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Return of Organization Exempt From Income Tax
Under section 501(c), 527, or 4847(a){1) of the Internal Revenue Code (except private foundations)

OMB Na. 1546-0047

Department of the Traasury B Do not enter soctal security numbers on this forrn as it may be made public. Open 1o Pubhc
Internal Revenus Service _ B Go to www.irs.gov/Form99Q for instructions and the latest information. Inspection
A For the 2017 calendar year, or tax year beginning and ending
B S;?Sl?é‘a‘ém; C Name of organization D Employer identification number
e DYSTROPHIC EPIDERMOLYSIS BULLOSA
__lshange RESEARCH ASSOCIATION OF AMERICA
[_"l?:;‘?fz,a Doing business as 11-2519726
] il Number and street {or P.0. box if mail is not deliverad to strest address) Room/suite | E Telephone number
[ Jfal, 75 BROAD ST 300 212.868.1573
5™ | Gity or town, state or province, country, and ZiP or foreign postal code G Gross recoipts 1,652,647,
] fen®!) NEW YORK,, NY 10004 H(a) Is this a group return -
[___}izp== | £ Name and address of principal officer BRET'T KOPELAN for subordinates? I 1ves [X]No
‘ pencing | aAME AS C ABOVE Hi{b) Are all subordinates inetaeaz__|Yes [_INo
{ Tax-exempt status: [ X] 501(e)®) L] 501{c)( y< (nsertno.) ] 4047(a)(1yor [ 1527 If "No," attach a list. (see instructions}
J Website: pr WWW . DEBRA . ORG H(e) Group exemption number B>

K Form of organization: | X | Corporation [ Trust [ ] Association 1] cther b

| L Yesr of formation; 197 9] M State of tegal domicile: N'Y

[Part || Summary

o | 1 Briefly describe the organization’s mission or most significant activities: DEBRA IS DEDICATED TQ FINDING A
% CURE FOR EB, WHICH AFFECTS 1 OUT QOF EVERY 50,000 LIVE BIRTHS IN THE
g 2 Check this box P D if the 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, fine 12) ... 3 17
&Z 4 1 Number of independent voting members of the governing body (Part VI, fine Tb) ..o 4 16
@ | & Total number of individuals employed in calendar year 2017 (Part V, 1IN0 28) ____._......ccoccccmmenssiocsiinocsece 5 12
£ 6 Total number of volunteers (estimate if NACESSANY) ... ..o 6 g
E 7 a Total unrelated business revenue from Part Vli, column {C), line 12 7a 0.
b Net unrelated business taxable income from Form 990-T, line 34 ..o cciniiininenns 7h 0.
Prior Year Current Year
o | 8 Contributions and grants (Part VI ine Th) .o 749,944, 662,523.
5:::' 9  Program service revenue (Part VIl IR 20) ..o 0. 0.
é 10 Investment income (Part VIII, column (&), lines 3, 4, and 7d) ... 303. 554.
11 Other revenue (Part VIII, column (A), lines 5, 8d, 8¢, 9c, 10¢, and 116} ... 8h7.682, 706,975,
12 Total revenue - add lines 8 through 11 (must equal Part VI, cofumn (4), line 12) ........ 1,607,829, 1,370,052,
13 Grants and similar amounts paid {Part IX, column (A}, fnes 1-3) ... 0.0 ) 0.
14 Benefits paid to or for members (Part X, column (A}, lined) ... 0. ) ‘ 0.
g | 16 salaries, other compensation, employes benefis (Part IX, column (A), lines 5-10) ... 891,005. 929,474,
'g 16a Professional fundraising fees (Part IX, column (A), fine 1) ... oo 0. - 0.
3| b Total fundraising expenses (Part [X, coluran (D), line 25 B 130,229 . .
W | 47 Other expenses (Part 1X, column (A), fines 11a-11d, 11£24e) .. - . 725,322, 487,099,
18 Total expenses. Add lines 13-17 (must equal Part IX, column (A), line 25) __............... 1,616,327, 1,416,573,
119 Revenue less expenses. Subtract line 18 from ine 12 .. ..ocvveinrncens et <8,398.> <46 ,521.>
32 ' ‘ : Beginning of Curlent Yoar End of Yéar
BE 20 Totalassets (Part X, line 16) 2,835,238, 2,874,508,
€3[| 21 Total liabilities (Part X, line 26) 102,366, 165,523,
Z5| on et assets or fund balances. Subtract ling 21 from i 20 ...z 2,732,872, 2,708,985,
[Part §i | Signature Block :

{nider panatties of perjury, | dectare that | have examined this return, including accompanying schedules and statements, and to the best of my knowledge and belief, it is
irue, anrrect and complete. Declaration.cfprepares (other than omcer)'i"baseci on alf information of which preparer has any knowledge,.

“'-"*":?mzdl_/ e v/ u / [V
Sign Signature of offiter : ‘Date /
Harg BRETT KOPELAN, EXEC.DIRECTOR
. Type or print nams and fitle
Priny/Type preparer's-name Prepgarer's signg Date thek [ || PTIN
Paid =RTIAN C. WHITE il £ %%% 7/ JX Isfe!f‘employed P00058320 "
properer [Frm'sname p STUDLEY, WHITE & ASSOCIATES, P. c. Fim'sENp  06-0990132
lise Only | Finn‘s address, P.O. BOX 399 I
DANBURY, €T 06813 phone ne.203.748.6517
May the IRS discuss this return with the preparer shown above? (see INSIrUCHONEY i e g Yeg | __INo D No
732001 112817 LHMA For Paperwork Reduction Act Notice, see the separate instructions. Form 990 (2017)

SEE SCHEDULE O FOR ORGANIZATION MISSION STA’I‘EMENT CONTINUATION




DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2017} . . RESEARCH ASSOCIATION OF AMERTICA 11-2519726 Page 2
| Part Il Statement of Program Service Accomplishments '
Check if Schedule O contains a response or notetoanylinginthisPart il ..o ST SOIS FIRVPIPIPIOPRIOSS

1 BrrefIy describe the organization’ s mission:
DEBRA IS DEDICATED TO FINDING A CURE FOR EB, WHICH AFFECTS 1 OUT OF
EVERY 50,000 LIVE BIRTHS IN THE UNITED STATES TQDAY. 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 the
PROFFOMT 080 OF B0-EZ? ... oottt et sttt " [ves Xno

If *Yes," describe these new servrces on Schedule O.

3  Did the organization cease conducting, or maks significant changes in how it conducts, any program services’? ,,,,,,,,,,,,,,,,,, l:l Yes [Kl No
If "Yes,” describe these changes on Schedule O.

4  Ddscribe the organization’s program service accomplrshments for each of its three largest program services, as measured by expenses i
Section 501{¢)(3) and 501{c){4) organizations are reguired to report the amount of grants and allocations'to others, the t{otal expenses, and
revenue, if any, for each program service reporied.

4a  (code: } (Expenses $ 260,462, incudnggantsct$ } (Revenue $ )

- PUBLIC AND PROFESSIONAL EDUCATION - EDUCATE THE PUBLIC & HEALTH
PROFESSIONALS ABOUT DYSTROPHIC EPIDERMOLYSIS BULLOSA " EB-" ‘

4b  (Code: )(Expenses$ 791 468 inciuding grants of § )(Revenue$ }
PATIENT & FAMILY SERVICES - PROVIDE SERVICES FOR PEOPLE WITH EB & THEIR

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

4c  (Code: ) (Expensas $ 3 9 O 6 8 ¢ including grants of § ‘ ) ) {Revenué $ ] )

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

4d  Other program services {Describe in Schedule O))
(Ex;':ensas $ 1 3 0 I 2 3 O . ir-rcluding'granls of $ ) (Hevenua $ )
4e  Total program service expenses P 1,221,228,

Farm 990 (2017)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA _
Form 990 (2017) RESEARCH ASSOCIATION OF AMERICA 11-2519726 _ Page3
[Part IV [ Checklist of Required Schedules ‘

Yes | No
1 Isthe oi'ganization described in section 501{c){3) or 4947(a)(1) {cther than a private foundation)? ‘
IF Y08, " COMPIBS SONBAUIE A ||| |||\t oseerssee e s o0 o 11| X
2 Isthe organization required to oomplete Schedufe B, Schedule of COMEDULOTS. oo 121X
3 Did the organization engage in direct or indiract pOlltICa1 campaign activities on behalf of or in opposition to candidates for
public office? /f Yes, " complete SChETUIE C, PAItT ..\ ..\ oo ovosrsses et sas s 3 X
4  Section 501(c)(3) organizations. Did the organization engage in Iobbylng activities, of have a section 501(h) election in effect
during the tax year? If "Yes,” Complste SCREOUIB C, PAIE I ............ooooooooovooeooooeoeveesssseeesesses s e sirsnrn 4 X
5 lIsthe orgamzatnon a section 501(c){4), 501(c)(5), or 501(c){6} organization that regeives membership dues, assessmants, or
srmllar amounts as defined in Revenue Procedure 98-197 If "Yes, " complate Schedule C, Part il .o 5 X
6 Did the arganization maintain any donor advised funds or any similar funds or accounts for which dornors have the right 10
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 cpen space,
the environment, historic land areas, or historic structures? if "Yes," complete Scheduls D, Part e LT X
8 Did the organization maintain collections of works of art, historical treasures, or other similar assets? If "Yes," complete
Schedule D, Part il ... ettty R g bt SR ses e 8 X
9 Did the organization report an amount in Part X, ine21, for escrow or custodial account liability, serve as a custodlan for
amounts not listed in Part X; or provide eredit counseling, debt management, credit repair, or debt negotratlon sarvices?
If "Yes," compiete Schedule D, Part vV ., e e b 9 X
10 Did the organization, directly or through a related organization, hold assets in temporarily restricted endowments, perrmanant
endowments, or quasi-endowments? If *Yes," complete Schedule D, Part V... 10 X
11 If the organization's answer to any of the following questions is *Yes," then complete Schedule D, Parts Vi, Vil, VIIL, IX, or X
as applicable.
a Did the organization report an amount for land, buildings, and equipment in Part X, fine 107 If "Yes,” complete Schedule D,
LT AT T OO O ST P DT C P PSRBT PP S PO SOOI Ha| X
b Did the organization report an amount for investments - other securities in Part X, line 12 that is 5% or more of its total
assets reported in Part X, line 167 If "Yes," complete Sohadule D, Part VI oo e ete s sb s se e se e e ebs e 11b X
¢ Did the organization report an amount for investments - program related in Part X, fine 13 that is 5% or more of its total
assats reported in Part X, line 187 If "Yes," complete Schedule D, PArE VIl oo eeeeer et v e v e et e e e e sisbirae 1ic X
d Did the organization report an amount for other assets In Part X, line 1% that is 5% or more of its total assets reported in
Part X, line 167 If *Yes," compilete Schedule D, PAITIX ... .o et e 11d X
e Did the organization repert 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 liability for uncertain tax positions under FIN 48 (ASC 740)? if "Yes, " complete Schedule D, Part X ... 196 | X
12a Did the organization obtain separate, independent audited financial statements for the tax year? If "Yes," complete '
SCHEAUIE D, PArts XIANG XH oot re e eeeoe e ee s ar e e RS R b 12a | X
b Was the organization included in consolidated, independent audited financial statements for the tax year? )
If "Yes," and if the organization answered "No" to fine 12a, then completing Schedule D, Parts Xl and Xil Is optional ... 12b X
13 s the arganization a school described in section 170(B){(THANH? /f “Yes, " complete Schedule £ 13 X
14a Did the organization maintain an office, employees, or agents outside of the United L LY A SR 14a X
b Did the organization have aggregate reventes or expenses of more than $10,000 from grantmaking, fundraising, business,
investment, and program setvice activities outside the United States, or aggregate foreign investrents valued at $100,000
or more? If "Yas," complete Schedule F, PArts 100 IV _..____...............owwwmmmimemss e bbb 14b X
16 Did the organization report on Part [X, column {(A), line 3, more than $5,000 of grants or other assistance to or ferany
foreign organization? if *Yes, " complete Schedule F, Farts a0 I et 15 | X
16 Did the organization report on Part |X, column {A), lins 3, more than $5,000 of aggregate grants or other assistance to
or for forelgn individuals? If "Yes," complete Schedule F, Parts B ana IV et s 16 p:4
17  Did the organization report a total of more than $15,000 of expenses for professionat fundraising services on Part X,
column {A), lines 6 and 11e7 If "Yes, " complete Schedule G, Part] ... 17 X
18 Did the organization report more than $15,000 totat of fundraising event gross income and contributions on Part Vill, lines
1G and 8a? If "Yes," complote SChedule G, Pt Il | ...k o 18 | X
19 Did the organization report more than $15,000 of gross income from gaming activities on Part VI, line 9a? If "Yes,"
complete Schedule G, PArt Ml o oo e e 19 X
' Form 980 (2017)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 {2017) RESEARCH ASSQCIATION OF AMERICA 11-2519726 _ Page 4
[Part IV [ Checklist of Required Schedules (continued) ‘
’ Yes [ No
20a Did the organization operate one or more hospital facilities? /f "Yes," complete Schedule H ... 20a X
b If "Yes" to line 20a, did the organization attach a copy of its audited financial statements to this return? ... 20b
21 Did the organization report more than $5,000 of grants or other assistance to any domestic organization or )
domestic government on Part [X, column (A}, line 17 if "Yeg," complete Schedule I, Parts fand Il ... 21 X
22  Did the organization report more than $5,000 of grants or other assistance to of for domestic individuals on
Part X, column (A), line 27 If “Yes," complete Schedule I, Parts Tand Il .. e e 22 X
23" Did the organization answer "Yes" to Part Vi, Section A, line 3, 4, or 5 about compensation of the organization's current
and former officers, directors, trustees, key employees, and highest compensated employees? If "Yes," complete
SCHEUUIB U ... ee e 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 lines 24b through 24d and complete
Schedule K. I "NO", @0 B0l 258 .. ... oo e se e 24a X
b Did the organization invest any proceeds of tax-exempt bonds beyond a temporary poriod exception? : 24b
¢ Did the organization maintain an escrow account other than a refunding escrow at any time during the year to defease
A0 BXBXBMP DONOST et e e 24c
d Did the organization act as an "on behalf of' issuer for bonds outstanding at any time during the year? 24d
25a Section 501(c){3), 501(c){4), and 501(c){29) organizations, Did the organization engage in an excess benefit
‘ transaction with a disqualified person during the year? If "Yes," complete Schedule L, Part U UUTTRUUTIROUN 25a X
b Is the organization aware that it engaged in an excess benefit transaction with a disqualified person in a ptior year, and
that the transaction has not besn reported on any of the organization’s prior Forms 950 or 990-E27 if "Yes," complete
Schedule L, Part! ... et e e e 25b X
26 Did the organization report any amount on Part X, line 5, 6, or 22 for receivables from or payables to any current or '
former officers, diractors, trustees, key employees, highest compensated employees, or disqualified persons? Jf "Yes,"
COMPIBIE SCRBTUIS L, PRIt I oo e bt a1 bt s b b b 26 X
27 Did the organization provide a grant or other assistance to an officer, director, trustes, key employee, substantial
contributor or employee thereof, a grant selection comimittee member, or to a 35% controlled entity or family member
of any of these persons? If "Yes," complete Schedule L, Partlll ... 27 X
28 Was the organization a party to a business transaction with one of the following parties (see Schedule L, Part IV
instructions for applicable filing thresholds, conditions, and exceptions):
a A current or former officer, director, trustes, or key employee? If "Yes,® complete Schedule L, Part v | 28a X
b A family member of a current or former officer, director, trustee, or key employee? Jf "Yes,” complete Schedule L Partiv . 28h X
¢ An entity of which a current or former officer, director, trustee, or key employse {or a family member thereof) was an officer,
director, trustee, or direct or indirect owner? If "Yes, " complete Schedule L, Part IV e 28¢c X
20 Did the organization receive more than $25,000 in non-cash contributions? if "Yes," complete Schedle M 20 | X
30 Did the organization receive contributions of art, historical treasures, or other similar assets, or qualified conservation )
CONtTIDULIONS? If "Yes,” COMPIEte SCREUUIE M oot ees et e tr e s st a0 X
31 Did the organization liquidate, terminate, or dissolve and cease operations?
If "Yes," complete SCREAUIE N, PaI T | . it i e et ea e T e 81 X
32 Did the organization sell, exchange, dispose of, or transfer more than 25% of its net assets?/f "Yes, " complete ’
SCREAUIE N, PAFTIL oo ettt ev oo eess e s et E 83 488825 0 32 X
33 Did the organization own 100% of an entity disregarded as separate from the orgamzatlon under Regulations i
sactions 301.7701-2 and 301.7701-37 If "Yes," complete Schadule R, Parll .. ... 33 A
34 Was the organization related to any tax-exempt or taxable entity? If "Yes, * complete Schadule R, Part I, ilf, or IV, and
PV, 08 T oo 34 X
35a Did the organization have a contralled entity within the meaning of section 512(b)(13)? 35a X
b If "Yes" to line 35a, did the organization receive any paymant from or engage in any transaction with a controlled entity
within the meaning of section 512(b)}(t3)7 /f "Yes, ' complefe Schedule R, Part Vo I8 2 e s 35b
36 Section 501(c){3} organizations. Did the organization make any transfers to an exempt non-charitable related organization?
If *Yes," complote Schadule B, Part V, 1B 2 ... oooeoiessieese oo s e s 36 X
37 Did the organization conguct more than 5% of its activities through an entity that is not a related organization
and that is treated as a partnership for federal income tax purposes? if "Yes," complete Schedule R, Part VI L 37 X
38 Did the organization comptete Schedule O and provide explanations in Schedule O for Part VI, lines 11b and 197
Note. All Form 990 filers are required to complote Schedule © e oo a8 | X
Form 990 (2017}
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2017) RESRARCH ASSOCIATION OF AMERICA 11-2519726  Pageb

