to or for members (Part X, column (A}, line A e 0. 0.
¢ | 15 Salaries, other compensation, employee benefits (Part IX, column (4), lines 5-10) ... 497,297. 682,065.
2 | 18a Professional fundraising fees (Part [X, column (A), line 19€) ... 0 0.
;% b Total fundraising expenses (Part IX, columnn (D), line 25) B 179, 324.
W47 other expenses (Part X, column (A}, fines 11a-114, 118246} 811, 522. 554 ’ 514.
18 Total expenses. Add lines 13-17 {must equal Part iX, column (A), line 28) ... 1 z 308 ’ 819. 1 r 236 f 579.
- 19  Revenue less expenses. Subtract ine 18 fromiine 12 .. 244,309. 342,21 9.
58 Beginning of Current Year End of Year
%‘E 20 Totalassets (Part X, [INe 16) et e 1,722,111. 2,721,103,
Zo| 21 Total tiabilties (Part X, 06 26) ... o 61,663. 37,835.
221 29 Net assets or fund balances. Subtract ling 21 from ine 20 ....ooovvveniie s 1, 660, 448. 2, 683, 268.

i Signature Block

Under panaities of perjury, | declara that | have examined ihis return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
which preparer has any knowledga.

trus, comrect, ang complate-Daslagation of prepargrTothasthan officer) is based on all information of
N\ (. YA/

Sign Signgtnre of officer Date U [ 4 T é‘x ﬁf?
Here BRETT KCPELAN, EXEC.DIRECTCR | C i @ } r/j \3 {

Typs or print name and title P J , . . . =

Print/Type preparer's nama Pre j T ﬁm Y YA | Date check [ PTIN
Pald BRI}{N IJC . WHITE %WMZQ/ éﬂ ’V,é?// gell—emplowd PO00058320
Preparer | Fim'sname _pp STUDLEY, WHITE & ASSOCIATES, P.C. T 7 T hsENp  06—0990132
Use Only | Firm's addrass P.O. BOX 399 faisnas, s St '
DANBURY, CT 06813 Phonen9,203.748.6517
May the RS discuss this reiurn with the preparer shown above? (seeinstructions) ...y Yes E:] No
Form 990 (2015)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA 11-2519726  page?2

Check if Schedule © contains a response or note to any lineinthis Part ¥ ...
1 Briefly describe the organization's mission:
DEBRA IS DEDICATED TO FINDING A CURE FOR EB, WHICH AFFECTS 1 QUT 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
2 Did the organization undertake any significant program services during the year which were not listed on
|:|Yes No

the prior Form 990 or 980-EZ7 .. e s SN RSOIRON
If "Yes," describe these new services on Schedule O.

3 Did the crganization cease conducting, or make significant changes in how it conducts, any program services? ... [_ves No
If "Yes," describe these changes on Schedule C.

4  Desctibe 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 ailocations to others, the total expenses, and
revenus, if any, for each program service reported.

4a (Gnde: ) (Expenses$ 2 2 4 I 6 4 2 » including grants of § ) (Revenue$ )
PUBLIC AND PROFESSIONAI, EDUCATION — EDUCATE THE PUBLIC & HEALTH
PROFESSIONALS ABOUT DYSTROPHIC EPIDERMOLYSIS BULLOSA "ER"

4b (Code: ){Expsnses$ 6301435- including grants of $ )(Revenue$ )
PATIENT & FAMILY SERVICES — PROVIDE SERVICES FOR PEOPLE WITH EB & THEIR

FAMILIES THRU NEWSLETTERS, COUNSELING PEER SUPPORT SERVICES,
CONFERENCES AND SEMINARS

4c (Codez } (Expenses $ 33 ! 697. including grants ot § ) (Havenue$ )
ADVOCACY — NETWORK WITH OTHER PROFESSIONAL ORGANIZATIONS & MEET KEY
LEGISLATORS TO INFORM THEM OF EB AND SECURE RESEARCH FUNDS

4d Cther program services {Describe in Schedule O.)
112 f 3 22. inciuding grants of § } (Revenue )
1,001,096.

(Expenses 3
4e Total program service expenses B

Form 990 (2015}
532002
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
2015) RESFARCH ASSOCIATION OF AMERICA 11-2519726 Page 3
| Checklist of Required Schedules

Yes | No
1 s the organization described in section 501{c)(3) or 4947(a){1) (other than a private foundation)? ]
1 1YeS, " COMPIEE SCRBGUIE A .- oo oo ee oo oo 1 | X
2 s the organization required to complete Scheo’u!e B, Schedule of Contributors? .. e e e X
3  Did the organization engage in direct or indirect political carnpaign activities on behalt of or in opposition to candidates for
public office? If "Yes," complete SChETUIE C, PAItl ... . ..\ oo et 3 X
4  Section 501(c)(3) organizations. Did the organization engage in lobbying activities, or have a section 501({h) efection in effect
during the 1ax year? /f "Yes," complete SChEOUIE C, PArt Il ... oot 4 X
5 s the organization a section 501{c){d), 501{c){5), or 501(c){6) organization that receives membership dues, assessments, or
similar amounts as defined in Revenue Procedure 88-187 If "Yes," complete Schedule C, Part Il ... 5 X
6 Did the organization maintain any donor advised funds or any similar funds or accoums 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 | 6 X
7  Did the organization receive or hold a conservation easement, including easements to preserve open space,
the environment, historic land areas, ot historic structures? If "Yes," compiefe Schedule D, Partil ... ..o 7 X
8 Did the organization maintain collections of works of art, historical ireasures, or other similar assets? if "Yes," complefe
SCREOUIE D, PAI I .. o oo oo oe s oo 8 X
9 Did ihe organization report an amount in Part X, line 21, for escrow or custodial account liahility, serve as a custodian for
amounts not listed in Part X; or provide credit counseling, debt management, credit repalr, or debt negotiation services?
9 X

If "Yes," complete SChedule D, PArtIV . e e
10  Did the organization, directly or through a related organization, hold assets in temporarily restrlcted endowments, permanent

endowments, or quasi-endowments? /f "Yes," complete Schedule D, Part V' ...
11 Ifthe organization’s answer to any of ihe following questions is "Yes," then complete Schedule D, Parts VI, VII, VI, IX, or X

as applicable.
a Did the organization report an amount for fand, buildings, and equipment in Part X, line 107 /f "Yes," complete Schedule D,

LA VI R e 11a| X
b Did the organization report an amount for investments - other sacuritles in Part X, line 12 that is 5% or more of its total
assets reported in Part X, tine 167 /f "Yes," complete Schedule D, Part VIl e 11b X
¢ Did the organization report an amount for investments - program related in Part X, line 13 that is 5% or more of its total
assets reported in Part X, line 167 if 'Yes," complete Schedule D, Part VIIL . tic 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 SCREOUIS D, Pt IX __..._........oooooo..co oo oo 11d X
e Did the organization report an amount for other liabilities in Part X, line 257 If "Yes, * complete Schedule D, Part X ... ... 11e X
f Did the organization's separate or consolidated financial statements for the tax year include a footnote that addresses
the organization's liabiiity for uncertain tax positions under FIN 48 (ASC 740)? /f "Yes," complete Schedule 0, Part X, 111 X
12a Did the organization obtain separate, independent auditec financial statements for the tax year? If "Yes," complete
SCROAUIE Dy PAIS XL ANG XH oo oo oot e 12a | X
b Was the crganization included in consolidated, independent audited financial statements for the ta.x year?
If "Yes, " and if the organization answered "No" to line 12a, then complefing Schedule D, Parts Xl and XN is optional ... ... 12b X
13 s the organization a school described in section 170(RY1ANINT I "Yes," complete Schedule E ... 13 X
14a Did the organization maintain an office, employees, or agenits outside of the United States? e 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 aggregats foreign Investments valued at $100,000
or more? If "Yes," complete Schedufe F, Parts 1and 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 NG IV e 15 1 X
16 Did the organization report on Part X, column (A}, line 3, more than $5,000 of aggragate grants or othet assistance to
or for foreign individuals? if "Yes," complete Schedule F, Parts AT Y e e 16 X
17  Did the organization report a total of more than $15,000 of expenses for professional fundraising services cn Part IX,
column (A}, lines 6 and 117 If "Yes," complete Schedule G, PNt T ... ... s 17 X
18  Did the organization report more than $15,000 tatal of fundraising event gross income and contributions on Part VIII, lines
1c and Ba? If "Yes," compiete Scheduls G, Part Il 18 | X
19  Did the otganizaticn repert more than $15,000 of gross income from gamlng activities on Part VIII, line Qa7 If "Yes,"
complete Schedule G, Part Il _......................... e eeeeeeeeieeiiiieinseeseiteeieieeieeiiiiiiiiiiiss iiiiiieeegaeiareean e 19 X
Form 990 (2015)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 280 (2C15) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 4
Checklist of Required Schedules (continued)
’ Yes | No
20a Did the organization operate one or more hospital facilities? If "Yes," complete Schedule H ... s 20a X
b ¥ 'Yes" to fine 20a, did the organization attach a copy of its audited financial statements to this return? e 20b
21 Did the organization reporl more than $5,000 of grants or other assistance to any domestic organizaticn of
domestic government on Pan X, column (A), line 17 If "Yes," complete Schedule I, Partstand il .. 21 X
22 Did the organization report more than $5,000 of grants or other assistance to or for domestic individuals on
Part [X, column (A), line 27 If "Yes," compiete Schedule I, Parts and Ml ... 29 X
23  Did the organization answer "Yes" to Part Vi, 1, Section A, lins 3, 4, or 5 about compensation of the organlzatlon 3 current
and former officers, directors, trustees, key employees, and highest compensated employees? If "Yes," complete
SOREAUIE o oo e 23 X
24a Did the organization have a tax-exempt bond issue with an outstanding principal amount of more than $100 000 as of the
last day of the year, that was Issued after December 31, 20027 If "Yes," answer fines 24b through 24d and complete
SChEAUIE K. If "NO", G0 10 I8 B58 o oo oo eeee e 24a X
Did the organization invest any proceeds of tax-exempt bonds beyond a temporary period exception? .. 24b
Did the organization malntain an escrow account other than a refunding escrow at any time during the year to defease
ANY LACEXBIMPY DONTST Lo ittt e s 24¢
d Did the organizaticn act as an “on behal§ 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 "Yes," complete Schedule L, Part! ... 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a prior year, and
that the transaction has not been reported on any of the organization’s prior Forms 990 or 990-EZ? If “Yes," compiete
SOREAUIE Ly PAMEL oo e e e 25b X
26 Did the crganization reporl any amount on Part X, line 5, 6, of 22 for receivables from or payables {o any current or
former officers, directors, trusiees, key employees, highest compensated employees, or disqualified persons? Jf "Yes,"
COMPIGIE SCREOUI Ly P ...\ oo oo oot 26 X
27 Did the organization provide a grant or cther assistance to an officer, director, trustes, key employee, substantial
contributor or employee thereof, a grant seiection committee member, of to a 35% controlled entity or family member
of any of these persons? If "Yes," complete Schedule L, Part I e e e s
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 exceplions):
a A current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part IV 28a X
b A family member of a current or former officer, director, trustee, or key employee? If "Yes," complete Schedule L, Part iV ... 28b X
¢ An entity of which a current or former officer, director, trustee, or key employee (or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes," complete Schedule L, Part IV ... e 28¢ X
29  Did the organizaticn receive more than $25,000 in non-cash contributions? If "Yes," complete Schedufe M ... 29 | X
30 Did the organizaticn receive contributions of ar, historical treasutes, or other similar assets, or quaiified conservation
CONHBULIONST If "Yes, " COmPIBte SCREAUIE M . ..ot 30 X
31 Did the organization Equidate, terminate, or dissolve and cease operalions?
If "Yes, " COMPISte SCHEAUIE Ny PAI I .. o oo oo oottt o 31 X
32  Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?If "Yes," complete
Schedule N, Part il ... e 32 X
43 Did the organization own 100% of an entity disregarded as separate from the organization urder Regulations
sections 301.770%-2 and 301.7701-37 if "Yes," complete Schedule R, Parti ... S UTT U U U UU USROS 33 X
34 Was the organization related to any tax-exempt or taxable entity? )f "Yes," complete Schedule R, Part i1, Hi, oriv, and
ATV 8 T oo et era e e 34 X
35a Did the organization have a controlled entity within the meaning of section 512({b}{13)? 35a X
b If "Yes' to line 35a, did the organization receive any payment from or engage in any transaction with a controlled entity
within the meaning of section 512(b)(13)7 If "Yes, " complete Schedule B, Part V, I8 2 e e 35b
36 Section 501(c){3) organizations. Did the organization make any transfers to an exempt non- -charitable related organization?
JF "Yes," complete SCHEUIE B, PAE V, M8 2 ... . ..o o oo o ooeooooe et oo oo e 36 X
37 Did the organization conduct more than 5% of its activities through an entity that is not a related erganization
and that is treated as a partnership for federal income tax purposes? If "Yas," complete Schedule R, Part VI ... 37 X
38  Did the organization complete Schedule O and provide expianations in Schedule O for Part Vi, lines 11b and 197
Note. All Form 990 filers are required to complete Schedule © ..o ceiaene e ag | X
Form 990 (2015)
532004
12-16-16
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Forrm 990 (2015} RESEARCH ASSOCIATION OF AMERICA 11-2519726  pPageb

Statements Regarding Other IRS Filings and Tax Compliance
Check if Schedule C contains a respense or note to any line in this Part V

1a Enter the number reporled in Box 3 of Form 1096. Enter -0- if not applicable ... 1a
Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable ... 1b
Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming

(gambling) WINMINGS 1O PHZE WINMEIST ... . . i oo e b st et cd b eSS s
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
b if at least one is reported on line 2a, did the organization file all required federal employment tax returns?
Note. If the sum of fines 1a and 2a is greater than 250, you may be required to e-file (see instructions) ...
3a Did the organization have unrelated business gross income of %1,000 or more during the year? ...
b If"Yes," has it filed a Form 990-T for this year? If “Ne," to line 3b, provide an explanation in Schedule O
4a Af any time during the calendar year, did the organization have an interest in, ora signature or ather authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? _ ...
b If "Yes," enter the name of the foreign country: B
Sea instructions for filing requirements for FinGEN Form 114, Report of Foreign Bank and Financial Accounts (FBAR).
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? ...
Did any taxable parly notify the organization that it was or is a parly to a prohibited tax shelter transaction?......_..................
[f "Yes," to line 5a or 5b, did the organization file Form 8886-T7 . BSOSO POV PO RN UTPURTPN
6a Does the organization have annual gross receipts that are normally grealer than $100,000, and did the organization sollclt
any conttibutions that were not tax deductible as charitable contribUtioNS? e
b If "Yes," did the organization include with every solicitation an express statement that such contributions or gifts

6a X

ware not tax dedUCHbIET e s
7 Organizations that may receive deductible contributions under section 170(c)

a Did the organization receive a payment in excess of $75 made partly as a contedibution and partly for goods and services provided to ihe payoy? | 7a
If "Yes," did the organization notify the doner of the value of the goods or services provided? ... b
Did the organization sell, exchange, or otherwise dispose of tangible personal property for which it was required
to file Form 82827 ... U OO UUU PSPPSR
d If "Yes,” indicate the number of Forms 8282 filed during the year
e Did the organization receive any funds, directly or indirectly, to pay premiums on a personal benefit contract? ...
f Did the organization, during the year, pay premiums, directly or indirectly, on a personal benefit contract? ...
2]
h

Q

If the organization received a contribution of qualified intellectual property, did the organization file Form 8899 as required? .
If the organization recelved a contribution of cars, boats, airplanes, or other vehicles, did the organization file a Form 1098-C?
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the

sponsoring organization have excess business holdings at any time during the year?

9 Sponsoring organizations maintaining donor advised funds.
a Did the sponsoring organization make any taxable distributions under section 49667
b Did the sponsoring organization make a distribution to a donor, donor advisor, or related PEISONT i
10  Section 501(c){7) crganizations, Enter:

a Initiation fees and capital contributions included on Part VIIl, line 12 ... 10a
b Gross receipts, included on Form 990, Part VI, line 12, for public use of club faC|I1t|es __________________ 10b
11  Section 501(c){12) organizations. Enter:
a Gross income from members of shareholdars ... . e 11a
b Gross income from other sources (Do not net amounts due or paid fo other sources against
11b

amounts due or received fromthen)
12a Section 4947{a}{1) non-exempt charitable trusts. Is the organization filing Form 990 in lieu of Form 10417
b If "Yes,* enier the amount of tax-exempt interest received or accrued during the year  ............... 12
13 Section 501(c){29} qualified nonprofit heaith insurance issuers.
a |s the organization licensed to issue qualified health plans In mere than one state? ... e
Note. See the instructions for additional information the organization must report on Schedule O.

b Enter the amount of reserves the organization is required to maintain by the states in which the
organization is licensed to issue qualified health plans ... 13b

c Enterthe amount of reserves on Mand ... ... s e 13¢ :
14a Did the organization receive any payments for indoor tanning services during the tax year? ... e —————- 14a X

b lf "Yes,” has it filed a Form 720 to repori these payments? if "Ng, " provide an explanation in Schedule O ..o, 14b

Form 990 (2015)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
(2015) RESEARCH ASSOCIATION OF AMERICA 11-2519726  Page6

{ Governance, Management, and Disclosure For each "Yes" response to fines 2 through 7b below, and for a "No" response
to line 8a, 8h, or 10b below, describe the circumstances, processes, or changes in Schedule O. See instructions.

Check if Schedule O contains a response or notetoany lineinthisPart VMl oo
Section A. Governing Body and Management

1a Enter the number of voting members of the governing body at the end of the tax year ... 1a
I[f there are material differences in voting rights among members of the governing body, or if the governing
body deiegated broad authority to an executive committee or similar committes, explain in Schedule O.
b Enter the number of voting members included In line 1a, above, who are independent ... 1b
2 Did any officer, director, trustee, or key employee have a family relaticnship or a business relationship with any other
officer, diracior, trustee, OF KBY BMPlOYEET e et b s
3 Did the organization delegate control over management duties customarlly performed by or under the direct supervision

of officers, directors, or trustees, or key employees to a management company or otherpersen? ... 3 X

Did the organization make any significant changes tc 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? ... e, 5 X

6 Did the organization have members or StOCKNGIABIST .t i 6 X
7a Did the organization have members, stockholders, or other persons who had the power to elect or appoint one or

7a X

More MEMBErs Of the GOVEIMING DOUY T e e e e s e et e s s
b Are any governance decisions of the organization reserved to {or subject to approval by) members, stockhelders, or
persons other than the goverming BOTY? .t e s
8  0id the organization confemporaneousty document the meetings held or written actlons undertakan dunng the year by the following:
a The governing body? e e R
Each committee with authority to act on behalf of the governing body? . e
8 s there any officer, director, trustee, or key employee listed in Part VI, Section A, who cannct be reached at ihe

organization's mailing address? If "Yes, " provide the names gnd addresses inSchedle O oo ) X
Section B. Policies (This Section B requests information about policies not required by the internal Revenue Code.)

Yes | No

10a X

10a Did the organization have local chapters, branches, or affiliates? ...
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 DUFPOSEST e
11a Has the organization provided a complete copy of this Form 990 to alt members of its governing body before filing the form?
b Describe in Schedule O the process, i any, used by the organization to review this Form 990.
12a Did the organization have a writien conflict of interest policy? NG, o o line 13 e
b Were officers, directors, or trusteas, and key employees required to disciose annually interests that could give rise to conflicts? ...
¢ Did the organization regularly and consistently monitor and enforce compliance with the policy? If "Yes," describe
in Schedule O how this Was dOMe ... i [T USROS
13 Did the organization have a written whistleblower policy? ... ... e
14 Did the organization have a written document retention and destruction policy? ...
15  Did the process for determining compensation of the following persens include a review and approval by independent
persons, comparability data, and conternporanecus substantiation of the deliberation and decision?
a The organization’s GEQ, Executive Director, of top management official ...
b Other officers or key employees of the organization ... JOR T OO SUP PP
If "Yes' o line 15a or 15b, describe the process in Schedule O (see instructions).
16a Did ihe organization invest in, contribute assets to, or participate in a joint venture or simitar arrangement with a

taxabhle entity DUING TS YEAT? oottt oo c et e et oo E e oo T
b If "Yes,® did the organization foliow a written palicy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and take steps 1o safeguard the organization’s
exempt status with respect to such arrangements? e
Section C. Disclosure
17 List the states with which a copy of this Form 990 is required to be filed B-NY , M1 , MA, NJ,CA
18  Section 6104 requires an organization to make its Forms 1023 (or 1024 if applicable), 990, and 990-T (Section 501(c}(3)s onty) available
for public inspection. Indicate how you made these available. Check ali that apply.
(] own website D Ancther's website [X] Upen request |:| Other (explain in Schedule O)
16 Describe in Schedule O whether {and if so, how) the organization made its governing documents, conflict of interest policy, and financial
statemnents available to the public during the tax year.
20  State the name, address, and telephone number of the person who possesses the organization’s bocks and records: |
BRETT KOPELAN - 212.868.1573
75 BROAD ST SUITE 300, NEW YORK, NY 10004

632006 12-16-15
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Form 990 {2015} RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 7
Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated
Employees, and Independent Contractors
Check if Schedule O contains a response or note to any lineinthis Part VII g |:|

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

® List all of the organization’s current officers, directors, trustees (whether individuals or organizations), regardless of amount of compensation.
Enter -0~ in columns (D), {E), and (F) If no compensation was paid.

@ |ist all of the organization's current key employees, if any. See instructions for definition of "key employes.”

e [ st the organization’s five current highest compensated employees (other than an officer, director, trustee, or key employes) who recelved report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1089-MiSC) of more than $100,000 from the organization and any related organizations.

@ List all of the organization's former officers, key employees, and highest compensated employees who recelved more than $100,000 of
reportable compensation from the organization and any refated organizations.

® st all of the organization's former directors or trustees that recsived, in the capacity as a former director or trustes of the organization,
more than $10,000 of reportable compensation from the organization and any related organizations.
List persons in the following order: individual trustees or directors; institutional trustees; officers; key employees; highest compensated employees;
and former such persons.