[Patt V| Statements Regarding Other IRS Filings and Tax Compliance

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

. Yes | No
1a Enter the number reported in Box 3 of Form 1096, Enter -O- if not applicable ... ... 1a 5 ’
‘b Enter the number of Forms W-2G included in line 1a. Enter -0- if not applicable ,.....................o.c..c. ib 0

¢ Did the organization comply with backup withholding rules for reportable payments to vendors and reportable gaming
{(QAMDBLNG) WINNINGS 10 PIZE WINMBIST || _.11iiisiiees s seeee e oo e msaeti e et sem st s a2 b s 1ic | X
2a Enter the number of employees reported on Form W-3, Transmittal of Wage and Tax Statements, ' s
fited tor the calendar year ending with or within the year covered by this return ... 2a 12
b If at least ona is reported on line 2a, did the organization file all required federal employment tax returns? | ... b | X
Note. If the sum of lines 1a and 2a is greater than 250, you may be required to e-file (see instructions) ...
_3a Did the organization have unrelated business gross income of $1,000 or more during the year? ... 3a X
b If "Yes," has it filed a Form 990-T for this year? if "No,* to line 3b, provide an explanation in Schedule O ... 3bh
4a At any time during the calendar year, did the organization have an interest in, or a signature or other authority over, a
financial account in a foreign country (such as a bank account, securities account, or other financial account)? ..., . | 42 X
b If "Yes," enter the name of the foreign country: B> R
See instructions for filing requirements for FinCEN Form 114, Report of Foreign Bank and Financial Accounts {FBAR}.
5a Was the organization a party to a prohibited tax shelter transaction at any time during the tax year? 5a X
b Did any taxable party notify the organization that it was or is a party to a prohibited tax shelter transaction? &h X
¢ If *Yes," to line 5a or 5b, did the organization file FOrM BEBE-TT . .. ovocicieie et Be
6a Does the organization have annual gross receipts that are normally greater than $100,000, and dd the orgamzahon solicit
any contributions that were not tax deductible as charitable contributions? . s Ba X
b -1f "Yas, did the organization include with every solicitation an express statement that such contributions or gifts ’
ware NOLTAX QEAUGHRIOT ettt e et b e b &b
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 contribution and partly for goods and services providad ta the pa,for? 7a X
b If "Yes," did the organization notify the donor of the value of the goods or services provided? .. 7b
¢ Did the organization sell, exchange, or otherwise dispase of tangible personal property for which it was required
10 Il FOIMIBZBRT  ...oooiieseeseeesss ey sse e s ae st s b 022205458 £ e 7c_ X
d If "Yes,” indicate the number of Forms 8282 filed during the ysar ’
e Did the organization receive any funds, directly of indirectly, to pay premiumé on a personal benefit contract? ... 7e
f Did the organization, during the year, pay premiums, directly or indirsctly, on a personal benefit contract? ... 7f
g lf the organization received a contribution of qualified intellectuat property, did the organization file Form 8899 as required? | | 79
h If the organization received a contribution of cars, boats, airplanes, ar other vehicles, did the organization file a Form 1098-C? | 7h
8 Sponsoring organizations maintaining donor advised funds. Did a donor advised fund maintained by the
sponsoring organization have excess business holdings at any time during the year? ... 8
9 Sponsoring organizaticns maintaining donor advised funds, .
a Did the sponsoring organization make any taxable distributions Under SCtON 4088 e s 9a
b Did the sponsoring organization make a distribution to a donor, donor adviser, or related person? ... SUT 9b
10  Section 501(c)(7) erganizations. Enter:
a [nitiation fees and capital contributicns included on Part VIl line 12 ... 10a
b Gross receipts, included on Form 990, Part VIII, line 12, for public use of club facilities ... 10b
11 Section 501(c}){12) organizations. Enter: ‘
a Gross income from members or shareholders ... et 11a
b Gross inceme from other sources (Do not net amounts due or paid to other sources agoinst
amounts due or racaived fFrOM NSIM.) | i e 11b
12a Section 4947{a)( f) non-exempt charitable trusts. |s the organization filing Form 990 in lieu of Form 10417 12a
b If "Yes," enter the amount of tax-exempt interest received or accrued during the year ... 12b
i3 Section 501{c}{22) qualified nonprofit health insurance issuers.
a s the organization licensed to issue qualified health plans in more AN ONE S AT | it r et 13a
Note, See the instructions for additicnal information the crganization must report on Schedute 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 ptans L .. 113b
¢ Enterthe amount of reserves on hand ... 13e
14a Did the organization receive any payments for indoor tanning services during the tax VBAE Y e 14a X
b If "Yes," has it filed a Form 720 to 1eport these payments? /f "Ne, " provide an explanation in Schadule O ..0vveeeee R 14b
Form 990 (2017)
732005 11-28-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2017) RESEARCH ASSOCIATION OF AMERICA 11-2519726  Page6

Part VI | Governance, Management, and Disclosure For each "Yes" response o fines 2 through 7b below, and for a "No" response

to fine 8a, 8b, or 10b below, describe the circumstances, processes, or changes in Schedule O. Seg instructions.

Check if Schedule O contains a response or noteto any lineinthis Part VI .. i e

Section A. Governing Body and Management

1a

. of officers, directors, or trustees, or key employees to a management company or Other Persen? | . . e

" more members of the governing body?

a
b
g

Yes | No

Enter the number of voting members of the governing body at the end of the tax year . ... 1a 17
if there are material differences in voling rights among members of the governing body, or if the goveraing
pody delegated broad authority to an executive committes or simifar committes, explain in Schadule 0.
Enter the number of voting members included in line 1a, above, who are independent ... 1b 16
Did any officer, director, trustes, or key employee have a family relationship or a husiness relationship with any cther '
officer, director, trustes, Or Koy eMPIOYEE? . e ettt 2
Did the organization delegate control over management duties custormarily petformed by or under the direct supervision

Did the organization make any significant changes to its governing documents since the prior Form 990 was filed? ...
Did the organization become aware during the year of a significant diversion of the organization's assets?
Did the organization have members or StockhGIIRrS? |
Did the organization have members, stockholders, or other persons who had the power to elect or appaint one or

Are any governance decisions of the organization reserved to (or subject to approvél by) members, stockholders, or
persons other than the governing DOGYT . ... et oo eee et e s s eas b e e b
Did the organization centemporaneously docurment the meetings held or writien actions undertaken during the vaar by the following:
The GOVEIING BOAY? | ..o oooeoseeoeeeeoeees e oo sers s e e e | 82| X
Each committee with authority to act on behaif of the governing bOdYT | i . gh | X
Is there any officer, director, trustee, or key employee listed in Part Vi, Section A, who cannot be reached at the

R RN
P KRR e

organization's mailing address? If "Ygs," provide the names and addresses in Schadule O i 9 X

Section B. Policies (This Section B raquests information about policies nof required by the Internal Revenue Code.)

10a
b

11a

12a

13
14
15

16a

Yes | No

Did the organization have local chapters, branches, or affillales? ... 10a X
i "Yas," did the crganization 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 DUIPOSEST? ... 10b
Has the organization provided a complete copy of this Form 990 to all members of its governing body before filing the form? | 11a
Describe in Schedule O the process, if any, used by the organization to review this Form 980.
Did the organization have a written conflict of interest policy? /f *No," go to line 1 12a
Were officers, diracters, or irustees, and key employees required 1o disclose annually interests that could give rise to conflicts? ... 12h
Did the organization regularly and consistently monitor and enforce compliance with the policy? If *Yes, " gescribe

i1 Schedule O BOW HRS WAS TOME . oo oeee oo ee et e et e et see s sttt et et o es e e s e reae e oA aRs R E s s R S
Did the organization have a written whistleblower POHCYT . ... ... .ot s 13
Did the organization have a written document retention and destruction POECY? .. oo s s r s st e s e s e 14 X
Did the process for determining compensation of the following parsons include a review and approval by independent
persons, comparabifity data, and contemporaneous substantiation of the deliberation and decision?

The organization’s CEQ, Executive Director, or top management official | 1Ba
Other officers or key employees of the organizalion | ... 15b
If "Yes" to line 15a or 15b, describe the process in Schedule C (see instructions).

Did the organization invest in, contribute assets to, or participate in a joint venture or similar arrangement with a

1axable SNLLY QUIING ThE YEAIT it ieesstst s ee e eseeses s et ee e e e s ebr o emes e sessm s s nsessbehsn gL ed b
if "Yes," did the organization follow a written palicy or procedure requiring the organization to evaluate its participation

in joint venture arrangements under applicable federal tax law, and take steps to safeguard the organization’s

exampt status with respect 10 SUCh AIANABMBIMEST . e e i S A e e daeeecacnii 16b

12c

bR EC B 1 - S

Caled

16a | X

Section C. Disclosure

17
18

19

20

List the states with which a copy of this Form 990 is required to be filed P-NY , MT MA ,NJ , CA
Section 6104 requires an organization to make its Forms 1023 {or 1024 if applicable), 990, and 990-T {Section 501(c)(3)s only} available
for public inspection, Indicate how you made these avaifable. Check all that apply.

L__] Own website D Another's website [E Upon request D Other (explain in Schedule O)

Describe in Schedule Q whether (and if so, how) the organization made its govemning documents, conflict of interest policy, and financial
statements available to the public during the tax year.
State the name, address, and telephone number of the person who possesses the organization’s books and records: B>
BRETT KOPELAN - 212.868.1573

75 BROAD ST SUTITE 300, NEW YORK, NY 10004

732006 11-28-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Farm 990 (2017 RESEARCH ASSOCIATION OF AMERICA 11-2519726_ _ Page?
Part VIi[ Compensation of Officers, Directors, Trustees, Key Employees, Highest Compensated

Employees, and Independent Contractors
Chec if Schedule O contains a response or note to any lineinthisPantVik = . i e l:|

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

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

® List the organization's five current highest compensated employees (other than an officer, director, trustes, or key employee) who received report-
able compensation (Box 5 of Form W-2 and/or Box 7 of Form 1089-MISC) of mare 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 received more than $100,000 of
repertable compensation from the organization and any related organizations.

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

ﬁ] Check this box if neither the organization ner any related organization compensated any current officer, director, or trustee.