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

(A (B) ) D) (E) {F)
Name and Titie Average | o cfe‘;’fffrg \han one Reportable Reporlabi‘e Estimated
houts per bex, unless person Is both an compensation compensation amount of
week officer and a directar/iristes) from from related other
(list any 8 the organizations compensation
hours for § . B organization (W-2/1099-MISC) from the
related g g % {(W-2/1099-MISC} organization
organizations E = g gu and related
bfelow g g 5 g Eé 5 organizations
line) 2|E|E |2 1961 5
(1) FAITH DANIELS 1.00
PRESIDENT EMERITUS X 0. 0. 0.
{2) J ALEC ALEXANDER 1.60
TREASURER X X 0. 0. 0.
{3) DANIEL MARK STEGEL MD 1.00
SECRETARY X X 0. 0. 0.
{4) FRANK KACMARSKY 1.00
DIRECTOR X 0. 0. 0.
{5) ANDREW TAVANT 1.00
VICE CHATR X X 0. 0. 0.
{6) RICHARD GALLAGHER 1.00
CRAIR X 0. 0. 0.
{7) DR ROBERT MEIROWITZ 1.00
DIRECTOR X 0. 0. 0.
{B) BRETT KOPELAN 40.00
EXECUTIVE DTRECTOR X X 139,000. 0. 0.
{9) JOHN LEE 1.00
DIRECTOR X 0. 0. 0.
{10} WILLIAM CORNMAN 1.00
DIRECTOR X 0. 0. 0.
{11) KATHLEEN BROWN 1.00
DIRECTOR X 0. 0. 0.
{12) SONYA WILANDER 1.60
DIRECTOR X 0. 0. 0.
{13) LESLIE RADER 1.00
PAST 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.
Form 990 (2015)

532007 12-18-15

7
14500426 806990 DEBRA 2015.03040 DYSTROPHIC EPIDERMOLYSIS BU DEBRAIL




DYSTROPHIC EPIDERMOLYSIS BULLOSA

(2015) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 8
i Section A. Officers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
{A} (B) {C) D) (E) (F)
Name and title Average (o not c,f;g:'{ggg than one Repottable Reportable Estimated
hours per | oy, uness persen is both an compensation compensation amount of
week officer and a director/trustes) from frorm related other
(istany | 8 the organizations compensation
hoursfor |5 5 organization (W-2/1098-MISC) from the
related | g E g (W-2/1099-MISC) organization
organizations| B | 3 g |E and related
bl;elo;v % :g . é:' é% B organizations
ne 2l2 5% [FE] e
(18) ROBERT RYAN PHD 1.00
DIRECTOR X 0. 0. 0.
{19) THOMAS GILLESPIE 1.00
DIRECTOR 0. 0. 0.
{20) DR JOUNI UITTO 0.00
0. 0. 0.
1B SUBOLAL ..o oo e b 139,000. 0. 0.
¢ Total from continuation sheets to Part Vi, Section A ______________________________ b 0. 0. 0.
d Total (add lines 1b and 1C) ...oooiooiieiiii e P 139,000, G. 0.
2 Total number of individuals (including but not limited to those listed above) who received more than $100,000 of reportable L

compensation from the organization |

3 Did the organization list any former officer, director, or trustee, kay employee, of highest compensated empioyee on
line 1a7 if "Yes, " complete Schedule J for such individual

4  For any individual listed on fine 1a, is the sum of reportable compensation and other compensation {rom the organization
and related organizations greater than $150,0007 If "Yes," complete Schedule J for such individual ... ...

5 Did any person listed on line 1a receive or accrue compensation from any unrelated organization or individual for services
rendered to the organization? If "Yes," complete Schedule J for such person

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 cempensation for the calendar year ending with or within the organization’s tax year.

{A) (B)
Name and business address Description of services

(C)
Compensation

NONE

2 Tolal numbet of independent coniractors (including but not limited to those fisted above) who received mote than
$100,000 of compensaticn from the organization P 0

Form 990 (2015)'
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
15) RESEARCH ASSQCIATION QOF AMERICA 11-2519726 Page 9
Statement of Revenue

Check if Schedule O contains a response or noleto any lineinthis Part VIlE ..o D
f (B} ) D}

Total revenue Related or Unyelated Rtfwenute exclgded

exempt funstion business mfge catfngg or

revenue revenue

1 a Federated campaigns 1a

b Membership dues 1b

Fundraising events . 1¢

Related organizations 1id

Government grants (contributions) 1e
Alt other contributions, gifts, granis, and
similar amounts not included ahove 1f 649,364,

- 0 a 0

Noncash contrdbutions included In lines 1a-if §
Total. Add lines 1a-1f ... i P
Business Code

@

Contributions, Gifts, Grants|
and Other Similar Amount:

=

Program Service
Revenue

All other program service revenue ...
Total. Add lines 2a2f ...cooccoenn ..
3 Investment income (including dividends, interest, and
other similar amounts) » 3,168, 3,168,

e 0 o 0 O o

Income from investment of tax-exempt bond proceeds »
5 ROYAMES oo »

Gross rents

Less: rental expenses

Rental income or foss) ...
Net rental income of (1088} .. ocoioceieeeniii B
Gross amount from sales of () Securities {i) Other
assets other than inventory

¢ oo oo

b Less: cost or other basis

and sales expenses

¢ Gainor{loss) ...

d Net gain or (foss) ...

8 a Gross income from fundraising evenis (not
inciuding $ of
contributions reported on line 1c). See

Part IV, fine 18 al 1 286, 722

Other Revenue

b Less: direct expenses b 365,124

¢ Net income or (joss) from fundraising events  ..............

8 a Gross income from gaming activities. See
Par IV, line 19 a

b Less: direct expenses

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

10 a Gross sales of inveniory, iess returns

and aliowances a

b Less: cost of goods sold

¢ Net income of (loss) from sales of inventory . ...............
Miscellanecus Revenue Business Cod
MISCELLANEOUS INCOME 900099 4 668, 4 668,

ih!

All otherrevenue ... . ...
Total. Add lines 11a11d ..o, » 4,668
12 Tolalrevenue. See instructons. ... > 1,578 798, 4,668, 0. 924 766,
532000 12-16-15 Form 990 {2015)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 {2015) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Ppage 10
. Statement of Functional Expenses
Section 501{c)(3) and 501{ci{4) organizations must complete all columns. All other organjzations must comnplete column (A).
Check if Schedule O contains a response or noteuts anylineinthisPart IX ... ( C) ................................ ( D) L L]
Do not include ainotunts reported on lines 6b, . -
oo oty e dow ot et | Tetleenses | P e | e ommses | expensos’
1 Grants and other assistance to domestic organizations
and domestic governments. See Part 1V, ling 21
2  Grants and other assistance to domestic
individuals. See Part IV, line 22 ...
3 Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15 and 16 ...
4 Benefits paidto or formembers ...
5 Compensation of current officers, directors,
trustees, and Key employees ...
6 Compensation not included above, to disqualfied
persons (as defined under section 4958{f){1}) and
persans described in seciion 4958(c)(3)(B) ...
7 Othersalaries and wages ... 566,321. 481,373. 28,316. 56,632.
B Pension plan accruats and contributions {inciude
section 401{k) and 403(kr) employer contributions)
9  Other employee benefits ... 62,647, 53,250. 3,132, 6,265.
10 Payroll taXes ..o oo 53,097, 45,132, 2,655, 5,310.
11  Fees for services (non-employees).
a Management ...
B oLegal o
e AccoUnting ...
d Lobbying ...
e Professional fundraising services. See Part IV, line 17
f Invesiment managementfees ...
g Other. (If ing 11g amount excesds 10% of ling 25,
colurnn {A) amount, list line 11g expenses on 5ch G.) 10,606, 9,015. 530. 1,061,
12 Advertising and promotion ... 41,643, 35,397. 2,082, 4,164,
13 OiCE BXPENSES oo s 104,674. 88,973. 5,233, 10,468.
14 Information technology .. ...
15 Royalties ...
16 QCCUPANCY ... 80,633. 68,538. 4,032, 8,063.
17 Travel 89,107, 75,741. 41455- 8r911-
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings ... .
20 Interest
21  Payments to affifates ...
22 Depreciation, depletion, and amort zation ... 6 4 791. 5,7 72. 340. 679.
23 INSUTANGE oo 421 843.
24 Cther expenses. nennzeexpensesnalcuvered : c
above. (List miscellaneous expenses in fine 24e. Ifline §;
24e amount exceeds 10% of line 25, colurnn {A) '
amount, list line 24e expanses on Schedule Q. Yo
a BAD DEBTS 67,000. 67,000,
b PATIENT ASSISTANCE 46,361. 46,361,
¢ MISCELLANEOUS 40,018. 34,015. 2,001. 4,002.
d DUES & SUBSCRIPTIONS 28,937. 24,596, 1,447, 2,894,
e All other expenses 30,317. 25,770, 1,515. 3,032.
25  Total functionat expenses, Add lines 1 through 24e 1,236,579. 1,001,096. 56,159. 179,324.
26 Joint costs. Complete this line oniy if the organization
reported in column (B} joint costs from a combined
educational carnpaign and fundraising solicitation.
chock here B [ it following 5GP 08-2 (ASC 958-720)
Form 990 (2015)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
990 (2015) RESEARCH ASSQCIATION OF AMERICA 11-2519726 page 11
1 Balance Sheet

Check i Schedule O contains a response ernolefoany lineinthis Pard X ... e I:]
(A} B)
Beginning of vear End of year

1 Cash - nondnterest-beating ... .. 996,905.] 1 1,201,486,
2  Savings and temporary cash investments ... ... 540,832.| 2 640,324.
3 Pledges and grants receivable, net e 3
4 AGGOUNtS rECeVable, MO ... ..\ooo o oo e 141,738.] a 157,217,
5 Loans and other receivables from current and former officers, directors, ‘

trustees, key employees, and highest compensated employees. Complete

Part Hof Schedule L . i e
6 Loans and other receivables from other disqualified persons (as defined under

section 4958(f){1}), persons described in section 4958(c}{3)(B), and contributing

empioyers and sponsoring organizations of section 501(c)(9} voluntary

% employees' beneficlary organizations (see instr), Complete Part llof Sch L ... 6

@ 7 Notes and loans receivable, net ... e 7

< B Inventories for SalB OF USE ... 10,928.] 8 690,784.
9 Prepaid expenses and deferred charges __................ . 13,209. 9 17,725,

10a Land, buildings, and equipment: cost or other

basis. Complete Part VI of Schedule D . 10a S
10b 20,920. 18,499.! 10¢ 13,567.

b Less: accumulated depreciation ...

11 invesiments - publicly traded securities ... 11
12 invesiments - other securities. See Part IV, line 11 12
13  Invesiments - program-elated. See Part IV, line 11 13

14

14 dntangiDle @SSEIS .. ... e
15 Otherassets. See Parl IV, Ine 15 e 15
16 Total assets. Add lines { through 15 {must equalline 34} ...z 1,722,1 11.) 18 2, 721, 103.
17 Accounts payable and accrued expenses ... e e 11,663.| 17 37,835.
18 GrANtS PAYADIE oo 50,000.] 18
19 Deferred revenue ... ...
20 Taxexempt bond liabilities .
21 Escrow or custodial account liability. Compiete F‘art iVof Schedule D ...
22  1oans and other payables to current and former officers, directors, trustees,
key employees, highest compensated empioyees, and disqualified persons.
Complete Part |l of Schedule L. RS U T OO UOUUURRRPRSRRORS
23  Secured morigages and notes payable to unrelated third parties ...
24 Unsecured notes and loans payable to unrelated third parties ...
25  Other iiabiiities (including federal income tax, payables to related third
parties, and other liabllities not included on lines 17-24). Complete Part X of
SCREAUIE D e e e
26 Total liabilities. Add lines 17 through 25 ... ..o
Organizations that follow SFAS 117 {ASC 958), check here B and
complete lines 27 through 29, and lines 33 and 34.
27  Unrestrictednetassets ... TN
28 Temporarily restricied net assets
29  Permanently restricted net assels
Organizations that do not follow SFAS 117 {ASC 958), check here ]
and complete fines 30 through 34.
30 Capital stock or trust principal, or current funds ...
31 Paid-in or capital surpius, or land, building, or equipment fund ...
32 Retained eamings, endewment, accumulated income, or other funds ...
33 Total net assets or fund balances SRS CRUP R RROURPPON
34  Total liabilities and net assets/fund balances

Liabilities

25
61,663, 25 37,835,

966,124.| 27 1,873,083.
694,324.| 28 810,185.

Net Assets or Fund Balances

1,660,448.] 33 2,683,268.
1,722,111.] sa|  2,721,103.
Form 990 (2015)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

{2015) RESEARCH ASSOCIATION OF AMERICA 11-2519726 page 12
Reconciliation of Net Assels

Check if Schedule O contains a response or note to any iine in this Part ) < RO U TR U T U RO P DU U VPP UTO VYO OPRE PR PP PRPP RS

1 Total revenue (must equal Part Vill, column (A), line 12) ... e 1 1,578,798,

2 Total expenses (must equal Part 1X, column (A), iN@ 25} __.._.....ccooiiiimioi e 2 1,236,579.

3 Revenue less expenses. Subtract fine 2 from INe T ... 3 342,219,

4  Net assets or fund balances at beginning of year (must equal Part X, line 33, column (A) ... . 4 1,660,448,
5 Net unrealized gains {losses) On INVESIMENES . 5
8 Donated services and use of facilities 6
7 Invesiment expenses ... 7
B Prior period adjustments . SO U O UO O SOUR SO TRURRUPR e 8

0  Other changes in net assets or fund balances (explain in Schedule G) ... 9 680 7 601.

10 Net assets of fund balances at end of year. Combine lines 3 through 9 (must equat Part X, line 33,
column (B)) ... i s riaeameeeiiiieiiiseeisiieieesisesessiereereeiiie 10 2,683,268.