{(A) (B o] D) (E) )
Name and Title Average | o cfe asggglhm e Reportable Reportable |  Estimated
hours per | box, unless person is both an compensation compensation .amount of
week officer and a directorfirustes) from from related other
(list any -:E, the organizations compensation
hoursfor |51 ye] organization {(W-2/1099-MISC) from the
related | £ | 8 |z (W-2/4099-MISC) organization
organizations E 5 5. and related
helow 28| s|ElEEl = organizations
. ine)  |E|E|E| 2|58 2
{1) FAITH DANIELS 1.00
DIRECTOR ' X 0. 0. 0,
{2) J ALEC ALEXANDER ' a 1.00 S
TREASURER X X 0. 0. 0.
(3) TOM GILLESPIE 1.00
DIRECTOR X 0. 0. 0.
{(4) FRANK KACMARSKY : 1.00 ‘
DIRECTOR X 0. 0. 0.
(5) ANDREW TAVANI 1.00
VICE CHAIR X X 0. 0. 0.
(6) RICHARD GALLAGHER 1.00}
CHAIR X 0. 0. 0.
(7} DR ROBERT MEIRCWITZ 1.00
DIRECTOR ' ' : X 0. 0. 0.
() BRETT KOPELAN 40.00
EXECUTIVE DIRECTOR X X 154,512, 0. 0.
{(9) JOHN LEE 1.00 ‘
DIRECTOR X 0. 0. 0.
{10} WILLIAM CORNMAN 1.00
DIRECTOR X 0, 0. 0.
{11} ROBERT RAYL 1.00 ,
BIRECTOR Xl 0. 0. 0.
{12) JAMES WETRICH o ' 1,00
DIRECTOR X 0. 0. 0.
(13) LESLIE RADER 1.00
CHAIR, EMERITUS X 0. 0. 0.
(14) JEANNE ROCCON ROBM 1.00
DIRECTOR X 0. 0. 0.
(15) ANGELA CHRISTIANO PH,D, 1.090 :
DIRECTOR X 0. 0. 0.
(16) JOGI UITTO MD, PH,D ' 1.00 a
DIRECTOR X 0. 0. 0.
{19) ROBERT RYAN PHD ' 1.00 :
DIRECTOR 0. 0. 0.
732007 11-28-17 Form 990 (2017)
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‘DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 {2017} RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page8
[Part VIl| section A, Ofiicers, Directors, Trustees, Key Employees, and Highest Compensated Employees {continued)
o®w | (C) (D) (E) )
Name and title’ Average (o ot cf; gf';'u"!:man one Reportable | Reporable Estimated
NOWrs Pef | hox, unless person is both an compensation compensation amount of
week . .| officer and a director/trustes) from . from related other
(istany | & the organizations compensation
hours for | = 7 organization .. | (W-2/1099-MISC) from the -
refated 2| & ! (W-2/1099-MISG) organization
organizations| £ | £ g8 and related
below |'S|&|, 2 leE s organizations
1B SUBEOTAL oo evss s 154,512, 0. 0.
¢ Total from continuation sheets to Part Vil, Section A | 0. 0. 0.
d Total (add lines 1 and 16) ..o oot 154,512, 0. 0.
2 Total number of individuals {including but not limited to those listed above) who received more than $100,000 of reportable
compensation from the organization B ‘ 1
Yes | No
3  Did the organization list any farmer officer, director, of trustee, key employee, or highest compensated employee on
line 1a7 If "Yes," complete Schedule J for SUCh IMAIVIBUAL || |......ccoioeiiiim et 3 X
4 For any individual isted on line ta, is the sum of repartable compensation and other compensation from the organization
and related organizations greater than $150,0007 /f "Yes," complete Schedule J for such individual || ... 4 | X
§  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 Derson .........cweipeeen e cinsnininrazeasacesasison 5 X

Section B. Independent Contractors

4 Complete this table for your five highest compensated indspendent contractors that receivad more than $100,000 of compensation from

the organization. Report compensation far the calendar year ending with or within the organization’s tax year.

(A) (B (€
Name and business address NONE Description of setvices Compensation
2 Total number of independent contractors (including but not limited to those listed above) who received more than
$100,000 of compensation from the organization - 2 0
Form 920 (2017)
732008 11-28-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Forim 990 (2017} RESEARCH ASSOCIATION QOF AMERICA

11-2519726  Page9

(Part VIl | Statement of Revenue

Check if Schedule O coritains a response or note te any line inthis Part VIl ..o e 1]
(A) (B) (C} (D}
Total revenue Related or Unrelated R%}r{l]]ut% %ﬂ‘ég?d
exempt function business sections
revenue revenue 512 - 514
22| 1a Federated campaigns ... - [1a ‘
g é b Membershipdues ... b
o T ¢ Fundraisingevents . ... 1c
gﬁ d Related organizations ... 1d
g‘ E e Government grants (contributions) le
gg f Al other contributions, gifts, grants, and )
AL simitar amoints not included above i 662,523,
g% O Noncash confributions included in I?nas ta-14 §
O&|  h Total.Addlines a1 .. oo B 662,523,
Business Code
g |22
gg| P
2] c c
ES
21
0 e
o f Al other program service revenua ...
g Total. Add lines 2a-2f ... ... .. B
3 Investment ingome (including dividends, interest, and
other similar amounts) e [ 2 554. 554.
4  Income from investment of tax-exempt band proceeds B>
8  Rovalties ... B
(i} Real §#) Personal
6a Grossrents ...
b lLess:rental expenses ..,
¢ Rentalincome or (loss} .
d Net rental income or (O8S8)  ..cvivieiieeresiieissciccanes -
7 a Gross amount from sales of {f} Securities (i) Other
assets other than inventory
b Less: cost or other basis
and sales expenses ...
¢ Gainor(loss) .. ...
d Net gain of (1058) .....ooooeiiiirirrereee e eeer et
o | 8 a Gross income from fundraising events (not
a::: including $ of
E contributions reported on line 1¢). See
5 Part IV, ine 18 . 287,870,
6“5 b Less: direct eXpenses .. ... pi282,595. o
' ¢ Net income or (loss) from fundraising events ... e | . 705,275, 705,275,
9 a Gross income from gaming activities, See o
Part IV, line 19 ... a
b Less: direct expenses ... b
¢ Net income or {loss) from gaming activities ... B
10 a Gross sales of inventory, less returns
and allowances ...............cccccceerveeenn. a
b Less: cost of goods sold b
¢ Net incomae or (loss) from sales of inventory .................. b
Miscellaneous Revenue Business Code
11 a MISCELLANEQUS INCOME 900099 1,700, 1,700.
b
c
d Allother revenue . ...
o Total. Add lines 15a11d oo > 1,700. |
12 Total revenus. See instructionS. ..o, . B 1,370,052, 1,700, 0. 705,829,
732006 11-28-17 form 990 (2017)
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2017) RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 10
[ Part IX | Statement of Functional Expenses
Section 501(c)(3} and 501(c}{4) organizations must complete all columns. All other organizations must complete co.'umn {A).

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

Do not Include amounts reported on lines 6b, (A) B {C)
7, 85, 90, and 10D of Part Vi, fotal exponses P aanees 3“%“:?2?21%%%%22 Féi?ééﬁ‘é“‘ér;g
1 Grants and other assistance fo domestic organizations
and domestic governments. See Part IV, line 21
2  Grants and other assistance o domestic
individuals. See Part IV, line 22 . ...
3 @Grants and other assistance to foreign
organizations, foreign governments, and foreign
individuals. See Part IV, lines 15and 16 .
4 Benefits paid to or for members ...
5 Compensation of current officers, directors,
trustees, and key employees ...
6 Compensation not incluced above; to disqualified
persons (as defined under section 4358{1}(1)) and
persons described in section 4958{(c}3)(B) ...
7 Othersalaries and Wages 763,241, 648,755, 38,162, 76,324.
8 Pension plan accruals and contributions (include
section 401{k) and 403(h) employer contributions)
9 Other employes benefits ... .. 99,600. 84,660, 4,980, 9,960.
10 Payroll XS ..o eeeeeee e 66,633, 56,638, 3,332, 6,663,
11 Fees for services {non-employses): )
a Management | ...
B Legal e
& AGGOUNNG | ..o 7,500. 6,443, 379. 678.
d Lobbying | i
e Professicnal fundraising services. Sea Pari IV, line 17
f Investment managementfees .. ...
g Other. (If line 11g amount exceeds 0% of ling 25,
column (A) amount, list line 11g expenses on Sch 0.) 80. 80.
12 Advertising and promotion ... 21,751, 18,488, 1,088. 2,175.
13 Office eXPENSES . e, 80,799, 68,679, 4,040. 8,080.
14 Information technology . ..o
15 Royalties ...
16 OCOUPANGY ... cooeererereeereeeersnnesions 88,967. 75,622, 4,448, 8,837,
17 Travel e
18 Payments of travel or entertainment expenses
for any federal, state, or local public officials
19 Conferences, conventions, and meetings . 91,163. 77,489, 4,558, 89,116,
20 Interest e " o
21 Payments to affiliates ...
22 Depreciation, depletion, and amortization .. 4,982, 4,235, 249, 498,
23 INSUANOE ... ..coooooeoeieeeeeresseeeeeee e 12,791, 10,872. 640.] 1,279,
24  Other expenses. liemize expenses not coversd ‘ ] '
above. {List misceflaneous expenses in ling 24e, i line
24g amount exceeds 10% of ine 25, colurmn (A)
amount, list ling 24e expenses on Schedule 0.)
a PATIENT ASSISTANCE 114,278, 114,270,
b DUES & SUBSCRIPTIONS 29,578, 25,141, 1,479. 2,958.
¢ TELEPHONE 16,724, 14,216. 836, 1,672,
d EQUIPMENT 12,073, 10,262, 604, 1,207,
e Al other expenses 6,421, 5,458, 321. 642,
25  Total functional expenses. Add lings 1 through 24e 1,416,573, 1,221,228, 65,116. 130,228.
26  Joint costs. Complete this fing only if the organization ’
reported in column (B) joint costs from a combined
educational campaign and fundraising solicitation.
check heto B> || iftollowing S0P 882 (ASC 958-720)
Form 990 (2017}
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Form 990 (2017)

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

11-2519726 Page 11

[Part X |Balance Sheet

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

{A) (B)
Beginning of year - End of year
1 Cash - NOMHNErESEDBANNG | .. .\ooooooooeooesiessrnse e 1,262,189.] 1 1,251,711.
2 Savings and temporary cash investments | e, 623,055, 2 742,540,
3 Pledges and grants receivable, net | 38 '
4 ACCOUNtS Teceivable, M8t . . s 19,641. 4 72,681,
5 Loans and other receivables from current and former officers, directors, - v
‘ trustees, key employees, and highest compensated employess. Complete
Part 110f BehadUufe L ..o e sicas s s 5
6 Loans and other receivables from other disqualified persons {as defined under
section 4958(7{1)}, persons described in section 4958(c}3)(B), and contributing
employers and sponsoring organizations of section 501(c)(9) voluntary
g employees’ beneficiary organizations (see instr). Complete Part ll of Sch L .. 6
A 7 Notes and loans receivable, net | ... 7
< | 8 Inventoriesforsaleoruse ... 836,631.] 8 756,107,
g Prepaid expsnsos and deferred charges 86,368, o 49,098,
10a land, buildings, and equipment: cost or other
basis. Complete Part Vi of Schedule © .. 10a 34,487. ‘
b Less: accumulated depreciation ... ... 10b 32,116. 7,354, 10¢ 2,371,
11 Investments - publicly traded securities . ' 1
12 Investments - other securities. See Part IV, line 11 12
13- Investments - programrelated. See Part IV, line 17 .. 13
14 Intangiole ASSBIS | e e s 14
16  Otherassets. See Part iV, line 11 15 :
16  Total assets. Add lines 1 through 15 (must equalfine 34) ... ooen 2,835,238, 1 2,874,508,
17 Accounts payable and 8cCrued BXPONSES ... ... .cco.ccocroveoeeeocvssissre s '59,378.] 17 73,617,
18 GrantS PAYADIE |, . o e e ke e | 18 '
19 Deferred revenue 19
20 Taxexempt bond liabilities 20
21 Escrow or custodial account fiability, Complete Part IV of Schadule D 21
w22 {_oans and other payables to current and former officers, directors, trustees,
g key employess, highest compensated employees, and disqualified persons.
® Complete Part llof Schedule L . . 22
= | 23  Secured mortgages and notes payable to unrelated third parties ... 23
24 Unsecured notes and ioans payablé to unrefated third partios 24
25  Other liabilities (including federal income tax, payables to related third
parties, and other labilities nc;t included on lines 17-24). Complete Part X of ’
SCREUUIR D e ceos oo 42,988.] 26 91,906.
26 Total lisbilities. Add lines 17 through 25 ..o i 102,366.[ 25 165,523,
Organizations that follow SFAS 117 (ASC 958), check here B Eﬂ and
9 complete lines 27 through 29, and lines 33 and 34. S ’
S |27 Unrestricted Nt assets .......coocoormicmsinssrscocsies e e 1,808,864, 27| 1,857,982,
T |28 Temporariy restricted net assets 924,008.] 28 851,003,
T |29 Pormanently rostriciod NELASENs ... . 29 - '
Z Organizations that do not follow SFAS 117 {ASC 958), check here jid i:l '
B and compiete lines 30 through 34, ‘
% 30 Capital stock or trust prinbipal, oreurmrent fUnAS e 39
ﬁ 31 Paid-n or capital surplus, or land, building, or equipment fund ... . 8
% |32 Retained earnings, endowment, accumulated income, or other funds ... ) 3 ] 32
Z | 33 Total net assets or und BAIANCES ..o 2,732,872. ¢ - 2,708,985,
24  Totai liabilities and net assets/iund bARNCES e 2,835,238, 24 2,874,508,
' Form 990 (2017)
732011 11-28-%7
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Form 990 (2017) RESEARCH ASSQOCIATION OF AMERICA L 11-2519726 Page 12
Part Xl | Reconciliation of Net Assets -
Check if Schedule O contains-a response or note to any line inthis Part Xl ... [K]
1 Total revenue {must equal Part VIIl, colurmn (A), ine 12} 1,370,05 2,
2 Total expenses {must equal Part IX, column (A), line 25) . . 1.4 16,573,
3 Revenue less axpenses., Subtract ine 2 from iNe 1 e ‘  <d46,521.>
4 Net assets or fund balances at beginning of year {must equal Pari X, line 33, column (A)) ' 2,732,872,
5 Netunrealized gains (losses) on investments 105,581,
6 Donated services and use of facilities ... ... '
7 INVBSIMETIE @XDENSEE ittt eee e ee e e e e b e
8 Prior period adjustmMents . e
8 Other changes in net assets or fund balances (explain in Schedule O) | ... <B82,947.>
10 Net assets or fund balances at end of year. Combine fines 3 through 9 {must equal Part X, fine 33,
GO (B0 oottt oees oot oeseaeeestee ettt oottt m £ o Lo e et e 10 2,708,985,
Part Xll| Financial Statements and Reporting
Check if Schedule O contains a response arnoteto anylineinthisPat XIl ..o et reeeeieeseirentrataererereosaainirs D

Yes | No

1 Accounting method used to prepare the Form 990: |:| Cash @ Accrual |:| Other
i the organization changed its method of accounting from a prior year or chacked "Other,” explain in Scheduls O,
2a Were the organization's financial statements compiled or reviewed by an independent accountant? | ... 2a X
If "Yes," check a box below to indicate whether the financial statements for the year were compiled or reviewed ona
separate basis, consolidated basis, or both: '
(] Separate basis D Consolidated basis L__| Both consolidated and separate basis
b Were the organization’s financial statements audited by an independent accountant? ... 2% | X
If *Yes," chack a box below to indicate whether the financial statements for the year wero audited on a separate basis, '
consolidated basis, or both:
B4 Separate basis {1 Consolidated basis |:] Both consclidated and separate basis
¢ If "Yes" io line 2a or 2b, doss the organization have a committes that assumes responsibility for oversight of the audlt
review, or compilation of its financial stataments and selection of an independent accountant? | e oc | X
If the organization changed either its oversight process or selection process during the tax year, explain in Schedule O.
3a As aresult of a federal award, was the organization required to undergo an audit or audits as set forth in the Single Audit

ACt AN OMB GIFCUIAF A1BBT | oo ieieiss e ame s et ceeeees et Lo R e e e mea e ea e oo SR o e E s bR 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, expfain why in Schedule O and deseribe any steps takento undergo suchaudits .o ieennes 3b
Form 990 (2017)
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SCHEDULE A . . . OME No. 1545-0047

. (Form 980 or 890-EZ)

Public Charity Status and Public Support 2817

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

Dspatment of the Treasury B> Attach to Form 990 or Form 990-EZ. Open to Public
Internal Revanuia Sarvice B> Go to www.irs.gov/Form980 for instructions and the latest infermation. Inspection
Name of the organization DYSTROPHIC EPIDERMOLYSIS BULLOSA Employer identification number

RESEARCH ASSOCIATION OF AMERICA 11-2519726
[Part| | Reason for Public Charity Status (Al organizations must complete this part) See instructions.

The organization is not a private foundation because it is: (For lines 1 through 12, check only one box.)

1 ]
]
]
]

0 HD OO

i

10

19 [
12 [}

<]

A church, convention of churches, or association of churches described in section T70(b)(1){A}i).

A school described in section 170{b)(1){A)ii). (Attach Schedule E (Form 990 or 980-EZ).)

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

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

sectian 170{b}{1)(A){iv}. (Complete Part 11}

A federal, state, or local government or governmentat unit described in section 170{b)(1)(AXv).

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 Il.)

- A community trust described in section 170{b){1){A)(vi}. (Complete Part Il.)
. An agriculh.iral research organization described in section 170(b){ tHA)(ix) operated in conjunction with a land-grant college

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

'An organization that normally receives: {1} more than 33 1/3% of its support from: contributions, membership fees, and gross recelpta from
‘activities related to its exempt functions - subject to certain exceptions, and (2) no more than 33 1/3% of its suppaort from gross invastmant

Income and unrelated busiress taxable income (less section 5171 tax) from bu_smeqses acquired by the organization after June 30, 1975,
See section 5092(a)(2). {Complete Part [11.)

An organization organized and operated exclusively to test for publlc safety. See scctlon 509(3)(4)

An organization organized and operated exclusively for the benefit of, to perform the functions of, or to carry sut the purposas of one or
more publicly supporied organizations described in section 509{(a)(1) or section 509(a){2). See section 509{a){3). Check the box in
lines 124 through 124 that describes the type of supporting organization and complete lines 12e, 12f, and 12g. '

D Type |. A supporting organization operated, supervised, or controlled by its supported organization(s), typically by giving

the supported organization{s) the power to regularly appoint or elect a majority of the directors or trustees of the supporting
organization. You must complete Part 1V, Sections A and B.

b [__J Type ll. A supporting organization supervised or cantrolied in connection with its supported organization(s), by having

control or management of the supporting organization vested in the same persons that control or manage the supported
organization(s}. You must complete Part IV, Sections Aand C.

c l:l Type Ill functionally integrated. A supporting organization operated in connection with, and functionally integrated with,

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

d Ej Type Hl 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 U | check this box if the crganization received a written determination from the IRS that itis a Type |, Type il, Type il

functioné[ly integrated, or Type Il non-functionally integrated supporting organization.

f Enter the number of supporied OrganizatiONS ... ... .o et b f I
g Provide the following information atyout the supported organization(s). - ' )
i - i i ot V) s lie Organzation 15160, 7
{i} Name of SL;iaported {ii) EIN izlégg;?fegfgﬁmﬁﬂ?g i yaur nveghn Sostnen? {v) Arr'jtount {:f n:onettary) _ {vi) .:Tount o: otr;er )
' organi n ’ ' ) support (see instructions) | support (see instructions
organizato above (see instructions)) | _YeS, No PP .( PP
Total

LLHA For Paperwork Reduction Act Notice, see the Instructions for Form 990 ar 990-EZ. 7azoz1 t0-06-17  Schedule A (Form 990 or 990-EZ) 2017
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. DYSTROPHIC EPIDERMOLYSIS BULLOSA o )

Schedule A (Form 990 or 990.E7) 2017 RESEARCH AS SOCIATION OF AMERICA ©11-2519726 Page2
Support Schedule for Organizations Described in Sections 170(b)}(1}{A)(iv) and 1?0(b)(1)(A)(vz)
{Complete only if you checked the box on line 5, 7, or 8 of Part | of If the organization failed to qualify under Part Iil. If the organization
fails to qualify under the tests listed below, please complete Part Hl.)
Section A. Public Support ' ' '
Calendaryear (ornscal year beginning m)b _ (a)2013 {b} 2014 __[c)2015 {d} 2016 __(e)2017 (f) Total

1 G|fts grants, contributions, and -

membership fees received. (Do not

include any “unusual grants.") 757.834.] 1052072.] 649,364, 749,944.| 662,523.| 3871737,

2 Tax revenues levied for the organ-
ization's benefit and either pa|d to
or expended on |ts behalf

,' 3 .The value of serwces or fac1l|t|es
furnished bya governmental unit to-
the organization without charge

4 Total. Add lines 1 through 3 757,834.] 1052072.] 649,364, 749,944.| 662,523.] 3871737,

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

column () e -
Public support. Subtact lina & from line 4. - 1. .3871'737.
Sectlon B. Total Support
Calendar year (or fiscal year beginning in) b (a) 2013 {b} 2014 (¢} 2015 {d) 2016 {e} 2017 {f) Total
7 Amountsfromlined . ... 757,834, 1052072.] 649,364.] 749,944, 662,523, 3871737,

8 Gross income from interest,

dividends, payments received on
" securities loans, rents, royalties,

and income from similar sources 3,917, 1,081, 3,168, 303. 554, 9,023,

9 Net income from unrelated business
activities, whether or not the
business is regularly carded on

10 Other income. Do not include gain

of loss from the sale of capital

assets (Explainin Part VL) _ ...
11 Total support. Add lines 7 through 10 3880760,
12 Gross receipts from related activities, stc. {see AT (10310 1 =) NPT O RRRSRUIUOTI 12 |
13 First five years. If the Form 990 is for the organization’s first, second, third, fourth, or fifth tax year as a section 501(c}(3)

organization, check this box and stop here ... e s e B l:l
Section C. Computation of Public Support Percentage
14 Public suppert percentage for 2017 (line 8, column (f) divided by line 11, column () .._.......ccooovrvmrnicnnees 14 99.77 %
15 Public support percentage from 2016 Schedule A, Part Il ine 14 . 15 99.78 %
16a 33 1/3% support test - 2017, If the organization did not check the box on line 13, and line 14 is 33 1/3% or mare, check this box and

stop here. The organization qualifies as a publicly supported organization .. ... B (X1

"b 33 1/3% support test - 2018. [f the organization did net check a box ¢n line 13 or 16a, and line 15 is 33 1/3% or more, check this box
and stop here. The orgamzatlon qualifies as a publicly supported organization ., ... > D

17a 10% -facts-and-circumstances test - 2017. If the organization did not check a box onfine 13, 18a, or 16b, and line 14 is 10% or more,
and if the organization meets the "facts-and-circumstances” test, check this box and stop here. Explain in Part Vi how the organization
meets the "facts-and-circumstances” test. The organization qualifies as a publicly suppotted organization ... [
b 10% -facts-and-circumstances test - 2016. If the organization did not check a box on line 13, 16a, 16b, or 173, and line 15 is 10% or
maore, and if the organization meets the "facts-and-circumstances" test, check this box and stop here. Explain in Part VI how the
organization meets the "facts-and-circumstances” test. The organization qualifies as a publicly supported organization ... p I:l

18 Private foundation. If the organization did not check a box on line 13, 16a, 16b, 17a, or 17b, check this box and see instructions _.,..... P LJM
Schedule A {Form 990 or 890-EZ) 2017
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Part il j Support Schedule for Organizations Described in Section 509(a)(2)

DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule A (Form 990 or 990-E2) 2017 RESEARCH ASSOCTIATION QOF AMERICA

11-2519726 Pages

{Complete only if you checked the box on line 10 of Part | or If the organization failed to qualify under Part |1 If the organization fails to

Se

qualify under the tests listed below, ptease complete Part 1L}

ction A. Public Support

Galendar year {or fiscal year beginning in} B

1

4]

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

Gross receipts from admissions,
merchandise sold or services per-
formed, or facilities furnished in
any activity that is related to the
organization's tax-exempt purpose
Gross receipts from activities that
are not an unrefatod trade or bus-
iness under saction 813
Tax revenues levied for the organ-
ization's benefit and either paid to
or expended on its behalf
The value of services or facilities
furnished by a govemmental unit to
the organization without charge

Total. Add lines 1 through5 ...

7a Amounts included on lines 1, 2, and

3 received from disqualified persons

b Amounts included on lines 2 and 3 received

¢ Add lines 7a and 7b

8
Se

from othar than disqualified parsans that
) exceed the greater of $5,000 or 1% of the
amount on fine 13 for the year

Public support. (Suptactliae fc from ling 8)

{a)} 2013

(b) 2014

{c) 2015

{d} 2016

(e) 2017

(f) Tofal

ction B. Total Support

Calendar year (or fiscal year beginning in) b

9

Amounts from line 6

10a Gross income from interest,

dividends, payments received on
securities loans, rents, royalties,
and income from similar sources | |

b Unrelated business taxable income

12

13

(less section 511 taxes) from businasses
acquired after June 30, 1875

cAddlines 10aand 10b ...
11 Net income from unrelated business

activities not included in line 10b,
whether or not the business is
ragulasly carriedon ...
Other income. Do not include gain
ot loss from the sale of capital
assets (Explain in Part VI} oo
Total support. (add lines 8, 10¢, 11, and 12))

(a) 2013

{b) 2014

(c) 2015

_(d) 20186

_{e) 2017

{f) Total

14 First five years. if the Form 990 is for the organization’s fiest, second, third, fourth, or fifth tax year as a section 501(c)(3) crganization,

Chack this DOX AN STOP HEIS ... oot ies e eyttt ign s ey ess s s s p ]
Section C. Computation of Public Support Percentage
15 Public support percentage for 2017 {line 8, column (f} divided by line 13, GO} e 15 %
16 Public support percentage from 2016 Schedule A, Part L ine 15 .o 16 %
Section D. Computation of Investment Income Percentage
17 Investment income'per'centage for 2017 {line 10c, column (f) divided by line 13, column (f)) 17 %
18 Investment income percentage from 2016 Schedule A, Part Ill, line 17 U U TP UU U TURUPPR 18 %
19a 33 1/3% support tests - 2017, 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 pubticly supported organization ..., s R el ]

b 33 1/3% support tests - 2016. Ifthe organization did not check a box on line 14 or line 192, and line 16 is more than 33 1/3%, and

line 18 is not more than 33 1/3%, check this box andstop here. The arganization qualifies as a publicly supported organization ... b D

20 Private foundation, If the organization did not check & box on line 14, 19a, or 19b, check this box and see instructions . ... i | E]

732023 10-06-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule A (Form 990 or 990-E7) 2017 RESEARCH ASSQOCIATION OF AMERICA 11-2519726 Pagea
IPart IV| supporting Organizations
{Complete only if you checked a box in line 12 on Part I. If you checked 12a of Part |, complete Sections A
and B. I you checked 12b of Part |, complete Sections A and C. If you checked 12¢ of Part |, complete
Sections A, [, and E. If you checked 12d of Part |, complete Sections A and D, and complete Part V)
Section A. All Supporting Organlzatlons

Yes [ No

1 Are all of the organization's supported organizations fisted by name in the organization's governing
dacuments? If "No," describe in Part V| how the supported organizations are designated. If designated by
class or puipose, describe the designation. If historic and continuing relationship, explain. 1

2  Did the organization have any supported organization that does not have an IRS determination of status A
under section 509(a)(1) or (2)7? If "Yes," explain in Part VI how the organization determined that the supported »

organization was described in section 509(a)(1) or (2). 2
3a Did the organization have a supported organization describad in sectlon 507{c)4), (5), or (B)7 If "Yes " answer
{b) and (c} below. 3a

b Did the organization confirm that each supported organization quaiified under section 501(c)(4), {5), or (6) and
satisfied the public support tests under section 509(a)(2}7 If "Yes," describe in Part Vi when and how the

organization made the determination, 3b
¢ Did the organization ensure that all support to such organizations was used exclusively for section 170(c)(2)({B}
purposes? If "Yes, " explain in Part VI what controls the organization putin place to ensure such use. 3c
4a Was any supported organization not organized in the United States {*fareign supported organization™)? If
"“Yes," and if you checked 12a or 12b in Part 1, answer {b) and (c) below. 4a