Financial Statements and Reporting
Check If Schedule O contains a response or note to any ling jn this Part XII oo

1 Accounting methad lsed to prepare the Form 990: D Gash Accrual D Cther
If the organization changed its method of accounting from a prior year or checked "Other," explain in Schedule C.
2a Were the organization’s financial statements compiled or reviewed by an independent accountant? e
It "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed on a
separate basis, consclidated basis, or both:
D Separate basis D Consolidated basis D Both consolidated and separate basis
b Woere the organization's financial statements audited by an independent accountant?
If "Yes," check a box below to indicate whether the financial staternents for the year were audited on a separate hasis,
consolidated basis, or both:
Separate basis [ 1 consolidated basis D Both censolidated and separate basis
¢ If "Yes" 1o line 2a or 2b, does the organization have a committee that assumes responsibility for oversight of the audit,
revlew, or compilation of its financiat statements and selection of an independent accountant? ...
If the organization changed either its oversight process or selection process during the tax year, explain in Scheduie O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit

ACt and OMB GIrCUIAr ATB37 oo T 3a X
b If"Yes," did the organization undergo the required audit or audits? If the organization did not undergo the required audit
or audits, explain why in Schedule O and describe any steps taken toundergosuch audits ... 3b
Form 990 (2015)
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SCHEDULE A
{Form 890 or 990-EZ)

OM8B No, 1545-0047

Public Charity Status and Public Support 201 5

Complete if the organization is a section 501 (¢}(3} organization or a section

4947(a)(1} nonexempt charitable trust.
Department of the Treasury P Attach to Form 890 or Form 980-EZ.
Intemal Alevenue Service B> (nformation about Schedule A {Form 980 or 980-EZ) and its instructions Is at www.irs.gov/formg90.
Name of the organization DYSTROPHIC EP IDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-2519726

Reason for Public Charity Status (Al organizations must complete this part.) See instrugtions.

The organization is not a private foundation because it is: {For lines 1 through 11, check only cne box.)

1 [
2
3
4

[0 WO 0O 000

10
Ll

[0

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

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

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

A medical research organization operated in conjunction with a hospital described in section 170(0){1){A)iii). Enter the hospital's name,
city, and state:
An organization opetated for the benefit of a college or university owned or operated by a governmental unit described in

section 170(b){1){AHiv}). (Complete Part 11}

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

An organization that normally receives a substantial part of its support from a governmental unit or from the general public described in
section 170{b){1{A)vi). (Complete Part I1)

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

An organization that normally receives: (1} more than 33 1/3% of its support from contributions, membership fees, and gross receipts from
activities related 1o its exempt functions - subject to certain exceptions, and {2} no more than 33 1/3% of its support from gross invesiment
income and unrelated business taxable income {less section 511 tax) from businesses acquired by the organization after June 30, 1975.
See section 50%{a){2). (Complete Part lIl.)

An organization crganized and operated exclusively to test for public safety. See section 50%{a}{4).

An organization organized and operated exclusively for the berefit of, to perform the functions of, of to carry out the purposes of one or
more publicly supported otganizations described in section 508(a)(1) or section 509{a){2). See section 509 (a)(3). Check the boxin

lines 11a through 11d that describes the type of supporting organization and complete fines 11e, 111, and 11g.

a [ | Type |. A supporting organization operated, supervised, of controfled by its supported organization{s), typically by giving

the supported organization(s) the power to reqularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part iV, Sections A and B.

b [] Type II. A supporting organization supervised cr controlled in connection with its supported organization(s), by having

control or management of the supporting organizaticn vested in the same persons that control or manage the supported
organization(s). You must complete Par{ IV, Sections A and C.

c [:I Type lll functionaliy integrated. A supporting organization operated in connection with, and functionally integrated with,

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

a [ ] Type |1} non-functionally integrated. A supporting organization operated in connection with its supported organization(s)

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

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

functionally integrated, or Type Hii non-functionally integrated supporting organization.
{ Enter the number of supported OrganiZations || ... {
g Provide ihe following information about the suppotted organization(s}.
(i) Name of supported {ii) EIN (iity Type of organization (v} [s the qrganizaﬁon {v) Amouni of monetary {vi} Amount of
organization (described on #nes 1-9 fisted in your support (see other support (see
above (see instructions)) governing document? instruclions) instructions)
Yes No
Total =
LHA For Paperwork Reduction Act Notice, see the Instructions for Schedule A (Form 990 or 990-EZ) 2015

Form 990 or 990-EZ. 532021 09-23-15
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
A (Form 990 or 990-£7) 2015 RESEARCH ASSOCTATION 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 5, 7, or 8 of Part | or if the organization failed to qualify under Part {ii. If the organization
falts to qualify under the tests listed below, please complete Part HIL.)

Section A. Public Support

Calendar year [or fiscal year beginning in) B {a) 2011 {b) 2012 {c) 2013 (d} 2014 {e) 2015 {f) Total
i Gifts, grants, contributions, and

membership fees received. {Do not

include any "unusuai granis.") 719,454. 948,110.] 757,834. 1052072. 649,364. 4126834.

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

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

4 Total. Add lines 1 through 3 .719,454. 948,‘]:10

757 1052072.] 649,364, 4126834.

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
armount shown on line 11,
column {f)

4126834.

6 Public support, Subtract line 5 from line 4,
Section B. Total Support
Calendar year (or fisgal year beginning in} B {a) 2011 (b) 2012 {c) 2013 {d} 2014 {e) 2015 {f) Total
719,454. 948,110.] 757,834.] 1052072.] 649,364.] 4126834.

7 Amounis fromlined ...

8 Gross income from interest,
dividends, payments received on
securities loans, rents, royalties

and income from similar sources 2,892, T88. 3,917. 1,081. 3,168. 11,846.

g Net income from unrelated business

activities, whether or not the
husiness is regularly carried on
10 Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part VI) ...
11 Total support. Add lines 7 theough 10 : 4138680.
12 Gross receipts from related activities, etc {see lnstructlonS) .................................................................... 12 I 599,65 8.
13 First five years, If the Form 990 is for the organization's first, secend, third, fourth, or fifth tax year as a section 501 (c)(3}

organization, check this DoX and STOP REFE, ..ooooioii it oo e L]
Section C. Computation of Public Support Percentage
14 Public support percentage for 2015 {line B, column {f) divided by fine 11, column () ... 14 99.71 %
15 Public support percentage from 2014 Schedule A, Part Il NN A e 15 99.76 %
16a 33 1/3% support test - 2015, If the organization did not check the box on line 13, and line 14 is 33 1/3% or more, check this box and

stop here. The organization qualifies as a publicly supported QrgANIZALION e >

b 33 1/3% support test - 2014. If the organization did not check a box on line 13 or 16a, and line 15 is 33 /3% or more, check this box
and stop here. The organization qualifies as a publicly supported OFGANTZALION ..o oo et e s » D

17a 10% -facts-and-circumstances test - 2015. If the organization did not check a box on fine 13, 16a, or 16b, and line 14 is 10% or more,
and if the crganization meets the "facts-and-circumstances” test, check ihis box and stop here. Explain in Part Vi how the organization
meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization ... » [j
b 10% -facts-and-gircumstances test - 2014, If the organization did not check a box on line 18, 16a, 16b, or 17a, and line 15 is 10% or
more, and i the otganization meets the "facts-and-circumstances” test, check this box and stop here, Expiain in Part V| how the
organization meets the 'facts-and-circumstances” test. The organization qualifies as a publicly supported organization ... B[]

18 Private foundation. If the organization did not check a box on fine 13, 16a, 16b, 17a, or 17h, check this box and see instructions ......... | I:l
Schedule A {Form 990 or 990-EZ) 2015

532022
09-23-15
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(Form 990 or 990-EZ) 20156 Page 3

Support Schedule for Organizations Described in Section 509(a)(2)

{Complete only if you checked the box on line 9 of Part | or if the organization failed to quallfy under Part IL. If the organization faiis to

qualify under the tests listed below, please complete Part |1.}

Section A. Public Support

Calendar year {or fiscal year beginning in) B (a) 2011 {b) 2012 {fc} 2013 {d) 2014 {e) 2015 (f) Total

1 Gifts, grants, contributions, and

membership fees received. (Do not
include any “unusual grants.")

2 Gross receipts from admissions,
merchandise scld or services pet-
formed, of facilities furnished in
any activity that is relaied to the
organization’s tax-exemnpt 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

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

6 Total. Add lines 1 through 5 .. ...

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

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

cAddlines7aand?b ...

8 Public support. {Subtract ing 7c from ine 6.
Section B. Total Support

Galendar year {or fiscal year beginning in) | 2 {a) 2011 {b) 2012 {c) 2013 (d} 2014 (e) 2015 {f} Total

& Amounts fromiine® .. . ...
10a Gross income from interest,
dividends, payments received on
securities loans, rents, royalties
and income frem similar sources .
b Unredated business taxable income
(less section 511 taxes) from businesses

acquired afler June 30,1976

¢ Add lines {0aand 10 ...
11 Net income from unrelated business
activities not included in line 10b,
whether or not the business is
reqularly carrieden .
12  Other income. Do not include gain
or loss from the sale of capital
assets (Explain in Part V1) oo
13 Total support. (add #ines 9, 105, 11, and 12.)

14 First five years. If the Form 990 is for the arganization's first, second, third, fourth, or fifth tax year as a section 501(c}{3) crganization,

check this box and stop REF@  ........coooviiviiiiiiiii it R TR U T OO TP PP RV VPO oy
Section C. Computation of Public Support Percentage

15 Public support percentage for 2015 (line 8, column (f) divided by line 13, column @) ... 15 %
16 Public support pergentage from 2014 Schedule A, Part il lne 15 ..o iz 16 %
Section D. Computation of Investment Income Percentage
17 Investment income percentage for 2015 fline 10¢, colurnn {f) divided by line 13, column {f)) ... 17 %
18 Investment income percentage from 2014 Schedule A, Part lll fine 17 18 %
18a 33 1/3% support tests - 2015, if the organization did not check the box on line 14, and line 15 is more than 33 1/3%, and line 17 is not

more than 33 1/3%, check this box and stop here. The organization qualifies as a publicly supported organization ... e » I:]

b 33 1/3% support tests - 2014, |f the organization did not check a boX on line 14 or line 19a, and line 16 is more than 33 1/3%, and

jine 18 is not more than 33 1/3%, check 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 ........................ B D

532023 09-23-15 Schedule A (Form 980 or 890-EZ) 2015
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DYSTROPHIC EPIDERMOLYSIS BULLGSA
A (Form 990 or 990-E7) 2015 RESEARCH ASSOCTIATION OF AMERICA 11-2519726 Page4
i Supporting Organizations
{Complete only if you checked a box in fine 11 on Part 1. if you checked 11a of Part |, complete Sections A
and B. If you checked 11b of Part |, complete Sections A and C. If you checked 11c of Part |, complete
Sections A, D, and E. If you checked 11d 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? ¥ "No" describe in Part Vihow the supported organizations are designated. If designated by
class or purpose, describe the designation. If historic and continuing relationship, expfain.

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

Ja Did the organization have a supperted organization described in section 501(c)(4), (5), or (6)7 if "Yes," answer
{b) and (c) below.