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 VI how the organization had such control and discretion
déspite being controlled or supervised by or in connection with ils supported organizations. 4b

¢ Did the organization support any foreign supported organization that does not have an IRS determination
under sections 501(c)3) and 509{a)(1) or {2)7 If "Yes,” explain in Part VI what controls the organization used
to ensure that all support fo the foreign supported organization was used exclusively for section 170(c)2)B)
PUPoses, ' C 4c

5a Did the organization add, substitute, or remove any supported organizations during the tax year? If "Yes,"
answer (b) and (c) below (if applicable). Also, provide detail in Part Vi, including {i) the names and EIN
numbers of the supported organizations added, substitutad, or removed; (i} the reasons for sach such action;
(i) the authority under the organization's crganizing document atthorizing such action; and (iv) how the action

was accomplished (such as by amendment to the organizing document). Ga
b Type | or Type il only. Was any added or substituted supported organization part of a class already

designated in the orgarization’s organizing document? &b
¢ Substitutions only, Was the substitution the result of an event beyond the organization’s control? 5¢

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

regard to a substantial contributor? If "Yes," complete Fart | of Schedule L. (Form 980 or 990-£2). 7
8 Did the organization make a loan to a disqualified person (as defined in section 4858) not described in fine 77
If "Yes, " complate Part | of Schedufe L (Form 980 or 990-£2). 8

8a Was the organization controfled directly or indirectly at any time during the tax year by one or more
disqualified persons as defined in section 4846 (other than foundation managers and organizations described

in section 509(a}(1) or (2))? If "Yes," provide detail in Part V1. 9a -
b Did one or more disqualified persons (as defined in line 9a) hold a controlling interest in any entity in which

the supporting organization had an interest? If "Yes," provide detail in Part VI, 9b
¢ Did a disqualified person {as defined in fine 9a) have an ownership interest in, or derive any personal benefit

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

10a Was the organization subject to the excess business holdings rules of section 4943 hecause of section
4943(f) (regarding certain Type Il supporting organizations, and all Type i1l non-functionally integrated

supporting organizations)? /f "Yes," answer 10b helow. 10a
b Did the organization have any excess business holdings in the tax year? (Use Schedule C, Form 4720, 1o
determine whethor the organization had excess business holdings.) 10b

732024 10-06-17 Schedule A {Form 990 or 990-EZ} 2017
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Sc}hedule A (Form 990 or990-E2) 2017 RESEARCH ASSOCIATION CF AMERICA 11-2519726 Pagss

Part IV| Supporting Organizations (continued)

11 Has the organization accepted a gift or contribution from any of the following persons?
a A person who diractly or indirectly controls, either alone or together with persons described in (b) and (c)
helow, the govermning body of a supparted organization?
b A family member of a person described in (a} above?
¢. A35% controllad entity of a person described In (a) or {b) above?if "Yes" to g, b, or ¢, provide detail in Part VI,

Yes

No

11a

i1b

11c

Section B. Type | Supporting Crganizations

1 Did the directors, trustees, or membership of one or more supported organizations have the power to
regularly appoint or elect at least a majority of the organization’s directors or trustees at all times during the .
tax year? If "Ne," describe in Part VI how the supported organization(s) effectively operaled, supearvised, or
controlled the crganization 's activities. If the organization had more than one supported organizaﬁon,
describa how the powers to appoint and/or remove directors or trustees were allocated among the supported
organizations and what conditions or restrictions, if any, appiied to such powers during the tax year.

2 Did the organization cparate 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 il how providing such benefit carried out the purposes of the supported organization(s} that operated,
supertvised, or controlled the supporting organization. -

Yes

No

Section C. Type Il Supporting Organizations

1 Ware a majority of the organization’s directors or trustees during the tax year also a majority of the directors
or trustees of each of the organization’s supported organization(s)? If "No," describe in Part Vi how coritrol
or management of the Supporting organization was vested in the same persons that con trofled or managed
the suoported organization(s}.

Yes

No

Section D. All Type lll Supporting Organizations

1 Did the organization provide to each of Its supported erganizations, by the last day of the fifth month of the

organization's tax year, (i) a written notice describing the type and amount of support provided during the prior tax
" year, (i} a'copy of the Form 990 that was most recently filed as of the date of notification, and {iii) copies of the

organization's governing documents in effect on the date of netification, to the extent not previously provided?

2 ‘Were any of the organization’s officers, directors, or trustees either (i) appointed or elected by the supported
organization(s) or (i) serving on the governing body of a supported organization? If "No," explain in Part V1 how
the organization maintained a close and continuous working relationship with the supported organization(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 Lse of the organization's
income or assets at all times during the tax year? If "Yes," describye in Part Vi the role the organization's
supportad organizations played in this regard.

Yes

No

Section E. Type lll Functionally Integrated Supporting Organizations

4 Check the box next fo the mathad that the organization used o safisfy the Integral Part Test during the yeafsee instructions).

a D The otganization satisfied the Activities Test. Complete line 2 helow.
b [ The organization is the’parenit of each of its supported organizations. Complete line 3 below.

o] D Tha organization supported a governmental entity. Describe in Part VI how you supported a government entity (see instructions).

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

a Did substantiatly all of the organization's activities during the tax year directly further the exempt purposes of
the supported orgamzatlon(s} to which the organization was responsive? If "Yes,” then in Part Vi identify
those supported organizations and explain how these activities directly furthered their exempt purposes,
how the oiganization was responsive to those supporied organizations, and how the on;amzanon determmed
‘that these activities constituted substantially all of its activities.

b Did the activitles described in {a) constitute activities that, but for the organization’s involvernent, one or more
of the organization's supported organization(s) would have been engaged in7 If "Yes, " explain in Part V| the
reasons for the organization's position that its supported organization(s) would have engaged irsthese '
activities but for the organization's involvemnent,

3 Parentof Supn'orted Organizations. Answer {a) and (b} below.

a Did the organization have the power to regularly appoint or elect a majarity of the officers, directors, or
trustees of each of the supported orgamzatlons? Provide deta'ls inPart V.

b Did the organization exercise a substantial degres of direction over the policies, programs, and activities of sach
of its supported organizations? if "Yes," describe in Part VI the role piayed by the organization in this regard.

Yes

No

2a

2b

3a

3b

732025 10-00-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
ScheduteA(Form9900r99052) 2017 RESEARCH ASSOCIATION OF AMERICA

11-25319726 Pages

|Part V

Type i Non-Functionally Integrated 509(a)(3) Supporting Organizations

1

. Gheck here if the organization satisfied the Integral Part Test as a qualifying trust on Nov. 20, 1970 (explain in Part VI 2} See instructions. All
other Type 1l non-functionally integrated supporting organizations must complete Sections A through E.

Section A - Adjusted MNet Income

{A) Prior Year

(B} Current Year
{optional)

Net short-term capital gain

Recoveries of prioryear distributions

Other gross income (see instructions)

Add lines 1 through 3

Depreciation.and depletion

(4 I S (V% [ ) PPN

(=00 L4 - N L~ ) VI P

Portion of operating expenses paid or incurred for productlon or
collection of gross income or for management consarvation, or
maintenance of property haeld for productlon of income (see instructions)

o

7

Other expenses (see instructions)

~

8. Adiusted Net incéme (subtract lings 5, 6, and 7 from line 43

Section B - Minimum Asset Amount

(A) Prior Year

{B)} Current Year
{optional)

1

Aggdregate fair market value of all non-axemptuse assets {see
instructions for short tax year or assets held for part of year).

Average monthly value of securities

1ia

Average monthly cash balances

1b

Fair market value of other non-exempt-use assets

i [}

Total (add lines 1a, 1b, and 1c)

id

D Q|0 T n

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

N

Acquisition indebtedness applicable to non-exempt-use assets

[4]

Subtract line 2 from'line 1d

w

N

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

see instructions)

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

‘Multiply line 5 by .035

Recoveries of prior-year distributions

5
6
7
8

Minimum Asset Amount {add line 7 to line 6)

o |~ (D [ [

Section C - Distributable Amount

Current Year

Adjusted net income for prior year {(from Section A, line 8, Column A}

Enter 85% of line 1

Minimum asset amount for prior year {from Section B, line 8, Column A}

Enter greater of line 2 or line 3

'Income tax imposed in pricr year

[ S F- (/I v I BV

1
2
3
4
5
6

Distributable Amount. Subtract line 5 from line 4, unless subject to
emergency temporary reduction {see instructions)

6

|:] Check here if the current year is the organization's first as a non-functionally integrated Type Il supporting erganization {see

instructions).

732026 10-06-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule A (Form 990 or 890-E7) 2017 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Pagev
["Part V | Type il Non-Functionally Integrated 509{a)(3) Supporting Organizations (continued)
Section D - Distributions Current Year

1 Amounts paid to supported organizations to accomplish exempt purposes
2 Amounts paid to perform activity that directly furthers exempt purposes of supported
ornanizations, in excoss _of income from activity

3 Administrative expenses paid to accomplish exempt purposes of suppaorted organizations

4  Amounis paid to acquire exempt-use assets

5 Qualifled set-aside amounts (prior (RS approval required)

& Other distributions (describe in Part V1), Ses instructions,

7__Total annual distributions. Add lines 1 through 6.

8 Distributions to attentive supported organizations to which the crganization is responsive
{provide details in Part VI}. See instructions.

9 Distributable amouni for 2017 from Section G, line 6

10 Line 8 amount divided by ling 9 amount

M i) {iii)

‘ st - Distributi i 20 i i ietributi Underdistributions Distributable
Section E - Distribution Altocations (see instructions} Excess Distributions Dre-2017 Amount for 2017

1 Distributable amount for 2017 from Section C, line 6

2 Underdistributions, if any, for years prior to 2017 (reason-
able cause required- explain in Part Vi), See instructions.

3 Excess distributions carryover, if any, to 2017

a
b - From 2013
¢ _From 2014
d From 2015
@
f
g9
h

"From 2016
Total of lines 3a through e
~ Applied to underdistributions of prior years

Apnlied to 2017 distributable amgunt

Carryover from 2012 pot applied {see instructions)

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

4 Dlstrlbutlons for 2017 from Secuon D,
line7: . $
Applled to underdistributions of prior years
‘Applied to 2017 distributable amount

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

§ Remaining underdistributions for years prior to 2017, if
any. Subtract lines 3g and 4a from line 2, For result greatar
than zero, explain in Part V1. Sae instructions.

6 Remaining underdistributions for 2017, Subtract lines 3h ~

‘ and 4b from tihe 1. For result greater than zero, explain in
Part Vl. See instructions.

7  Excess dastrlbutlons carryover to 2018, Add Itnes 3§

" 'and 4e.

8 Breakdown of fine 7:

a_Excess from 2013

b_Excess from 2014
¢ Excess from 2015
d
e

[N

1]

o

0 b

| Excess from 2016
‘Excess from 2017

Schedule A (Form 990 or 990-EZ) 2017
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IR T " DYSTROPHIC EPIDERMOLYSIS BULLOSA
Scheduls A (Form 990 or 990-£7) 2017 RESEARCH ASSOCIATION OF AMERTCA ' 11-2519726 Pages

I Pa"tﬂl Supplemental Information. Provide the explanations required by Part II, line 10; Part II, line 17a or 17b; Part Iif, line 12;
Part IV, Section A, lines 1, 2, 3b, 3¢, 4b, 4c, 5a, 6, 9a, 8b, 9¢, 11a, 11b, and 11¢; Part IV, Section 8, lines 1 and 2; Part IV, Section G,
tine 1; Part IV,.Section [, lines 2 and 3; Part IV, Section E, lines 1¢, 2a, 2b, 3a, and 3b; Part V, line 1; Part V, Section B, line 1e; Part V,
Section D, lines 8, 8, and 8; and Part V, Section E, lines 2, 5, and 6. Also complete this part for any addttlonal information.
{See Jnstructlons )

732028 10-06-17 Schedule A (Form 990 or 980-EZ) 2017
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Schedule B Schedule of Contrlbutors

gioé-%_ggg), 990-E2, o B Attach to Form 990, Form 990-EZ, or Form 990-PF.

Cepartment of the Treasury
Internal Revenue Service

B Go to www.irs.gov/Form890 for the latest infermation.

OMB No. 1545-0047

2017

Name of the orgamzatmn

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSQOCTIATION OF AMERICA

Employer identification number

11-25159726

Organization type (check one):
Filers of: Section:

Form 990 or 990-EZ [X] sot(e) 3 )(enter iimber) organization

527 political organization
Form 980-PF 501(c)(3) exempt private foundation

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

o oaggnd

501{(c)(3) taxable private foundation

4347(z)(1) nonexempt charitable trist not treated as a private foundation

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

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

Ceneral Rule

] Foran organization filing Form 990, 890-EZ, or 990-PF that received, during the year, contributions totaling $5,000 or mare {in money or
propetty) from any one contributor, Complete Parts | and Il. See instructions for determining a contributor's total contributions.

Special Rules

[X] foran organization described in section 501 (c){3) filing Form $90 or 990-EZ that met the 33 1/3% support tect of the regulations under
sections 509(a)(1) and 170(b)(1)(A)vi), that checked Schedule A (Form 980 or 990-E7), Part Il line 13, 16a, or 16b, anr! that received from
any cne contributor, dunng the year, total contributions of the greater of (1) $5,000; or {2) 2% of the amount on () Form 980, Part VI, line 1h;

or (i) Form 990-EZ, line 1. Complete Parts | and 1.

[:] For an organization described in section 501(c)(7), (8}, or (10} filing Form 890 or 990-EZ that received from any one contributor, during the
year, total contributions of more than $1,000 exclusively for religious, charitable, scientific, literary, or educational purposes, or for

the prevention of cruelty to children or animals. Complete Parts b, I, and Il.