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

¢ Did the organization ensure that all support to such crganizations was used exclusively for section 170{c)(2)(B}
purposes? If "Yes," explain in Part Viwhat corttrols the organization put in place to ensure such use.

4a Was any supported organization not organized in the United States ("foreign supported organization"y? If
"Yas," and if you checked 11a or 11b in Part I, answer (b) and (c) befow.

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

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501 (c)(3) and 508(a){1) or (2)7 If "Yes," explain in Part Viwhat controls the organization used
fo ensure that all support to the foreign supported organization was used exclusively for section 170(c)(2)({B)

PLIDOSES.
5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer (b) and (c) below (if applicable). Aiso, provide detail in Part Vi, including (i} the names and EIN
numbers of the supported organizafions added, substituted, 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 actior:
was accomplished (such as by amendment fo the organizing document).
b Type! or Type Il only. Was any added or substituted supported organization parl of a class alteady
designated in the organization’s organizing document?
¢ Substitutions only. Was the substitution the result of an event beyond the crganization’s control?
6 Did the organization provide supper (whether in the form of grants or the provision of services or facilities) to
anyone other than (i its supported organizations, {jf) individuals that are part of the charltable class
benefited by one or more of its supported organizations, or (iil) other supperting organizations that also
support or benefit one or more of the filing organization’s supported organizations? Jf "Yes, " provide detail in
Part Vi
7  Did the organization provide a grant, loan, compensation, or other similar payrent to a substantial contributor
(defined in section 4958(cH3)C)), a family member of a substantial contributor, or a 35% controlled entity with
regard to a substantial contributor? if "Yes," cemplete Part | of Scheduie L {Form 990 or 980-EZ).
8 Did the organization make a loan to a disqualified person (as defined in section 4958) not described in ine 77
If "Yes," complete Part [ of Scheoule L (Form 990 or $80-£2).
9a Was the organization controlled directly or indirectly at any time during the tax year by one or more
disqualified persens as defined in section 4946 (other than foundation managers and organizations described
in section 509{a)(1} or (2))? If "Yes," provide detail in Part VI,
b Did one or more disqualified persons (as defined in fine 8a) hold a controlling interest in any entity in which
the supporting organization had an interest? If "Yes," provide detail in Part Vi,
¢ Did a disqualified person (as defined in line 9a} have an ownership interest in, or derive any personai benefit
from, assets in which ihe supporting organization also had an interest? /f "Yes, " provide detall in Part Vi.
10a Was the organization subject to the excess business holdings ruies of section 4943 because of section
4943(f) (regarding cerlain Type || supporting erganizaticns, and all Type |ll non-functionally integrated
supporting organizations)? If "Yes," answer 10b below.
b Did the organization have any excess business holdings in the tax year? (Use Schedufe C, Form 4720, fo
dstermine whether the organization had excess business holdings.)

10b
Schedule A {Form 990 or 980-EZ) 2015
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DYSTROPHIC EPIDERMOT.YSIS BULLOSA
Schedule A {Form 990 or 990-E2) 2015 RESEARCH ASSOCIATION OF AMERICA

11-2519726 pages

Supporting Organizations (continued)

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who directly or indirectly controls, either alone or together with persons described in (b) and (c)

N

below, the governing body of a supported organization? 11a
b A family member of a person desctibed in (a) above? 11b
¢ A35% controlled entity of a person described in {a) or (b) above?if *Yes"toa, b, or G, provide detail in Part V1. 11c

Section B. Type | Supporting QOrganizations

1 Did the directors, irustess, or membership ¢f one or more supported organizations have the power to
regularly appoint or elect at ieast a majority of the organization’s directors or trustees at all times during the
tax year? If "No," describe in Part W how the supporied organization(s) effectively operated, sugervised, or
controfled the organization’s activities. If the organization had more than one supported organization,
describe how the powers to appeint and/or remove directors or tiustees were alfocated among the supported
organizations and what conditions or restrictions, if any, applied to such powers during the tax year.

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

lYes

Nc

Section C. Type |l Supporting Organizations

1 Were a majerity of the organization’s directors or trustees during the tax year also a majority of the directors
of trustees of each of the organization's supported organization{(s)? If "No," describe in Part VI how controf
or management of the supporting organization was vesfed in the same persons that controfied or managed

the supported organization(s).

Yes

No

Section D. All Type 11l Supporting Organizations

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

2  Were any of the organization’s officers, directors, of frusiees gither (i) appointed or elected by the supported
organization{s) or {ii) serving on the governing body of a supported organization? If "No," explain in Part Vi how
the organization maintained a close and confinuous working relationship with the supported arganization(s).

3 By reason of the relationship described In {2}, did the organization’s supported organizations have a
significant voice in the organization’s investment policies and in directing the use of the organization’s
income of assets at all times during the tax year? /f "Yes," describe in Part Vi the role the organization’s

supported organizations played in this regard.

Yes

No

Sectjon E. Type Il Functionally-Integrated Supporting Organizations

1 Check the box next to the method that the organization used fo salisfy the Integral Part Test during the yeafsee instructions):

a E The organization satisfied the Activities Test. Complete fine 2 helow.
b [___! The organization is the parent of each of its supported organizations. Complete fine 3 below.

¢ [ 1The organization supported a governmental entity. Describe in Part VI how you supported a government entily (see instructions).

2 Activilies Test. Answer {a) and (b} befow.
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 V| identify
those supported organizations and explainhow these activities directly furthered thelr exempt purposes,
how the organization was responsive fo those supported organizations, and how the organization determined
that these activities constituted substantially all of its activities.

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

3 Parent of Supported Organizations. Answer {a) and (] below.

a Did the organization have the power to reguiarly appoint or elect a majority of the officers, direclors, or
trustees of each of the supported organizations? Provide detalls in Part V.

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 W the role played by the organization in this regard.

Yes

No

3b

Schedule A (Form 290 or 990-EZ) 2015
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule A (Form 990 or 990-E7) 2015 RESEARCH ASSOCIATION OF AMERICA

11—2519726 Page 6

| Type Il Non-Functionally Integrated 500(a){3) Supporting Organizations

1 D Check here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970. See instructions. All
other Type |l non-functignally integrated supporting organizations must complete Sections A through E.

Section A - Adjusted Net Income

(B) Current Year

(A) Prior Year {optional)

Net short-term capital gain

Recoveries of prioryear distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation and dapletion

O [P | (N | =

(=L - /- I e

Portion of opsrating expenses paid or incurred fer production or
collection of gross income or for management, conservation, or
maintenance of property held for production of income (see instruciions)

Other expenses (see instructions)

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

Section B - Minimum Asset Amount

{B) Current Year

(A) Prior Year (optional)

1 Aggregate fair market value of all non-exempt-use assets (see
instructions for short tax year or assets held for part of yeary

Average monthly value of securities

Average menthly cash balances

Fair market value of other pen-exempt-use assets

Total (add lines 1a, ib, and ic)

o a |6 |Tla

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

2 Acquisition indebtedness applicable to non-exempt-use assets 2
3 Subtract line 2 from line 1d 3
4 Cash deemed held for exempt use. Enter 1-1/2% of line 3 {for greater amount,

ses instructions). 4
5 Net value of non-exempi-use assets (subtract line 4 from: line 3) 5
6  Multiply line 5 by .036 [+]
7 Recoveries of prior-year distributions 7
8 Minimum Asset Amount (add line 7 to line 6) 8

Section C - Distributabie Amount Current Year

1 Adjusted net income for prior year {from Section A, line 8, Column A} 1
2  Enter 85% ofline 1 2
3 Minimum asset amount for prior year {from Ssction B, line 8, Column A) 3
4  Enter greater of line 2 of line 3 4
5 Ipncome tax imposed in prior year 5
6 Distributable Amount. Subtract line 5 from line 4, unless subject io

emergency temporary reduction (see Instructions) 6

7 D Check here if the current year is the organization's first as a nonsunctionally-integrated Type 1l supporting organization (see

instructions).

§32026
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DYSTROPHIC EPIDERMCLYSIS BULLOSA

Schedule A (Form 990 or 900-E7 2015 RESEARCH ASSOCIATION OF AMERICA 11-2519726 page7
Type Il Non-Functionally Integrated 509(a}{(3) Supporting Organizatlions (continued)
Section D - Distributions

1 Amounts paid to supported crganizations to accomplish exempt purposes

2 Amounts paid to perform activity that directly furthers exempt purpeses of supported
organizations, in excess of income from activity
Administrative expenses paid to accomplish exempt purposes of supported organizations
Amounts paid to acquire exempt-use assets
Qualified set-aside amounts {ptior IRS approval required)
Other distributions (describe in Part VI). See instructions.
Total annual distributions. Add lines 1 through 6.
Distributions to attentive supported organizations to which the organization is responsive
{provide details in Part VI). See instructions.
Distributable amouni for 2015 from Section G, line &
10 iine 8 amount divided by Line 8 amount

Current Year

2~ R (b (W

=]

0] (i) {iii)
Excess Distributi Underdistributions Distributable
Section E - Distribution Allocations {see instructions) ces s fons Pre-2015 Amount for 2015

1 Distributable amount for 2015 from Section G, line 6
2  Underdistributions, if any, for years prior to 2015
(reasonable cause required-see instructions)
Excess distributions carryover, if any, to 2015;

From 2013
From 2014
Total of lines 3a through e

Applied to underdistributions of prior years

Applied to 2015 disiributable amount

i Carryover from 2010 not applied (see Instructions)
i Remainder. Subtract lines 3g, 3h, and 3] from 3f.
4  Distributions for 2015 from Section D,
line 7: $
a Applied to underdistributions of prior years
b Applied to 2015 distributable amount
Remainder. Subtract lines 4a and 4b from 4.

5  Remaining underdistributions for years prior 1o 2015, if
any. Subtract lines 3g and 4a from line 2 {(if amount
greater than zero, see instructions).

6 Remaining underdistributions for 2015. Subtract lines 3h
and 4b from line 1 (if amount greater than zero, see
instructions).

7  Excess distributions carryover to 2016. Add lines 3]
and 4c.

Breakdown of line 7:

S @l je Qe |Te

Excess from 2013
Excess from 2014
Excess from 2015

o Q|6 T o

Schedule A (Form 990 or 990-EZ) 2015
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule A (Form 9380 or 990-EZ) 2015 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Ppages
; Supplemental Information. Provide the explanations required by Part II, line 10; Part I, line 17a or 17b; Part I, line 12;
Part IV, Section A, lines 1, 2, 3b, 3c, 4b, 4c, 5a, 6, Ba, 9b, 9¢, 11a, 11b, and 11c; Part IV, Section B, lines 1 and 2; Part |V, Section G,
fine 1; Part |V, Section D, lines 2 and 3; Part IV, Section E, lines 1c, 2a, 2b, 3a and 3b; Part V, line 1; Part V, Section B, line 1e; Parl V,
Section D, lines 5, B, and 8; and Part V, Sectlon E, lines 2, 5, and 6. Also complete this part for any additional infermation.
{See instructions.}

532028 09-23-15 Schedule A (Form 990 or 990-EZ} 2015
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Schedule B Schedule of Contributors MG No. 16456047

Lﬁ";ga?gg)' 990-EZ, B Attach to Form 990, Form 990-EZ, or Form 990-PF.
Department of the Treasury B Information about Schedule B (Form 990, 990-EZ, or 990-PF) and 2 01 5

internal Revenue Service its instructions is at www.irs.gov/formgg(

Name of the organization Employer identification number

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA 11-2519726

Organization type (check one):

Filers of: Section:

Form 990 or 990-E2 501(c) 3 ) (enter number) organization

]

4947(a{1) nonexempt charitable trust not treated as a private foundation
527 political organization
Form 990-PF 501(c)(3) exemnpt private foundation

(I
|:| 4947(a){1) nonexempt charitable trust treated as a private foundation

501{c){3) taxable private foundation

Check if your organization is covered by the General Rule or a Special Rule,
Note. Only a section 501()(7}, (8), or (10) organizaticn can check boxes for both the General Rule and a Special Rule. See instructions.

General Rule

|:| For an organization filing Form 990, 990-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or more (in money or
propetly) from any one contributor, Gomplete Parls | and 1. See instructions for determining a contributor's tofal contributions.

Special Rules

For an organization described in section 501{c)(3) filing Form 990 or 990-EZ that mef the 33 1/3% support test of the regulations under
sections 509(a)(1) and 170(b)(1){A)(vD, that checked Schedute A {(Form 990 or 990-FZ}, Part i, line 13, 16a, or 16b, and that received from
any one contributor, during the year, total conttibutions of the greater of {1) $5,000 or (2) 2% of the amount on {j Form 990, Part VIII, ine 1h,

or (i) Form 990-E2, line 1. Complete Paris | and Il.

[ 1 Foran organization described in section 501(c)(7), (8), or (10} filing Form 990 or 990-EZ that received from any one contributer, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for
the prevention of cruelty to children or animais. Complete Paris |, II, and M.

I:l For an organization described in section 501{c}(7), (8), or {10} fling Form 990 or 990-EZ that received from any one contributor, during the
yeat, contributions exclusively for religious, charitable, etc., purposes, but no such contributions totaled more than $1,000. If this box
is checked, enter here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Do not complete any of the parts unless the General Rule applies to this organization because it received nonexciusively
religious, charitable, etc., contributions totaling $5,000 or more duringthe year . ... B $

Caution. An crganization that is not covered by tha General Rule and/or the Special Rules does not file Schedule B (Form 990, 990-E7, 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 §, fine 2, to
cerlify that it does not meet the filing requirements of Scheduie B (Form 990, 990-E2, or 990-PF).

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 890, 890-EZ, or 890-PF. Schedule B (Form 990, 990-EZ, or 990-PF) (2015)

523451
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Page 2
Employer identification number

Schedule B (Form 990, 990-EZ, or 990-PF) (2015)

Name of organization

DYSTROPHTIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

11-2519726

Contributors {see Instructions). Use duplicate copies of Part | if additional space is needed.

(@) {b} (c} (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
JOBN LEE Person
Payroll [:]
555 MONTGOMERY ST 100,000. Noncash [ |
(Compiete Part [l for
SAN FRANCISCO, CA 94111 noncash contributions.)
(a) {b) (c) {d
No. Name, address, and ZIP + 4 Total contributions Type of contribution
2 HOLLISTER Person
Payroll [ ]
1580 SOUTH MILWAUKEE AVE 15,000. Noncash [ |
(Complete Part || for
LIBERTYVILLE, TI. 60048 nencash contributions.)
{a} (b) {c {d)
No. Name, address, and ZIP + 4 Totai contributions Type of contribution
3 | MOLNLYCKE HEALTH CARE Person
Payroll |:]
5550 PEACHTREE PARKWAY 100,000. Noncash I:]
(Compiete Part |l for
NORCROSS, GA 30092 noncash contributions.)
{a) {b) {c} (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
4 | MCKESSON PATTENT CARE SOLUTIONS Person
Payroll [:l
540 LINDEERGH DR 60,742, Noncash [ ]
(Complete Part I for
MOON TOWNSHIP, PA 15143 noncash conttibutions.)
{a) {b} {c) {d}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
5 | SHIRE PHARMACEUTICALS Person
Payroll [:|
300 SHIRE WAY 16,000. Noncash [_|
(Complete Part | for
TLEXINGTON, MA 02421 noncash conttibutions.)
(a) (b) {c) {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
6 | SCIODERM Person
Payroll I:]
1007 SLATER RD 52,000. Moncash [ |
(Complete Part 1 for
DURHAM, NC 27703 nencash contributions.)

523452 10-26-18
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Schedule B (Form 990, 99C-EZ, or 980-PF) {2015}

Page 2

Name of erganlzation
DYSTROPHIC EPIDERMOLYSIS BULLOSA

Employer identification number

RESEARCH ASSOCIATION OF AMERICA 11-2519726
Contributors {see instructions). Use duplicate copies of Part | if additional space is needed.
(a) {b) {c} {d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
7 | FIBROCELL Person
Payroll 1]
400 EAGLEVIEW BLVD $ 25,000, Noncash [ ]
(Complete Part }i for
EXTON, PA 19341 noncash contributions.)
{a} (b) (c) (c}
No. Name, address, and ZIP + 4 Total contributions Type of contribution
8 | BTLL & CAROLYN ALISKI Person
Payroll [
8 DARTMOUTH ST $ 17,250. Noncash [ |
(Complete Part |l for
BOSTON, MA 21116 noncash contributions.)
{a) {b) () (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
9 | MATS & SONYA WILANDER Person
Payroil 1]
104 COVE CREEK RD $ 20,000. Moncash [ |
{Complete Part i for
HAILEY, ID 83333 noncash contributions.)
(a {b) {c} {d)
No. Name, address, and ZiP + 4 Total contributions Type of contribution
10 ESTATE OF MARJCORIE LIGHTFOOT Person
Payroll |:|
2063 E CAIRC DR $ 106,655. Noncash [ ]
{Compiete Part Il for
TEMPE, AZ 85282 noncash contributions.)
(a) {b} (c) {d)
No. Mame, address, and ZIP + 4 Total contributions Type of contribution
11 | MS LESLIE ZIFF Person
Payvroll |:|
350 PARK AVE $ 55,000. Noncash [ |
{Complete Part | for
NEW YORK, NY 10022 noncash contributions.)
(a) {b) {c} (d)
No. Name, address, and ZiP + 4 Total contributions Type of contribution
12 | FISHER BROTHERS FDN Person
Payroll |:|
299 PARK AVE $ 25,000, Noncash [ |

NEW YORK, NY 10171

{Complete Part Il for
noncash contributions.)

523452 10-26-15

14500426 806990 DEBRA

23

Schedule B (Farm 990, 990-EZ, or 990-PF) (201 B}

2015.03040 DYSTROPHIC EPIDERMOLYSIS BU DEBRA1




Schedule 8 (Form 930, 990-EZ, or 990-PF) (2C15)

Page 2

Name of organization
DYSTROPHIC EPIDERMOLYSIS

BULLOSA

RESEARCH ASSOCIATION OF AMERICA

Employer {dentification numhber

11-2519726

Contributors (ses instructions}. Use duplicate copies of Pari | if additional space is needed.

(@)

(b)

Na. Name, address, and ZIP + 4

(e

Total contributions

{d)

Type of contribution

13 | JOHNNY MCCRANIE & NANCY SANDERSON

P BOX 2919

% 25,000.

VALDOSTA, GA 31604

Person
Payroll E:'
Noncash [ ]

{Complete Part |l for
noncash contributions.)

{a}

(b)

No. Name, address, and ZIP + 4

(c)

Total contributions

{d)

Type of contribution

Person E:]
Payroll ||
Noncash [ |

(Complete Part Il for
noncash contributions.}

(a)

(b)

No. Name, address, and ZIP + 4

{c)

Total contributions

(d)

Type of contribution

Person D
Payroll [
Noncash [ |

(Complete Part Il for
noncash conttibutions.)

{a)

(b}

No. Mame, address, and ZIP + 4

{c)

Total contributions

{d)

Type of contribution

Person D
Payroll E:]
Noncash [ ]

{Complete Part Il for
noncash contributions.)

(a)

{b)

No. Name, address, and ZIP + 4

(c)

Total contributions

(d)

Type of contribution

Person D
Payroll D
Noncash [_ |

{Compiete Part §] for
noncash contributions.)

(a)

(b)

No. Name, address, and ZiP + 4

{c)

Total contributions

{d)

Type of coniribution

Persan Ij
Payrolil ]
Noncash [ |

{Complete Part li for
noncash contributions.)

520452 10-26-15
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Schedule B (Form 990, 990-EZ, or 990-PF) (2015)

Page 3

MName of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA

Employer ldentification number

RESEARCH ASSOCIATION OF AMERICA 11-2519726
Noncash Property (see instructions}. Use duplicate copies of Part Il if additional space is nesded.
{a)
(c)
No.

- (b) _ FMV {or estimate) (@
from Description of noncash properly given . . Date received
Part | (see instructions}

{a) )
No.

° . ) . FMV (or estimate} (d) 3
from Description of noncash property given R . Date received
Part | (see instructions)

{a) (©)
No.

° . ) . FMV {or estimate} (c .
from Description of noncash properly given . . Date received
Part | {see instructions)

(a)
(e}
No.

° . b} ! FMV {or estimate) ) B
from Description of noncash property given . . Date received
Part | (see instructions}

{a)
{c)
No.

° . ) i FMV (or estimate) (d) )
from Description of noncash property given . . Date received
Part | (see instructions)

(a)
(c)
No.

° L (b} , FMV {or estimate) @
from Description of noncash property given . . Date received
Part | {see instructions)

523453 10-26-15

14500426 B06950 DEBRA
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Schedule B {(Form 990, 990-EZ, or 980-PF) {2015)

Page 4

Name of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA

Employer identification number

11-2519726

RESEARCH ASSOCIATION OF AMERICA
: “contributions 1o organizations described in section 501(c)(7), (B), or {10) thai total more than §1,000 for

Excihusivelyrellgious, charitable, elc.

the year from any one contributor, Gemplete o

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

olurnns {a} through (e) and the fallowing (ing entry. For organizations b
completing Part IIt, enter the total of exclusively religious, charitable, etc., contributions of $1,000 or less for the year. (Enter Iis info. once.} $

(a} No.
E’r:rT! (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.
If{'?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.
go;iﬂl {b} Purpose of gift {c) Use of gift (d) Description of how gift is held
a
{e} Transfer of gift
Transferee's name, address, and ZIP + 4 Relationship of transferor to transferee
{a) No.
Igmrrt“] {b) Purpose of gift {c} Use of gift {d) Description of how gift is held
a
(e} Transfer of gift
Transferee's name, address,; and ZIP + 4 Relationship of transferor to transferee

523454 10-26-15

14500426 806990 DEBRA
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SCHEDULE D Supplemental Financial Statements Y VIS
{Form 990) - Complete if the organization answered "Yes" on Form 990, 2 ﬂ 1 5
Part IV, line 6, 7, 8, 8, 10, 11a, 11b, 11¢, 11d, 11e, 11f, 123, or 12b. e

B> Attach to Form 990.

Depariment of the Treasury

internal Revenue Service B Information about Schedule D (Form 990) and its Instructions is at www.irs.gov/form990.
Name of the organization DY STROPHIC EPIDERMOLYSIS BULLOGA Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-2519726

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

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

Total number atendof year ... [T
Aggregate value of contributions to (during year) ...
Aggregate value of grants from {during year) ...
Aggregate valueatendof year ...
Did the organization inform all donors and donor advisors in writing that the assets held in donor advised funds
are the organization’s property, subject to the organization’s exclusive Tegal control? . s [ 1 ¥Yes [ INo
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds can be used only
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private benefit? ... et eteteitaeeeissaassreeigeseseeeeeeiiistiesseicigiiiieseniiniis e
Conservation Easements. Complete if the organization answered "Yes" on Form 990, Part IV, line 7.
1 Purpose(s) of conservation easermnents held by the organization (check all ihat apply).
[:] Preservation of land for public use {e.g., recreation or education) D Preservation of a historically important land area
[__| Protection of natural habitat [ 1 Preservation of a certified historic structure

G b N -

1 preservation of open space

2 Complete fines 2a through 2d if the organization held a qualified conservation contribution in the form of a conservation easement on the last

Held a1 the End of the Tax Year

day of the tax year.
Tota! number of conservation EASEMENTIS ... ... s 2a
Total acreage restricted by conservation easements 2b
Number of conservation easements on a certified historic structure includedin (@ ... 2c
Number of conservation easements included in (c) acquired after 8/17/06, and not on a historic structure

listed in the National Register ... ST O SO OO OO SRSPRRTNUPPO 2d
4 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax

[= T = B = -

year B
Number of siates where property subject to consetvation easement is located B
5 Does the organization have a written policy regarding the periodic monitoring, inspection, handling of
violations, and enforcement of the conservation easements it holds? [ Yes [ _INo
6 Staff and volunteer hours devoled to monitoring, inspecting, handfing of violations, and enforcing conservation easements during the year
> —_—
7 Amount of expenses incurred in monitoring, inspecting, handling of violations, and enforcing conservation easements during the year
]
& Does each conservation easement reported on line 2(d) above satisfy the requirements of section 170(h)(4)B) ()
AN SECHON 170MMANBYNT oo oo oo e Clves [ INo
9 In Par Xlll, describe how the organization reports consetvation easements in its revenue and expense statement, and balance sheet, and
include, if applicable, the text of the footnote to the organization’s financial statements that describes the organization’s accounting for

ervation easements.
Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets.