Ej For an organization described in section 501{c)(7), {8), or (10) filing Form 980 or 890-EZ that received from any one contributor, during the
year, contributions exclusively for religious, chatitable, etc., purposes, but no such centributions totaled more than $1,000. If this box
is checked, entar here the total contributions that were received during the year for an exclusively religious, charitable, etc.,
purpose. Don't complete any of the parts unless the General Rule applies 1o this organization because it received nonexclusively

religious, charitable, etc., contributions totaling $5,000 or more duringtheyear _........coovieiiin.

B §

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

cartify that it doesn’t meet the filing requirements of Schedule B {Form 980, 990-EZ, or 950-PF)}.

LHA For Paperwork Reduction Act Notice, see the instructions for Form 890, 990-£2, or 990-PF.  Schedule B (Form 890, 990-EZ, or 990-PF} (2017)

723451 11-01-197




Scheduls B (Form 990, 990-EZ, or 890-PF} (2017)

Page 2

¥ame of orgarization
DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

Employer identification number

11-2519726

Part1 © Contributors (see instructions). Use duplicate copies of Part | if additional space is needed.
(a) . ) o ) _ {c) _ (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
1, J ALEC & CINDI ALEXANDER Person [ XJ
Payroll D
3398 HARBQUR POINT PRWY 121,684, Noncash [ ]
(Complete Part |l for
GAINESVILLE, GA 30506 noncash contributions.)
(@ (b} {) (d)
No. Name, address, and ZIP + 4 Total contributions Type of contribution
2 | JOHN LEE Person  1X]
Payroll i:]
555 MONTGOMERY ST 100,000, | Woncash [ ]
{Complete Part Il for
SAN FRANCISCO, CA 94111 noncash contributions.)
(a) {b) () {d)
No. Name, address, and ZIP + 4 Tota! confributions Type of contribution
3 | RICHARD GALLAGHER Person  [X]
‘ ‘ Payroll E
150 BOARDMAN CT 17,360, Noncash
S {Complete Part |l for
LAKE BLUFF, IL 60044 noncash contributions.)
(a) {o) {c} {d)
No. "Name, address, and ZIP + 4 Total contributions Type of contribution
4 | MOLNLYCKE HEALTH CARE Peson  [XJ
' ’ A Payrell . |:|
5550 PEACHTREE PARKWAY 100,340, | Mencash  []
o ) C o 1 (Complete Part Il for
NORCROSS, GA 30092 noncasn contributions.)
{a} (b) {e) {d}
No. Name, address, and ZIP + 4~ Total contributions Type of contribution
5 | FIBROCELL Person (x]
’ ‘ Payroll D
400 EAGLEVIEW BLVD 39,000, { Nencash
o ‘ ) (Complete Part Il for
EXTON, PA 19341 noncash contributions.)
(a) {b) (c) {d)
Na. Name, address, and ZIP + 4 Total contributions Typa of contribution
6 | JOUNNY MCCRANIE & NANCY SANDERSON Person [ XJ
‘ ‘Payroll D :
Nencash [ ] _

P BOX 2919

20,000.

VALDOSTA, GA 31604

(Corﬁplete Part .II for
nencash contributions.) -

723452 11-01-17
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‘Sehedule B {Form £80; 990-EZ, or 990-PF) (2017)

Page 2

Name of organization ]
JWETROPHIC EPIDERMCLYSIS BULLOSA

Employer identification number

RESEARCH ASSQOCIATION OF AMERICA ' 11-2519726
Partl  Contributors (see instrﬁctiéns). Use duplicate copies of Part | if additionai space is nesded.
{a) _ ) (c).. . (d)
Na. - o C Name, address, and ZIP + 4~ Total centributions Type of contribution
7 | AMICUS THERAPEUTICS Person [ XJ
Payroll  [_|

60,750.

1 CEDAR BROOK DR

CRANBURY, NJ 08512

Noncash [ ]
{Complete Pait |l for
ncncash contributions.} |

{a) , : {b} o). -- o)
No. Name, address, and ZIP + 4 Total contributions Tupe of contribution
8 | CASTLE CREEK PHARMACEUTICALS Porson [ X
Fayroll O]

6 CENTURY DR

50,000,

PARSIPPANY, NJ 07054

Noncash [:j

(Compiete Part [l for
nongash contributions.)

@ | | (b) (0) (0}
 No, [ _ : Name, address, and ZIP + 4 Total confributions Type of contribution
9 | THE PERRY & SANDY MASSIE FDN Person (X
L o T 5 : S Payroll ]

.50,000. | Noncash [ |

1822 STARVIEW

PRESCOTT, AZ 86305

{Complete Part 1l for
noncash contributions.)

(d)

@) o {b) ©
Nn, et T Name, addiess, and ZIP + 4 Totdl contributions Type of contribution
10 | BERG Person [X]

500 OLD CONNECTICUT PATH

FRAMINGHAM, MA 01701

256,500,

fayrofl” '

- Nonzash- ]

|iCompiete Part 110¢

roncash contributions.)

@ | . . (b) (c) )

No. o " HNaime, address, and ZIP + 4 Total contribitions Type of contribution
11 | HAVAS ' WORLDWIDE | Person [ XJ
- - ) - ” .~ payrolt - m

13,975,

200 HUDSON ST

NEW_YORK, NY 10013

Moncash | |

(Complote Part |l for
noncash contributions.}

(a) o {b)

No. ) Co 7 Name, address, and ZIP + 4

{c}

" Total contrib-gtions

(ch)

Type of contribution

Parson Ej
S Parroll T E:}
Moncash [ ]

T(Cemplets Part Il for

noncash contributions.)

723452 11-09-17

15290410 806320 DEBRA
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Schedule B (Form 990, 990-EZ; or 990-PF) {2017),

Page 3

Name of organization

DYSTROPHIC EPTIDERMOLYSIS BULLOSA . ..
RESEARCH ASSOCTATION QOF AMERICA

Employer identification number

11-2519726

Part I Nencash Pi’Operty' (see instructions). Use duplicata copies of Part 1t if additional space is needed.

(a) © .
No. L . ‘ ' . L SRR I .

. ) . FMV (or estimate) (d X
from Description of honcash property given R . Date received
Part | (See instructions.) o

{a)
. ' : {e) .-
- No. :
fro?n D ipti f - h ty gi FMV (or estimate) Dat ::ie'ved
Part | esc?rip ion of noncash property given (See instructions.) ate i
{a) -
{c)
No.
froom D ot ¢ (b) h t g FMV (or estimate) Dat (d) ved
Pt escription of noncash property given (See instructions.) ate rece
{a)
. {c)
f:\loo. D inti f - h erty gi FMV (or estimate) Date t!:z:e'ved
Pa'inl escription of noncas propgr y given (See Instructions.) a 1‘
{a)
‘ (c}
f:lozx ipti f " sh i FMV or estimate) Dat r(:) eived
N Description of noncas property leen (See instructions.} erec
(@)
o {c)
f:l '::1-1 ipti f o h i FMV {or estimate) Dat ::leived
p;:»t : Descnptlon.c? noncash property glvery (See instructions.) e

723458 11-01-17

09290410 806990 DEBRA
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Schedule B (Form 990, 990-E7, of 990-PF) (201?)

Page 4

Name of organization

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH -ASSOCIATION OF AMERICA

Employer idertification number

11-2519726

Vart Il - Erclusively rteligious, charitable, elc., contributions to organizations described in section 501{e)(7), (8}, or (10) that tolal more than $1,000 for
the year frum any ope contributar, Cnmp ete columns {a) through (8} and the following line 2ntry. For organizarions

compisting Part IIi, enter 1he total of exciusively retigious, charifabls, etc., coniributions of $1,600 of less for the year, {Enter Ihis info. 0ace) » $

tJse duplicate copies of Part |l if additional space is needed.
{a) No. _ ' .
é’:;_?l {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 tc transferee
(a)} No.
g:rfpl {b) Purpose of gift {c) Use of gifi () Description of how gift is held
. {e) Transfer of gift
Trgansferee’s name, address, and ZIP + 4 Réla{ionship of transferor to transferee
{al M. : B - ‘ [ : - I
Igi.erftnl L. . {bYPurpose.of gift . {c) Use of gitt (d) Description of how gift is held
a
{e) Transfer of gift
__Transferee’s name, address, and ZIP + 4 Relationshin of traristeror to Wransferee
@) No. i — P R
I-f’mrtn! . . .. (byPurpose of gift . {c) Use of gift . {d) Description of how gift is held
__Par
{e) Transfer of gift’
" Transferee's name, address, and ZIP + 4 Relationship af‘ﬁ‘ansferor to transferee

723454 11- 01 7

26

Selduln & (Form £90, 991- 37, o1 990-PF) (2017)

09 290410 806320 DEBRA - 2017.03030 DYSTROPHIC FP'[DuRMuLYqIS BU DPEBRAL




OME No. 1545-0047

SCHEDULED | ~ Supplemental Financial Statements
.(Form 990) B Complete if the organization answered "Yes" on Form 830, ' 20 1 7
oo R " Part IV, line 6, 7, 8, 9, 10, 11a, 11b, 11¢, 11d, 11e, 114, 123, or 12b.
Depertment of the Treasury : : B Attach to Form 990. S . Open to Public
interal Sevenue Service ‘ B-Go to www.irs. gov/Forma90 for instructions and the latest information, Inspection
Name of the orgamzatron__ ) DYSTROPHIC EP IDERMOLYS is BULLOSA ‘ Employer identification number
RESEARCH ASSOCIATION OF AMERICA 11-2519726

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

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

Total number at end Of year .....................................
Aggregate value of contnbutlons to (durrng year)
Aggregate value of grants from (durlng year)
Aggregate Vd|UB atendofysar . ...
Did the orgamzatlon inform all donors and donor advisors in writing that the assets helfd In doner advised-funds )
are the organization’s property, subject to the organization's exclusive legal CONOl? |:] Yes |:| No
6 Did the organization inform all grantees, donors, and donor advisors in writing that grant funds.c¢an bé used only .. - k ' :
for charitable purposes and not for the benefit of the donor or donor advisor, or for any other purpose conferring
impermissible private henefit? ..
[Part il | Conservation"Easemenits. Complete if the organization answered "Yes"'on Form 990, Part IV, line 7.
1 Purposels) of conservation easements held by the arganization (check all that apply).
EI Preservation of land for public use {e.g., recreation or education) {1 Preservation of a historically important land area
D Protection of natural habitat ' i:l Preservation of a certified historic structure
D Preservation of open space ‘ .
2 Complete fines 2a through 24 if the organization held a quahfred conservatlon contrlbutron in the form of a conservation easement on the last

P WN

(:] Yes . L] No_

day of the tax year. : ] Held atthe End of the Tax Year
a Total number of conservation SaSEIMENES . e b e 2a
b Total acreage restricted by conservation easements ____________________________________________________________________________ 2b
¢ Number of conservation easements on a certified historic structure included in (@Y e 2¢
d Number of conservation easements included in {c) acqtiired after 7/25/06, and not on a historic structure
fisted in the National BBGISIBI | ... ... ottt ees memsesass s bs e 2d
3 Number of conservation easements modified, transferred, released, extinguished, or terminated by the organization during the tax
yoar > ‘ '

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

violatione, and enforcement of the conservation easements it holds? ... e ————— D Yes |:| No
6 Staff and volunteer hours devoted to monitoring, inspecting, handiing of violations, and enforcing conservation easernents during the year
. .
7  Amount of expenses incurred in monitoring, |nspecttng, handling of vro!atrons and enforcing conservation easements during the year
B $
8 Does each conservation easement reported on line 2(d) above satisfy the requirements of section 17 0(51}(4)(!3)1}
AN SECHON F7OMNANBYINT oo eeeeseeee e oo S e CIves [Ino

9 In Part Xill, describe how the organization reperts conservation easements in its revenue and expense statement, and balance sheet, and
includs, if applicable, the text of the footnote to the organization's financial statements that describes the crganization’s accounting for
conservation easements.

| Part lll | Organizations Maintaining Collections of Art, Historical Treasures, or Other Srmllar Assets.
Compileta if the organization answered "Yes" on Form 880, Part IV, line 8.
1a |f the organization elected, as permitted under SFAS 116 (ASG 958), not to report in its revenue statement and balance sheet works of ar,
historical treasures, or other similar assets held for public exhibition, education, or research in furtherance of public service, provide, in Part XlII,
the text of the footnote to its financial statements that describes these items. o
b H the organization efected, as permitted under SFAS 116 (ASC 958), to report in its revenue statement and batance sheet works of art, historical
treasures, or other simitar assets held for publrc exhibition, education, or research in furtherance of public service, provide the following amounts

relating to these items:

{i) Revenue included on Form 990, Part VIl line 1 ... e e s e B s

(i) Agsets included in Form 990, Part X
2 If the organization received or held works of art, historical treasures, or other similar assets for financial gain, provide -

the following amounts required to be reported under SFAS 116 (ASC 958) relating to thése items!

a Revenue included on Form 990, Part VIIl, fine 1 B %
__ b Assetsincluded in Form 990, Pant X ..o s » §
LHA For Paperwork Reduction Act Notice, see the Instructions for Form 280, Schedule D (Form 990) 2017

732051 10-08-17
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: - DYSTROPHIC EPIDERMOLYSIS BULLOSA e
Schaduis D (Form 990) 2017 RESEARCH ASSQCIATION OF AMERICA 11-2519726 Page?2
[Part TN | Organizations Maintaining Collections of Art, Historical Treasures, or Other Similar Assetscontinued)
3 Using the organization's acquisition, accession, and other records, check any of the following that are a significant use of its collection items
{check all that apply):
a |:} Public exhibition d [:] Lcan or exchange programs
b [ Scholarly research e [:| Other
c D Preservation for future generations
4 Provide a description of the arganization's collections and explain how they further the organization’s exempt purpose in Part X,
5 During the year, did the organization solicit or receive donations of art, historical treasures, or other similar assets - .
to be sold to raise funds rather than to be maintained as part of the organization’s collection? .............ocooooennss i:l Yes |::| No

Part IV * Escrow and Custodial Arrangements. Complete if the organization answered "Yes" on Form 990, Part IV, line 9, or
reported an amount on Form 890, Part X, line 21.