Comglete if the organization answerad "Yes' on Form 990, Part [V, line B.
1a If the organization elected, as permitted under SFAS 116 (ASC 958), not to report in its revenue statement and balance sheet works of art,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part Xlil,
the text of the footnote to its financial statements that describes these items.
b !f the organization elected, as permitted under SFAS 116 {ASG 958), to report in its revenue statement and balance sheet works of art, historical
treasures, or other similar assets held for public exhibition, education, of research in furtherance of public service, provide the following amounts

relating to these items:
{ii Revenueincluded on Form 990, Part VIl line 1
{i) Assets included in Form 990, Part X ... RS VR OSSN UUOOPRP RO RP S

2 |f 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 {ASGC 958) relating to these #ems:

a Revenue included on Form 890, Part VI TINE T oo oo et e g
b Asseis included in Form 890, Part X oot g .. P 8
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990. Schedule D {(Form 990) 2015
s
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
D (Form 990) 2015 RESEARCH ASSOCIATION OF AMERICA 11-2519726 page?2
il Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assets(continued)
3 Using the organization’s acquisition, accession, and other records, check any of the following that are a significant use of its collection items

{check ali that apply):
a D Pubiic exhibition d D Lean or exchange programs
b |:| Scholarly research e |:| Other
[ ] Preservation for future generations
Provide a description of the organization’s collections and explain how they further the organization's exempt purpose in Part XIi.
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets
to be sold to raise funds rather than io be maintained as part of the organization’s collection? ............ocoooo0vvnionnnn [ ] VYes [ INo

Escrow and Custodial Arrangements. Compiete if the organization answered "Yes" on Form 990, Part IV, line 9, or
reported an amount on Form 990, Part X, line 21.

1a s the organization an agent, frustee, custodian or other intermediary for contributions ot other assets not included
on Form 990, Parl X? [ ves D No

b If "Yes,” explain the arrangement in Part Xl and compiete the foliowing tabie:

Amount
€ BeginninG BAIAMNGE ettt E A e 1z
d AdIONS AUTING ThE YEAT oo ettt ettt e es st e s id
e Distributions during the year e
£ OENGIAG DAIANCE | oottt e 1f
2a Did the organization include an amount on Form 990 Part X, line 21, for escrow of custodial account liability? ... |:l Yes D No
b If "Yes," explain the arrangement in Part XlII. Check here if the explanation has been providedon Part XU ..oz
Endowiment Funds. Complste if the organization answered "Yes” on Form 990, Part [V, line 10.
{a} Current year {b} Prior year (c) Two years back | (d) Three years back | (e} Four years back
1a Beginning of year balance ...
b Contributions ... ...
¢ Net investment earnings, gains, and losses
d Grants or scholarships ...
¢ Other expenditures for facilities
and programs ... SR
f Administrative expenses ...
g Endofyearbalance ...
2  Provide the estimated percentage of the current year end balance (line 1g, column (a)) held as:
a Board designated or quasi-endowment 2 %
b Permanent endowmnent P> %
¢ 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
(i) UNPEIBEE OFGANIZALIONS | _..oo oot ittt e e e e e bk 3afi)
(i) TEIAEEA OFGANIZALIONS . . oo oo re et oo a4 £SSE SR 3adii)
b ¥ "Yes" on line 3ai), are the related organizations listed as required on Schedule R’? ____________________________________________________________ 3b

4 Describe in Part Xlll the intended uses of the organization's endowment funds.
Land, Buildings, and Equipment.
Complete if the organization answered "Yes" on Form 990, Part IV, line 11a. See Form 990, Part X, fine 10.

Description of property {a) Cost or other (b) Cost or cther (e} Accumulated (d) Book vaiue
basis (investment) basis {other} depreciation
Ta land
b BUildings ...
¢ Leasehold improvements .. ... |
d Equipment e
e Other e 34.'487- 20r920- 13r567'

> 13,567.
Schedute D (Form 990) 2015

Tatal. Add lines ia through 1e. {Column (d) must equal Formn 990, Part X, column B line 10C.) iz

532052
09-21-15
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’ DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule D (Form 990) 2015 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page3
1 Investments - Other Securities.

Complete if the organization answered “Yas" on Form 890, Part IV, line 11b. See Form 990, Part X, jine 12.
(a} Description of security or category gncluding name of security) {b) Book value {c) Method of valuation: Cost or end-of-year market value

{1) Financial derivatives ...
{2) Closely-held equity interests ...
{3y Other
{A)
(B)
(\®)
D)
(£}
(7
(G)
)]
Tolal {Col. {b) rnust equal Form 990, Pari X, cof. (B} line 12.) B>
| Investments - Program Related.

Compieta if the organization answered "Yes" on Form 990, Part IV, line 11¢. See Form 880, Part X, fine 13.
(a) Description of investment (b} Book value {c} Method of valuation: Cost or end-of-year market value

i}
(2}
{3)
{4
(5]
{6)
{7}
&)
(8)

b) must equal Form 990, Part X, cof. (B} fine 13.) B

Other Assets.
Complete if ihe organization answered "Yas" on Form 990, Part IV, line 11d. See Form 890, Part X, line 15.
{a) Description

(b} Book value

(1}
{2)
(3
(4)
(8)
(6)
U]
8]
(9)

{Calumn (b) must equal Form 990, Part X, col. (B) B8 150 s e
i Other Liabilities.

Complete if the crganization answered "Yes' on Form 930, Part IV, line 11e or 11f. See Form

1. {a) Description of liability {b) Book value

()
2)
3)
)
}

Federal income taxes

e

b

oY

(
(5
(&)
{7
{8
Q)
Total. (Column (b) must equal Form 990, Part X, col. (B) line 28) ............. B R
2. Liability for uncertain tax positions. in Parl Xilt, 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 (ASG 740). Check here if the text of the footnote has been provided In Part XlII [X]
Sghedute D (Form 990} 2015

532063
0§-21-15
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DYSTRQPHIC EPIDERMOLYSIS BULLOGA
Schedule D (Form 990) 2015 RESEARCH ASSOCIATICON OF AMERICA 11-2519726 paged
Reconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the organization answered "Yes' on Form 990, Part IV, line 12a.

1  Total revenue, gains, and other support per audited financial statements ) 1 2y 952,910.
2 Amounts included on fine 1 but not on Form 990, Part VI, line 12:
Net unrealized gains (losses) on iNvesiments ...
Donated services and use of facilities

Recoveries of prior year grants ... e e
Other (Describe in Part XILY e e EemE
AGANES 28 TIOUGN 2 oo 1,374,112,
3 Subtract line 2e from line 1 3 1,578,798,
4  Amounts included on Form 990, Part VIII, line 12, but not on line 1:
a Investment expenses not included on Form 890, Part VI, fine 7b ... 4a
b Other {Describe in Part XIH) ... . e e .. L4b
G AT INGS 48 AN 4B e e |L4c 0.
avenue. Add ilines 3 and 4c. (This must equal Form 890, Parth fine 12.) ...oooooeeniziceniinn e b5 1 7 578,7 98,
Reconciliation of Expenses per Audited Financial Statements With Expenses per Return.
Gomplets if the organization answered "Yes" on Form 890, Part IV, tine 12a,

o Qo o o

2,055,0717.

1 Total expenses and losses per audited financial statements ... et e
2 Amounts included on line 1 but not on Form 990, Part [X, line 25:
Donated services and use of facilities 2a 818,499.

Prior year adjustments ... e 2b
Otherfosses ... e et e s 2¢
Other (Describe in Part XHL) o 2d
Add lines 2a through 2d ..o e e 818,499.
3  Subtractline 2efromline T ... e e R 3 1,236,578.
4  Amounts included on Form 9880, Part IX, line 25, but not on line 1:
a Investment expenses not included on Form 990, Part VIli, line 7b
b Other (Describe in Part XHL)Y s
C A NS A8 AN BB s et e 0.
5 Total expenses. Add lines 3 and dc. (This must equal Form 996, Part |, fine 18) - 1,236,5 /8.
il Supplemental Information.
Provide the descriptions reguired for Part |1, lines 3, 5, and 9; Part I, lines 1aand 4; Part IV, lines 1b and 2b; Part V, line 4; Part X, line 2; Part X,
fines 2d and 4b: and Part XII, lines 2d and 4b. Also complete this part to previde any additional information.

o o0 oo

PART X, LINE 2:

THE ORGANTZATION 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 POSITTONS THAT WOULD REQUIRE

FINANCIAL STATEMENT RECOGNITION. TAX YEARS DATING BACK TO 2012 REMAIN OPEN

TO EXAMINATTON BY FEDERAL AND STATE AUTHORITIES.

gg?gﬁs Schedule D (Form 990} 2015
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SCHEDULE F
{Form 990)

Department of the Treasury
Internal Revenue Service

Statement of Activities Outside the United States

B Complete if the organization answered "Yes" on Form 990, Part 1V, line 14b, 15, or 16.

B- information about Schedule F {Form 990} and its instructions is at www.irs.gow/Torm390,

B Attach to Form 990,

OMB No, 1545-0047

2019

Name of the organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

Employer identification number

11-2519726

Form 990, Part IV, line 14b.

General Information on Activities Outside the United States. Compiete 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,

2 For grantmakers. Describe in Part V the organization’s procedures for monitoring

and the selection criteria used to award the grants or assistance?

|:| Yes

No

the use of its grants and other assistance outside the

United States.
3 Activities per Region. (The following Pari |, line 3 lable can be duplicated if additienal space Is needed.}
{a} Region {b} Number of | (¢} Numberof | ({d} Actlvities conducted in region (e) If activity listed in {d) ()] thal
' offices ae&f?]lgiensa (by type) (e9. fundralsing, pregram Is a program s_gr\.'ice, exﬁgpgggres
in the region | independent servlges, !nvestmepis, grantls to descrlb‘e speleflc type investments
C?({.]r;aq?;?]rs recipients located in the region) of service(s) in reglon in region
3a Subtotal ... . 0 0 0.
b Total from continuation
sheetsto Part | ... 0 0 0.
¢ Totals {add lines 3a
and3b) oo 0 0 0.

Schedule F {Form 880) 2015

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990,

832071
10-01-15
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DYSTROPHIC EPIDERMOLYSTS BULLOSA
Schedule F (Form 990) 2015 RESEARCH ASSOCTATION OF AMERICA 11-2519726  Page4s

Foreign Forms

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

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

Corparation (see Instructions for Form 928) . SUUTR [ ] ves No
2 Did the organization have an interest in a foreign trust during the tax year? if "Yes," the organization

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

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

the organization may be required to file Form 54 71, Information Return of U.5. Persons With Respect o

Certain Foreign Corporations (see Instructions for Form 5471} ... SO TR VO U ST RO RO OO PIRp I:l Yes No
4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

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

Information Return by a Sharehoider of a Passive Forelgn Investment Company or Qualifled Electing Fund
(see Instructions for Form 8621) [:] Yes No

5 Did the organization have an ownership Intetest in a foreign partnership during the tax year? if "Yes,"
the organization may be required to file Form 8865, Return of U.S. Persons With Respect to Certain
Foreign Partnerships (see Instructions for FOrm 8865) ... s [ ves No

6 Did the organization have any operations in or related to any boycotting countries during the tax vear? If
"Ves," the organization may be required to separately file Farm 5713, International Boycott Report {see
Instructions for Form 5713; do not file with Form 890} . TR I:] Yes No

Schedute F {Form 990) 2015

532074
10-01-15
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule F (Form 000y 2015 RESEARCH ASSOCIATICN OF AMERICA 11-2519726 Page 5
Supplemental Information
Provide the information required by Part 1, line 2 (monitoring of funds); Part [, line 3, column (f) (accounting method; amounts of
investments vs. expenditures per region); Part 1), line 1 (accounting method); Part Il {accounting method}; and Part 1, column {c}
{estimated number of recipients), as applicable. Also complete this part 1o provide any additional information.

532075 10-01-15 Schedule F {Form 990) 2015
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SCHEDULE G . . . . A CMB No. 1545-0047
(Form 890 or 990-EZ) Supplemental Information Regarding Fundraising or Gaming Activities I
Complete if the organization answered "Yas* on Form 990, Parl IV, lines 17, 18, or 18, or if the 2 01 5
organization entered more than $15,000 on Form 990-EZ, line 6a,

gfpa“]’f‘;““" “‘BSTFB?S”W P Attach to Form 980 or Form 990-EZ.

emal Revenua Sevice B |nformation about Schedule G (Form 990 or 990-EZ} and its insfructions is at www.irs.gov/formg9a,

Name of the organization DYSTROPHIC EPI DERMOLYSIS BULLCSA Empiloyer identification number
RESEARCH ASSCOCIATION QF AMERTICA 11-2519726

Fundraising Activities. Complete if the organization answered "Yes" on Form 980, Part [V, line 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. Check all that apply.

a |:| Mail solicitations e |___| Solicitation of nen-government grants
b [l Internet and emall solicitations f l:] Solicitation of government grants
c D Phone soligitations g [ ] Special fundraising events

4 [ In-person solicitations
2 a Did the organization have a written or oral agreement with any individual {inciuding officers, directors, trustees or
key employees listed in Form 990, Part VIl or entity in connection with professionai fundraising services? D Yes [ _INe

b If "Yes," list the ten highest paid individuals or entities ffundraisers) pursuant to agreements under which the fundraiser is to be

compensated at least $5,000 by the organization.

ifi) D¢ ) v} Amount paid . :
{i) Name and address of individual N ﬁ(md)raisler (iv) Gross recelpts t(() %oy retaine% by) {vi) Amount paid
or entity (fundraiser) (i} Activity nave custod from activity fundraiser to {or retained by)
' contabuions? tisted in col. {i) organization
Yes | No
TOMAL oo eeieeesieeeeiseereistieceseieieeitiieeeeiiiniiee B
3 List all states in which the organization is registered or licensed to salicit contributions or has been notified it is exemnpt from registration
or licensing.

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 or 990-EZ. Schedule G (Form 990 or 990-EZ) 2015
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

G (Form 990 or 990-E2) 2015 RESEARCH ASSOCIATION OF AMERICA

11-2519726 page?

Fundraising Events. Complete if the organization answered “Yes" on Form 980, Part IV, fine 18, or reported more than $15,000

of fundraising event centributions and gross income on Form 990-EZ, lines 1 and Bb. List events with gross receipts greater than $5,000.

{a) Event #1

{b) Event #2 {c} Other events

(d} Total events

ANNUAT, NONE
add col. {a) through
GOLF/TENNIS ( Co,( ()c,) ’
® {event type} (event type) {total number) )
3
c
[
B[ 1 GroSSIECEIPS ..o 1,286,722, 1,286,722.
2 Less: Contributions ...
3 Gross income (ine 1 minusfine2) ... 1,286,722, 1,286,722,
4 Cashprizes ...
5 Noncashprizes ...
2
[
§|6 Rentfacilitycosts ...
a4
8| 7 Foodand beverages ...
5
8 Entertainment ...
9 Other direct expenses ................... 365,124. 365,124.
10 Direct expense summary, Add lines 4 through 9 in column (d) 365, 124.
11 Net inceme summary. Subtract line 10 from line 3, column {d) 921 r 598.

$15,000 on Form 990-EZ, fine Ba.

Gaming. Complete if the crganization answered "“Yes' on Form 990, Part IV, line 19, or reported more than

@ ) {(b) Puli tabsfinstant . {d) Total gaming {add
3 (e} Bingo bingo/progressive bingo | (! ONer @AM eq) ta) through coll. {o)
5
a

1 (GroSSrevenUe .. .......oooooioiiiiiianeneannig:
o |2 Cashprizes ... .
]
@
I%- 3 Noncashprizes ... ...
g
214 Rentfacilitycosts ...
a

5 Other direct eXpenses .........occvveceeins

L] Yes_ === % [:] Yes % (] Yes

6 Volunteerlabor . . D No E:! No i:] No

7 Direct expense summary. Add lines 2 through 5 in column {d) ..o B

8 Net gaming income summary. Subtract line 7 from line 1, column (O) oo |

9 Enter the state(s) in which the organization conducts gaming activities:

a ls the organization licensed to conduat gaming activities in each of these states?
b if "No," explain:

10a Were any of the organization's gaming licenses revoked, suspended or terminated during the 1ax year?
b If “Yes," explain:

532082 09-14-15

14500426 806990 DEBRA

Schedule G (Form 990 or 980-EZ) 2015
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule G (Form 990 or 990-E7) 2015 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page3
i:'Yes [:]No

11 Does the organization conduct gaming activities WL M OMIM BT DR S 7 e e e et e e e e e e
12 s the organization a grantor, beneficiary of trustee of a trust or a member ofa partnershlp or other entity formed
to administer charitable gaming? ... et e s
13 Indicate the percentage of gaming activity conducted in:
a The organization's facifity ... ST U OO oD UU OO O VO PRSP OSSP PO
b An outside faciiity ... ST U U U USSPy SO OUPOT PR OLPSPR RSSO -
14 Enter the name and address of the person who prepares the organization’s gaming/special events books and records:

13a %
13b %

Narne B>

Address P

15a Does the organization have a contract with a third party from whom the organizatlon receives gaming revenue? ... [ Yes
b If "Yes," enter the arnount of gaming revenue received by the organization B $ and the amount
of gaming revenuea retained by the third party P §

¢ If “Yes," enter name and address of the third party:

Name B

Address P

16 Gaming manager information:

Name B>

Gaming manager compensation B §

Description of services provided B

[ Director/officer [ ] Employee (1] Independent contractor

17 Mandatory distributions:
a Is the organization required under state law to make chartitable distributions from the gaming proceeds to

Fotain the SEAtE QAMING EEMSET ..o oo oot oeeee ettt e e oo oo oan e em bbb e DS
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 actiyities duting the tax year B 5
Supplemental information. Provide the explanations required by Part 1, line 2b, columns {ili) and {v); and Part {ll, lines 9, 2b, 10b, 15b,

i5¢, 16, and 17b, as applicable. Also provide any additional information {see instructions).

532083 09-14-15 Schedule G (Form 890 or 990-EZ) 2015
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
QWWmQ%onoED RESEARCH ASSOCIATION OF AMERICA
| Supplemental Information (continved)

11—-2519726 Page 4

Schedule G (Form 990 or 890-EZ)

532084
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SCHEDULE M Noncash Contributions
{Form 990}

P> Complete if the organizations answered "Yes" on Form 890, Part IV, lines 29 or 30.

Department of the Treasury P> Attach to Form 990,

Intemal Revenue Service

B Information about Schedule M (Form 990} and its instructions is at www.irs.gov/Torm9g0.

OMB No. 1545-0047

2015

dentification number

Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer i
RESEARCH ASSOCIATION QOF AMERICA 11-2519726
Types of Property
(a) {b) {c} {d)
Check if Numter of Nongcash contribution Method of determining
applicable contributions or amounts reported on noncash contribution amounts
iterns contributed| Form 890, Part VI, line 1g
1 Ar-Worksofart ...
2 Arl - Hislotical treasures
3  Arl - Fractionalinierests ...
4  Books and publications ...
§ Clothing and household goods
6 Cars and othervehicles ... .
7 Boalsandplanes . ... ...
8 Intellectual property ...
9 Securities - Publicly traded ...
10  Securities - Closely held stock . .. ...
11 Securities - Parlnership, LLC, or
trust interests ... s
12  Securities - Miscellanecus ...
13 Qualified conservation contribution -
Historic structures ...
14 Qualified conservation contribution - Other
15 Real estate - Residential ...
16 Real estate - Commercial ... ...
17 BRealestate-Other ... U
18 Collectibles ... ...
19 Foodinventory ...
20 Drugs and medical supplies ... X 5 920,739.FMV
21 Taxidermy e
22 Historical arlifacts ... ...
23  Scientific specimens ...
24  Archeological artifacts ...
25 oOther P ( VIDEO PRODUCT) | X 5 440,907 .FATR MARKET VALUE
28 Other P ( LEGAL SERVICE) X 1 12,466 .FAIR MARKET VALUE
27 Other B | )
28 Other P )
26  Number of Forms 8283 received 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 vear, did the crganization receive by contribution any property reported in Part |, lines 1 through 28, that it
must hold for at ieast three years from the date of the initial contribution, and which is not required e be used for
exempt purposes for the entire holding Period? ..
b If "Yes," describe the arrangement in Part Il.
a1 Does the organization have a gift acceptance policy that requlres the review of any non-standard contributions? ...
3%2a Does the organization hite or use thizd parties or related organizations to solicit, process, or sell noncash
COMEBUONS T oo et 32a X
b If "Yes," describe in Part 1. :
33 if the organization did not report an amount in column (¢} for a type of property for which column () is checked,
describe in Part Il
L HA  For Paperwork Reduction Act Notice, see the Instructions for Form 990, Schedule M {Form 990} (2015)
532141
08-21-15
42
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‘ DYSTROPHIC EPTIDERMOLYSIS BULLOSA
Schedule M (Form 990) 015) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 2

Supplemental Information. Provide the information required by Par 1, lines 309, 32b, and 33, and whether the organization
is reporting in Par |, column {&), the number of contributions, the number of items received, or a combination of both. Alsc complete

this pari for any additional information.

532142 0B-21-15 Schedule M {Form 990} (2015}
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: . OMB No. 1545-0047
SCHEDULE © Supplemental Information to Form 990 or 990-EZ
(Form 980 or 990-EZ) Complete to provide information for responses to specitic questions on 2 01 5
Form 920 or 980-EZ or to provide any additional information.
B Attach to Form 990 or 980-EZ.

Department of the Treasury

Intemal Revenue Service B Information about Schedule O [Form 990 or 980-EZ) and its instructions is at www.irs.gov, formago,
Narne of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-2519726

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

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

CHRONIC, PAINFUL BLISTERING. THE SKIN AND MUCOUS MEMBRANES ARE &0

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 I5 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 $§ 112,322, INCLUDING GRANTS OF § 0. REVENUE $ 0.

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

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

THE ANNUAIL AUDITED FINANCIAL STATEMENTS, MANAGEMENT LETTER AND FORM 990.
Schedule O (Form 990 or 990-EZ) (2015}

LHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 ar 990-EZ.

532211
09-02-15
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" Schedule O (Form 990 or 99C-EZ) {2015) Page 2

Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number
RESEARCH ASSOCIATION OF 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 990, PART VI, SECTION B, LINE 15:

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

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

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

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

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

THE ORCANIZATION’S ORGANIZING DOCUMENTS, ANNUAL AUDIT REPORT AND FORM 990

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

DIRECTOR.

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

ROUNDING 5.

DONATED MEDICAL SUPPLIES 680,596,

TOTAL TO FORM 990, PART XTI, LINE 9 680,601.

532212 09-02-15 Schedule O (Form 990 or 980-EZ) (201 Y]
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