1a Is the organization an.agent, trustee, custodian or other intermediary for contributions or other assets not included . .
on Form 980, Part X? : : : L ves [ InNo

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

Amount
G Beginning DAIBNGE e et reen te
d AdAIIONS QUING TNG VBRI it eee et et e et e et st et a1 ae et o 1d
@ DistribUtions QUING ThE YEAE ettt ss s re e et mee e ee e e s s e eais 1e
f ERdiNg DalaNte ... 11

2a Did the organization inciude an amount on Form 990, Part X, fine 21, for escrow or custodial account liability?. ... D Yes i:l Ne

b If "Yes," explain the arrangement in Part XlIl. Check here if the explanation has been prowdad on Part XllI
(PartV | Endowment Funds. Complete if the organization answered “Yes" on Form 980, Part IV, line 10.

{a) Current year {b} Prior year {c) Two years back 1 (d) Three years back [ (e) Four years hack

1a Beginning of year balance
Contributions | .. ..o
Net investment eamnings, gains, and losses
Grants or scholarships | ...........cccoeeee
Other expenditures for facilities
and Programs ..o
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 B> %
. b Permanent endowment B> %
¢ Temporarily restricted endowment B %
The percentages on lines 2a, 2b, and 2¢ should equal 100%.
3a Are there endowment funds not in the possession of the organization that are held and administered for the organization
by: ‘ Yes | No

o o o o

(i) unrelated organizations ) ' " | 3ali)
(i) related OFQANTZAONS |, ... . oot ete et et e st e et ea e b R e ey e, 3a(ii)

b If "Yes" on line 3afil), are the related organizations listed as required on Schedule RT | ... T LSb [
Describe in Part XIII the intended uses of the organization's endowment funds. )

Part Vi |Land, Buildings, and Equipment.
Completo if the organization answared "Yes" on Form 990, Part IV, line 11a. See Form 290, Part X line 10.

Description of property ! : {a) Cost or other (b) Cost or other {c) Accumulated fd) Bock value
basis {investment) " basis {other) - depreciation
1a ‘ I .

b .

¢

d

e 34,487, 32,116, 2,371,
Total. Add lines 1a through 1e. (Golumn (d) must equal Form 990, Part X. column (B), ine 106} oo, B 2,371,

Schedule D (Form 820) 2017

7320562 10-08-17
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' DYSTROPHIC EPIDERMOLYSIS BULLOSA .
Schedule D (Form 990) 2017 RESEARCH ASSOCIATION OF AMERTCA . 112519726 Page3d
|Part V| Investments - Other Securities. '
Gomplete if the organization answered "Yes" on Form §90, Part IV, line 11b. See Form 990, Part X, line 12.
(a) Description of security or category gneluding name of securityy |~ (b) Book valug (c) Method of valuation: Cost or end of -year market value

(1) Financial derivatives ..
(2} Closely-held equity interests
(38} Other
"
B
)
)]
(3]
(A
Q)
(H}
Total. {Col. (b) must equal Farm 980, Part X, col. (B) line 12.) b=
iPart VIIl] Investments - Program Related.

Complete if the organization answered "Yes" on Form 990, Part IV, line 11c, See Form 890, Part X, line 13, ‘
{a) Description of investment {b) Book valug {c) Method of valuation: Cost or end-ofyear market value

(1)
(2}
{3)
{4}
{5}
{6}
0
_(8)
9
Total. {Col. {b) must equal Form 990, Part X, cok. (B) line 13.} b=

Part IX] Other Assets.

Complete tf thé organlzatlcn answerad "Yes" on Form 990, Part 1V, fine 11d. See Form 990, Part X, line 15.
{a) Description : {b) Book value

{1)
{2)
(3)
(4}
{5)
{6}
)
8)
(2}
Total, (Column (b) must equal Form 930, Part X, col. (B) fine 15} .................................................................................... b
Part X | Other Liabilities. ' : T
) Complete if the organization dnswered "Yes" on Form 990, Part IV, line 11e or 11f. See Form 999, Pant X, line 25,

1. : {a) Descnptlon of liability (b) Book value
‘(1) Federal income taxes ‘ ‘
(0 AGENCY FUNDS HELD FOR OTHER - 91,906,
@) ; , : i : ;
@
(5)
{6)
A7)
(8)
@
Total. (Column (b) must equal Form 990, Part X, col. (B} iine 256,) .............. o 91,906.

2. Lidbility for uncertain tax positions. In Part Xlil, provide the text of the footnote to the organization's financial statements that reports the
arganization’s liability for uncertain tax positions under FIN 48 (ASC 740). Check here if the text of the footnote has been provided in Part Xlii
o ' ‘ ' ‘ ' o ‘ ) Schedute D {Form 990) 2017

732063 10-00-17
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Jch sdule D (Fornd 990) 2017

DYSTROPHIC EPIDERMOLYSIS BULLOSA
RESEARCH ASSOCIATION OF AMERICA

11-2519726 Paged

e rt I TReconciliation of Revenue per Audited Financial Statements With Revenue per Return.
Complete if the crganization answered "Yes® on Form 890, Part IV, fine 124 )
"4 Totai révenus, gains, and othor support per audited financial StAteMents ... 1 2,491,214.
2 . Amounts incilided on line 1 but not.on Form 890, Part Vill, line 12:
a- Net unrealized aains (lssses) on investments 2a 105,581.
b Donated services and use of FAGHES . 2 1,015,581,
. Fiecoveries of Prior Y2ar GrANS ..o ssiss e e P
d Other (Describe In Part XHL)
@ AU IINEE 2 tAOUGN 20 .. .o ool et et 2 | 1,121,162,
3 Subtract line Ze from fing 1 3 1,370,052,
4  Amcunts included.on Form 990, Part Vi, line 12, but not on line 1: ' - '
a investment expenses not includad on Form 990, Part Vi ine 7b ... 4a
b Other (Describe In PartXHLY e 4b
B AQANNES 83 ANA BB et eee s e e et e 4c 0.
Total revenue. Add lines 3 and 4c. (This must equal Form 990, Part §, line 12} oo i, ‘5 1,370,052,
Eartiu Reconciliation of Expenses per Audited Financial Statements Wlth Expenses per Return.
" Complete If the organization answered "Yes" on Form 990, Part 1V, line 12a, '
1 Total expenses and Iosses per audited financial StatemeMIS e e ""1 - 2 r 515 : 101.
- Amounts mcluded on line 1 but not on Form 920, Part [X, line 25:
a Donated services and use of FTACIIES _2a 1,098,528,
o Prior year adjustments || e e e :
¢ Otherlosses ...
& Ctper (Describe in Part XIIT) L
0 ADUTNES 22 AIOUGN A ... oo oeecosssesss e esr s 2o | 1,098,528,
‘2’ Subfract firié Ze from iire 1 ! 1,416,573,
4 Amounts includéd ot Form 850, Part X, line 25, but not on Elne 1 ‘ ‘
a Investment expenses nol included or Farm 990, Part VIII, line T o da
b _Other (Describe in Part XULY RO 4l
€ A HNES A BNG AE oot eee et o 4c 0.
5 . Total expenses. Add lines 3 and dc. (This must equal Form 990, Part |, ine 18) ool 5 1,416,573,

Part X1l Supplemental Information.

Pravide tha descriptions required for Part Il, lines 3, 5, and 9; Part 111, lines 1a and 4; Part IV, lines 1b and 2b; Part V, line 4; Part X line 2; Part XI
lines 2d-and 4b; and Part Xil, lines 2d and 4b. Also complete this part to provide any additional information.

PART

)i LINE 2:

THE ORGANTZATION RECOGNIZES THE EFFECT OF TAX POSITICNS ONLY. WHEN THEY ARE

MORE LIKELY THAN'NOT OF BEING SUSTAINED. MANAGEMENT HAS DETERIMZNED THAT ~

THE ORGANIZATION HAD NO UNCERTAIN TAX POSITIONS THAT WOULD REQUIRE

FINANCIAL S TATEMENT RECOGNITION, TAX YEARS DATING BACK TO 2014 REMAIN OPEN

TO

EXAMINATIGN BY FEDERAL AND STATE AUTHORITIES.

732084 10-08-17
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SCHEDULE F|

{Form 990)

Bepartment of the Treasury
Internal- Ravenus Service

Statement of Actl\ntles Outs!de the Umted States

-~ = Complete if the organizahon answered "Yas" on Form 930, Part iV, line 14b; 15, or 16.

B Go to-www.irs.gov/Form980 for instructions and the latest information.

B Attach to Form 990,

OMB No, 1845-0047

2017

QOpen to Public
Inspection -

Name of the organization

DYSTROPHIC EPIDERMCLYSIS BULLOSA

RESEARCH ASSOCIATION QF AMERICA

Employer identification number

11- 2519726

| Part | |- General Information on Activities Outside the United States. Complete if the organization answered "Yes" on
Forni 99, Part IV, line 14b.

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

[j Yes

mNo

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

- United States.
3 Activities per Region. (The following Part |, Ime 3 table can he duplicated if additional space is needed.}

(a) Region {b) Number of § (¢) Number of | (d) Activities conducted inthe region|.  (e) [T activity listed in {d} (f) Total
:  offices ggleﬂ?sy%%sd by typa)'{sucrlx as, fundraising, pro- ' is a program slelsrvice, exgg?ggsms
|n_ t‘he rgglpn independent |gram sgfylces,.pn'vgstr.v\gnts, grrf\nts to descrltbe splecmc typ.e investments
igot?‘gargtq%sn recipients located in the region} of service(s) in the rogion in the region
3a Subtotal ... 0 0 0.
b Total from continuation
sheetsto Part! . . Q 0 0,
¢ Totals (add lines 3a
anddb) ... 0 G 0,

LHA

732071 10-08-17

09290410 806990 DEBRA
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
Schedule F (Form 900y 2017 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page4
|Part IV| Foreign Forms

1 Was the organization a U.S. transferor of property to a foreign corporation during the tax year? if "Yes, " the
‘_ organization may be required to file Form 826, Retumn by a U.S. Transferor of Property to a Foreign
-Corporation (see Instructions for Form 926) )

D Yes D_{:] No

2 Did the organization have an interest in a foreign trust during the tax year? If 'Yes," the organization

may be requirad to separately file Form 3520, Annual Refurn To Report Transactions With Foreign

Trusts and Receipt of Certain Foreign Gifts, andfor Form 3520-A, Annual Information Return of Foreign

Trust With a U.S. Owner (see Instructions for Forms 3520 and 3520-A; don't fife with Form 890) . ................ccccoevenne. D Yes D?] No
3 .Did the organization have an ownership interest in a foreign corporation during the tax year? if "Yes,"

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

Certain Foreign Corporations {see Instructions for FOrm BATT} | e er et e e |_____| Yes @ No
4 Was the organization a direct or indirect shareholder of a passive foreign investment company or a

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

Information Return by a Shareholder of a Passive Foreign investment Company or Qualified Efocting Fund

(SCE INSEUGHONS TOT FOM BE2T) ...t oo e v [Tves [Xlno
5 Did the organization have an ownership interest in a foreign partnership during the tax year? If 'Yes,”

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

Foreign Partnerships (see INStUctions for FOM BBEE) ;... .\..........ocoo.voeireeiesseoessttesnis et Clves [Xno

6 Did the organization have any operaticns in or related to any boycotting countries during the tax year? If
“Yes," the organization may be required to separately fils Form 5713, International Boycatt Report (see
Instructions for Form 5713; don't file with FOMM 990) | ________.........vewvrooeeressomssrsesccesesssersmsrsmeoeessneees oo [Jves [XIno

Schadule F {Form 990) 2017

732074 10-08-17
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DYSTROPHIC EPIDERMOLYSIS BULLOSA
‘Schedule F (Form 980) 2017 RESEARCH ASSOCIATION QOF AMERICA 11-2519726 Pages
{PartV | Supplemental Information
Provide the information required by Part |, line 2 (monitoring of funds); Part |, line 3, column {f) (accounting method; amounts of
investmants vs. expenditures per region); Part H, line 1 {accounting method}; Part 11l {accounting methed); and Part (i, column {(c)
(estimated number of recipients), as applicable. Also complete this part to provide any additional information. See instructions.

732075 10-08-17 ) Schedule F (Form $90) 2017
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SCHEDULE G f OMB No. 1545-0047

o . . o . I
. (Form 980 or 980-E2) Supplemental Information Regarding Fundraising or Gaming Activities 2 g 1 7

Compiste if the organization answered "Yes" on Form 990, Part W, line 17, 18, or 19, or if the
orgarization entered more than $15,000 on Form 990-EZ, line 6a.

Pffraglr";i“ of the Treasury l ‘ B Attach to Form 890 or Form 990-EZ. 1 Open ‘o Public

T evenas servies . B Go to www.irs.gov/Form990 for the latast instructions. : f I"SP“CUO"

e of the orgarizaion  DYSTROPHIC EP IDERMOLYSIS BULLOSA | " Employar tdentificaiion numbser
RESEARCH ASSOCIATION OF AMERICA 11128159726

I"ak't_l:l' Fundraising Activities. Gomplete if the organization answered "Yes" on Form 990, Part IV, line 17. Form 99C-EZ filers are not
required to complate this par.

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

!
a x:] Mail solicitetions a Solicitation of non-government grants
b L] intemet and email solicitations ' || solicitation of government grants
[+] ﬂ Phone siicitations g D Special fundraising events

d {_] Inperson solicitations
2 a Did the organization have a written or oral agreement with any individual (including officers, directors, trustees, or
key ernployees ligted in Form 880, Fart VIl or entity in connection with prefassional fundraising services? I:] Yes : i:] No
b If "Yes," list the 10 highest paid individuals or entities (fundraisers) pursuant to agreements under which the fundraiser is to be
compensated at least 5,000 by the organization.

‘ v} Amount paid " .
{iy Name and ac'dress of individual e gﬂ'n' e (iv) Gross receipts 1& IOf ,etainef’, by) | (Vi) Amount paid
cr entity (fundraiser) (i) Activity havesusod | from activity fundraiser to {or retained by}
L} a . )
conThong? listedincol. (y | ©ganization
Yes | No
& \
TORAE | it et ettt s aneranesed B
List all states in which the arganization is registered or liceised to soliét conts| |butlons or has been notified it is exempt frort registration
or hcensmg i
LHA For Paperwark Ra4uction Act Notice, see the Instructions for Form 980 or 990-EZ. - Schedule G (f’orm 990 or 980-EZ) 2017
732081 £2-18-17
" 36
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DYSTROPHIC EPIDERMOLYSIS BULLQOSA
Scheduile G (Form 990 or 99062y 2017 RESEARCH ASSOCIATION OF AMERICA 11-2519726 Page 2
i Part_l Fundraising Events. Complete if the organization answered "Yes” on Form 990, Part [V, line 18, or reported more than $15,000
“of fundr'uslng svernit contributions and gross incorme on Form 990-EZ, lines T and 6b, List events with'dgross recelpts greater than $5 000.

(a) Event#1 " (b) Event‘#Q " (c) Othér eventrs ) (d) Total events
ANNUAI‘_’ _ _ RAFFIS . L N_ON_E . (,a.do,col., {a) through .
FUNDRAI SER RUN/MARATHON col. ()}
C’IlJ‘ (event type) . "('éV‘eht type} ~ ] T {(talndmber) Y T A
o
§ 1 Grossreceipts 391 454 " 596,416, o "7 987,870,
2 ‘Less:Contrfbutions ™ .. .
a_Gross incoms (ine 1 minus e 2) ... 391,454, 596,416, 1 987,870,
4 Cashprizes ...
& Noncashprizes ...
7]
©
% 6 Rent/facilitycests . .. - o
d ,
*1“3: 7 Foodand baverages
5
8 - Entertainment . ... ; :
9 Other direct expenses .. 139,903, 142,692, 282,595,
1'0 Direct expense summary. Add lines 4 through 9 in column (d) .. > 282,595,
Net income summary. Subtract line 10 fromline 3, column{d) ... ... TN e o 705,275,

I_Parl: Il | Gaming. Complete if the organization answered "Yes" on Form 990, Part IV, line 19, or reported more than
$15,000 on Form 990-EZ, fine Ba.

" (b} Pull tabs/instant . {d) Total gaming (add
€
= (a) Bingo hingofprogressive bingo {e) Other gaming col. (a) through col. {&))
4
Q)
v
1 Grossrevenus .................o.oo;eiiiii:
|2 Cashprizes || . ...
@
5
2|8 Noncashprizes . ...
ai
G .
£]4 Rentftacilitycosts ...
&
5 Other direct expenses ..........cccoeeeceeenns
‘ [:‘ Yes Y% I—__—! Yes % I:] Yes %
6 Volunteerlabor L__] No D No I:] No
7 Direct expense summary. Add lines 2 through S incolumn (d} . ., SR P
8 Net gaming income summary. Subtract line 7 fromfine {, column (d} ... e -
g Enter the state(s} In which the organization conducts gaming activities:
a is the organization licensed to conduct gaming activities in each of these states? | .. ... ... I . Jves [ _INo
b if "No," explain:
102 Were any of the organization's gaming licenses reveked, suspended, or terminated during the tax year? R o o |:| Yes E] Mo

h If "Yes," explain:

732082 0§-13-17 Schedule G {Form 990 or 920-EZ) 2017
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DYSTRCOPHIC EPIDERMOLYSIS BULLOSA
Schedule. G (Form:990 0r990-E2). . RESEARCH. ASSOCIATION OF AMERICA ‘ 11-2519726 pPages
[Part IV]| Supplemental Information (continued)

Schedule G (Form 990 or 990-EZ)

132084 04-01-17

. o 39 , ‘ . :
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SCHEDULE J ' Compensation information OME No. 1545-0047

{Form 99_0). : For certain Officers, Directors, Trustees, Key Employees, and Highest lr 2 1 7
) : Compensated Employees
b Complste if thP organization answered "VYes" on Form 990, Part IV, line 23,

Department of the Treasury B Attach to Form 990, . Cpen to P_ublic
intornal Rievenus Service - I* Go to www.irs.gov/Form990 for instructions and the latest information. Inspection
© Name of the orgenization . DYSTROPHIC EPIDERMOLYSIS BULLQOSA o Empleyer identification number
RESEARCH ASSOCIATION OF AMERICA ! 11-2519726
[Part | | Questions Regarding Compensation - ‘ ‘
. . . Yes | No
ta Check the appropriate box({es) if the organization pravided any of the following to of for a person listad on Form 990,
Part Vi, Section A, line 1a. Complele Part IIl to provide any relevant information regarding these itemns.
L__—_I First.class or charter travet D Housing c\ilowance or residence far personai use
Travel for companions D Paymants for. business use uf personal residence.
] [:j Tax indamnification and gross-up payments D Health or cocial club dues or initiatien fees
[:_J Discretionary spending ascount _ D Parsonal savvices {such as, maid, chaufteur, chef
b ! any of the boxes on liné 1a-are checked, did the organization follow a written policy regarding payment or
reimburaement or provision of alt of the expenses described above? It "No," complete Part llto explain ... ib
2 Did the organization requite substantiation prior to reimbursing or al?owing axpenses incurred by all directors,
srusteas, and officers, including the CEQ/Executive Director, regarding the items checked online 1a? ... 2

[D]

indicate which, if any, of the following the filing organization used to establich the compensation of the organization's -
- CED, ’Lxecutue Director. Gheck alt that apply. Do not check any boxes for methods uced by a related crganization 1o
. e_stabl'ﬂr; vomgensation of the CEQ/Executive Director, but explain in Part 1Il.
[ Compensaticn committee - D Wiritten empioyment contract
E] Indebelydant cornpensation consultant : i:__] Compensation survey or study
' I::l qum'S‘.'f;JO of other o'rganizaiti'ons ) [::] Approval ‘by the board_ or compensation comimitiea

4 During the year, dict any person listed on Form 990 Part Vi, Spctmn A, fine 1a with respect to the iil.ng
org'lmzatlon ora lelatad organization;.

a Receive a severance payment or change-of-control payment? ST . . . i 4a | X
b Patticipate in or receive payment from, a supplamental nonquatified retirement plan? _4b x
¢ Paticipata in, of receive. paymefﬁ from, an equity-based compensation arrangemant? 4c X
if "Yev" to.eny of lines 4a-c, list the persons and provide the app.xcab»e amounts for each ifem in Part Iii
On'y section 501(0)[3), 501(c)(4), and 501{c){29) organizations must complet-.. fines 5-9.
5 For persons listed on Form §97, Part VII. Section A, line 1a, did the organlzatnon pay or accrue any cor pensatlon
centingent on the revenues of; )
a THe OFgEriZatONT oo et i o, R 5a X
b Any related crganization? ‘ ' 5h X
if "Yas" on line 5a or $b, describe in Part 1. ' ‘
& Forpersons listed on Form 890, Part VI, Section A, line 1a, did the organization pay or accrue any compensation
contingent on the nat earnings of:
a Theorganization? i es s U S OO PSROOR FUNEURN evrereeen RO v 6a X
b Ary related organizatior? et e e N X
If "Yas" on jine 6a or &b, descrnbe in Part (.
7 Forpersons llsh.d on Form 890, Part VII Sectlon A, line 14, did the organlzahon provide any nonf:xed payments
not descdbad on lines 5 and 67 if "Yes," desciibe inPartIll " " .. ettt e s 7 X
8 Wers any amounts repmtad on Form 990, Part VI, paid or acerued pureuant to a contract that was subject 1. the
initial contract exretmon described in Reguiations section 53.4958- 4( a)(3)7 If "Yes," describe in Part 1 8 .X
g if "Yes" on'ine 8, did the orgamzatmn also foliow the rebuttab'c. presumption procadure described in :
Ragulations sectisn 53.4959: 6’0)? ..................................................................................................................................... w18
LHA For Paperwork HedLIvtIOI_’] Act Notice, see the Instructions for Ferm 920, . ‘ or'l"(""i Y {l—nrm 930) “’01 P

732149 10-97-17
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‘SCHEDULEM * | - Noncash Contributions OV No. 1545-004

Fomi0 | v e | 20717

P> Complete if the organizations answered "Yes" on Form 990, Part IV, lines 22 or 30.

.[.)eparfmen:l of tha Treasury . P Attach ta:Form 980. ‘ : : . Open To Public
Internal Revenue Service B> Go to www.irs.dov/Ferm$90 {or the latest information. : Inspection
Name of the organization  DYSTROPHIC' EPIDERMOLYSIS BULLOSA Employer identification number

RESEARCH ASSOCIATION QF AMERICA ' : 11-2519726
| Part I { Types of Property ( ; '
- (a) {b) (e} : {d) :
Check if Number of Noncash contribution " Method of determining
applicable | contributions or |~ amounts reported on noncash czntribution amounts
) : ‘ items contributed; Form 990, Part VI, line 1g
Art -,'Works L S : o

1

2

3, Art - Fractional interests

4 -Books and publications

5 . Clothing and household goods
6

7

8

2

Cars and other vehicles

Boatsandplanes ... e
Intelflectual property :
Securities - Publicly traded
10  Securities - Closely held stock . ...............
11 Securities - Partnership, LLC, or
. trustinterests e
12 Securities - Miscellanecus ...
13 Qualified conservation contribution -
Historic structures ..,
14 Qualified conservation contribution - Other
15 Real estate - Residential '
16 Real estate - Commercial
17 Real estate - Other
18  Collectibles ... ...
19 Foodinventory ...
20 Drugs and medical supplies ... ... X - ' 5 995,382 .FMV
21 Taxidermy e, B -
22 Historical artifacts ...
23 Scientific specimans
24  Archeological artifacts

25 Other ¥ { LEGAL SERVICE) X 1 - 20,199.[FATR MARKET VALUE
26 Other ¥ { ) ' '
27 Other B | )
28 Other B ( )
20 Number of Forms 8283 raceived by the organization during the tax year for contributions
for which the organization completed Form 8283, Part [V, Donee Acknowiedgement . ‘20
’ ' Yes | No
30a During the year, did the organization receive by contribution any property reported in Part [, lines 1 through 238, that it
must hold for at least three years from the date of the initial contribution, and which isn’t required to he used for’
exempt purposes for the entire holding period? ... .. e S 30a X
b If "Yes," describe the arrangement in Part 1.
31 Does the organization have a gift acceptance policy that requires the review of any nonstandard contributions? 31 X
32a Does the organization hire or use third parties or related organizations to solicit, process, or sell noncash
contribUtions? .. [T OO OO OSSOSO R 32a X
b 1 “Yes," describe in Part Il. '
33 If the organization didn't report an amount in column (c) far a type of property for which column (a) is checked
_ describe i Part Il
LHA  For Paperwork Reduction Act Notice, see the Instructions for Form 990. ‘ L Schedule M (Form 990} 2017

732141 08-07-17 .
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DYSTROPHIC EPIDERMOLYSIS BULLOSA

Schedule M (Form 980) 2017 RESEARCH ASSOCTATION OF AMERICA 11-2519726 Page 2
IPart | Supplemental Information. provide the information required by Part I, lines 30b, 32b, and 33, and whether the organization

is reporting in Part |, column (b), the number of contributions, the number of items received, or a combination of both. Also complete
this part for any additional information.

732142 00-07-17 - . ) ’ i o " Schedule M {Form 990} 2017
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OMB No, 1645-0047

SCHEDULE O - Supplemental Information to Form 990 or 990-EZ 2017

‘Form 990 or 990-EZ) Complete to provide information for responses to specific questlons on
) ) Form 980 or 990-EZ or to provide any additional information. . ) .
Department of the Treasury B Attach to Form 990 or 990-EZ, Open to Public
Internal Revenue Servica B Go to www.irs.aov/Form890 for the latest information. Irispection
Name of the organization -~ DYSTRCOPHIC EPIDERMOLYSIS BULLOSA ‘ Employer-identification number
RESEARCH ASSOCIATION OF AMERICA i1- 2519726

FORM 990 PART I, LINE 1 DESCRIPTION OF ORGANIZATION MISSION

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

CHRONIC PAINFUL BLISTERING THE SKIN AND MUCOUS MEMBRANES ARE SO

FRAGILE THAT THE SLIGHTEST TOUCH CAN CAUSE SEVERE BLISTERING INSIDE AND

QUTSIDE 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 SPONTANEOQUS 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 TIT, LINE 1, DESCRIPTION OF ORGANIZATION MISSION;:

SLIGHTEST TCUCH CAN CAUSE SEVERE BLISTERING INSIDE AND OUTSIDE THE

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

ETHNIC GRQUPS 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 ITI, LINE 4D, OTHER PROGRAM SERVICES

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

PREVENTION OF EB AND ITS COMPLICATIONS

. BEXPENSES S 130,230. INCLUDING GRANTS OF $ 0., REVENUE $§ 0.

FORM 9940, PART VI SECTION B LINE 11B

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

THE ANNUAL AUDITED FINANCTIAT STATEMENTS , MANAGEMENT LETTER AND FDRM 990.
LHA For Paperworlt Reduction Act Notlce, see the Instructions for Form 990 or 990-E2, " Schedule O (Form $80 or 990-EZ) {2017)
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" FORI 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. 999, PART VI, SECTION B, LINE 15:

THE BROARD OF DiRECTQRS REVIEWS THE EXECUTIVE DIRECTORS SALARY ON AN ANNUAL

BASIS. A STUDY IS PERFORMED OF 'OTHER NOT FOR PROFIT AGENCYJS‘IN'THE“NEW

TOREHAREA AS WELL AS OTHER AGENCIES THAT PROVIDE A SIMILAR SERVICE TO

CRETERMINE LY THE SALARY PAID IS COMPETITIVE AND WITHIN ACZEPTABLE LIMITS.

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

THE . ORGANTZATION'S ORGANTIZING DOCUMENTS, ANNUAL AUDIT REPORT AND FORM 990

CARE AVATILABLE FOR PUBLIC INSPECTION UPON A WRITTEN REQUEST TO THE -EXECUTIVE

DIEECTOR,

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

DONATED WMEDICAL SUPPLIES S e ..=B2,947.

739812 09-07-17 Hoheduis T {Torit PR or §80-E2) {2617)
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